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DEPARTMENTS  OF  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  EDUCATION,  AND  RE- 
LATED AGENCIES  APPROPRIATIONS  FOR 
1997 


TESTIMONY  OF  MEMBERS  OF  CONGRESS  AND  OTHER 
INTERESTED  INDIVIDUALS  AND  ORGANIZATIONS 

Tuesday.  February  27,  1996. 


Mr.  Porter.  The  subcommittee  will  come  to  order. 

This  morning  the  subcommittee  begins  its  hearings  on  the  fiscal 
year  1997  appropriations  bill.  These  hearings  again  break  new 
ground,  as  they  are  occurring  both  without  a  final  fiscal  year  1996 
appropriations  bill  and  also  without  a  complete  President's  request 
for  fiscal  year  1997. 

Let  me  begin  by  thanking  the  members  of  the  subcommittee  for 
their  patience  during  the  lengthy  consideration  of  the  1996  bill.  As 
you  know,  much  of  the  delay  has  been  occasioned  by  the  failure  in 
the  other  body  to  take  up  the  legislation  and  pass  it.  And  as  you're 
also  aware,  I've  been  working  with  Chairman  Arlen  Specter  to 
reach  accommodation  on  many  issues  in  disagreement  between  the 
House-passed  and  the  Senate  reported  versions  of  the  bill.  We  have 
been  conferring  informally  regarding  those  differences  and  made 
substantial  progress  in  resolving  many  of  them.  While  this  work 
may  not  succeed  in  resurrecting  the  House  bill  H.R.  2127,  most  of 
the  agreements  will  be  incorporated  into  any  omnibus  bill  that  may 
be  forthcoming  to  complete  actions  on  the  remaining  appropriation 
bills  that  will  then  be  available  for  consideration  by  the  subcommit- 
tee and,  of  course,  the  full  committee  and  the  full  House. 

We  are,  of  course,  under  great  pressure  to  complete  our  work  on 
the  fiscal  year  1997  bill  by  the  beginning  of  the  fiscal  year.  As  a 
result,  we  are  beginning  our  work  today  in  advance  of  the  presen- 
tation of  the  President's  budget  with  public  witnesses.  We  will  next 
hear  from  the  smaller  related  agencies  under  our  jurisdiction,  and 
then  we  will  hear  from  the  larger  departments — the  Department  of 
Health  and  Human  Services  first,  then  the  Department  of  Labor, 
and  then  the  Department  of  Education. 

As  there  has  been  significant  interest  in  program  duplication 
both  in  the  departments  within  our  jurisdiction  and  in  departments 
and  agencies  outside  our  jurisdiction,  I've  scheduled  a  hearing  on 
programs  providing  substance  abuse  prevention  and  treatment  that 
will  encompass  both  programs  that  we  fund  and  programs  funded 
by  other  subcommittees.  I  hope  that  this  hearing  will  provide  an 
overview  of  these  multiple  programs  and  allow  us  to  get  a  better 
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understanding  of  the  Federal  Government's  role  in  this  area.  If  this 
experiment  goes  well,  I  propose  to  have  additional  hearings  on 
similar  topics  in  future  years. 

We  do  expect  to  complete  our  hearing  schedule  by  the  middle  of 
May.  To  meet  our  schedule,  we  will  be  meeting  in  the  mornings 
and  afternoons  most  days  of  the  week  when  the  House  is  in  ses- 
sion. I  know  that  this  is  a  difficult  schedule,  but  I  believe  that  it 
is  essential  for  members  to  attend  as  many  of  these  hearings  as 
possible. 

Turning  now  to  our  initial  set  of  hearings  for  the  next  two  weeks, 
we  will  hear  testimony  from  approximately  150  public  witnesses 
about  issues  related  to  programs  under  our  jurisdiction.  I  find 
these  hearings  particularly  important  as  they  provide  us  with  the 
perspective  of  individual  citizens  and  those  who  deal  directly  with 
the  programs  that  we  fund.  They  can  show  us  the  successes  and 
indicate  where  we  should  provide  increased  resources  and  the  fail- 
ures where  we  should  curtail  funding  severely  or  terminate  pro- 
grams. 

As  is  usually  the  case  with  this  subcommittee,  we  have  a  large 
number  of  witnesses  and  a  short  time  in  which  to  hear  them.  As 
I  know  the  staff  discussed  with  each  of  you,  we  will  adhere  strictly 
to  our  practice  of  allowing  each  witness  five  minutes. 

Fm  going  to  ask  Mr.  Dickey  if  he  has  anything  he  would  like  to 
say  before  we  begin. 

Mr.  Dickey.  No. 

Mr.  Porter.  All  right.  And  Mr.  Obey  is  not  here  with  us  this 
morning.  He  may  want  to  put  a  statement  in  the  record,  and,  of 
course,  he's  certainly  welcome  to  do  so. 


Tuesday,  February  27,  1996. 

WITNESS 

BOOKER  T.  JONES,  NATIONAL  JOB  CORPS  COALITION 

Mr.  Porter.  Our  first  witness  this  morning  is  Mr.  Booker  T. 
Jones,  the  president  and  CEO  of  MINACT,  Inc.,  located  in  Jackson, 
Mississippi.  Mr.  Jones  represents  the  National  Job  Corps  Coalition. 
Before  he  begins,  I  would  like  to  express  my  own  and  the  commit- 
tee's condolences  over  the  deaths  of  the  eight  young  Job  Corps 
members  in  the  recent  Amtrak-Marc  accident.  Mr.  Jones,  we  wel- 
come you  this  morning,  and  you  may  proceed. 

Mr.  Jones.  Good  morning  and  thank  you,  Mr.  Chairman.  Mr. 
Chairman,  my  name  is  Booker  T.  Jones  and  I  serve  as  president 
of  MINACT,  Inc.,  a  Jackson,  Mississippi-based  firm. 

As  you  just  mentioned  and  before  I  begin  my  comments,  I  would 
like  to  pause  silently  for  just  a  few  seconds  in  respect  and  in  mem- 
ory of  those  eight  Harpers  Ferry  Job  Corps  Center  students  who 
died  in  the  recent  Amtrak  and  Maryland  Rail  Commuter  train 
crash.  [Pause.]  Thank  you,  Mr.  Chairman,  and  may  their  souls  rest 
peacefully  in  Heaven. 

Mr.  Chairman,  I  was  born  in  rural  Mississippi,  a  farming  com- 
munity near  Holly  Springs  named  Chulahoma.  My  parents  and,  in- 
deed, my  grandparents  were  sharecroppers.  I  mention  this  to,  in 
part,  honor  you  and  the  subcommittee  for  allowing  me  the  time  to 
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present  my  testimony  on  behalf  of  the  Job  Corps  program.  For  you 
see,  Mr.  Chairman,  for  a  black  man  from  Chulahoma,  Mississippi 
to  have  had  in  his  lifetime  the  opportunity  and  indeed  the  honor 
to  introduce  President  George  Bush  when  he  visited  our  Job  Corps 
Center  at  Excelsior  Springs,  Missouri  in  September  of  1992,  and 
now  to  appear  before  this  distinguished  subcommittee  on  behalf  of 
the  Job  Corps  is  much,  much  more  than  I  could  have  ever  imagined 
while  walking  years  ago  behind  my  favorite  mule,  'Ol  Delia,  in  the 
cotton  fields  of  Marshall  County.  Perhaps  you  and  other  members 
of  this  subcommittee  cannot  relate  to  the  significance  of  this,  but 
I  know  Congressman  Wicker  can.  So  on  a  personal  note,  thank  you 
for  allowing  me  the  time  to  testify. 

Mr.  Chairman,  I  would  like  to  personally  thank  you  and  the 
members  of  this  subcommittee  for  actively  supporting  Job  Corps 
over  the  years.  We  know  these  are  difficult  budgetary  times;  we 
know  something  must  be  done  with  our  Nation's  deficit,  and  we 
know  that  some  things  must  be  reformed,  for  example,  the  welfare 
system.  We  understand,  we  really  do.  However,  we  also  understand 
that  not  everything  in  the  Federal  Government  is  broken.  Some 
things  may  need  some  fine  tuning,  including  Job  Corps,  but  please 
don't  stop  supporting  and  adequately  funding  programs  like  Job 
Corps  that  work. 

After  returning  from  Vietnam  in  1965  and  being  honorably  dis- 
charged from  the  military  in  early  1966,  I  started  working  on  a  Job 
Corp  Center  in  Kentucky.  I  worked  in  the  dormitory  as  a  resident 
advisor  and,  as  such,  had  direct  contact  with  the  students.  From 
that  beginning,  I  have  worked  in  most  levels  of  the  Job  Corps  sys- 
tem for  nearly  30  years.  And  I  truly  believe  that  Job  Corps  offers 
underprivileged  youth  the  best  second  chance  opportunity  to  suc- 
ceed and  make  something  out  of  themselves.  It  provides  these 
youth  with  the  academic,  vocational,  and  social  skills  needed  to  be- 
come productive  taxpaying  members  of  society. 

Job  Corps  serves  the  most  severely  disadvantaged  youths  of  any 
Federal  training  program.  As  a  point  of  fact,  79  percent  are  high 
school  dropouts;  69  percent  have  never  held  a  full-time  job;  on  av- 
erage, students  enter  the  program  reading  at  the  eighth  grade 
level;  and  42  percent  come  from  families  on  public  assistance. 

Despite  these  difficult  barriers,  Job  Corps  is  and  has  been  ex- 
tremely effective  with  this  population,  the  hardest  of  the  hard  core. 
For  example,  in  1995,  63  percent  of  all  participants  got  jobs  or  en- 
tered the  military;  10  percent  enrolled  in  higher  education;  46  per- 
cent of  those  eligible  obtained  their  GED;  43  percent  completed 
their  vocational  training;  students  entering  a  job  in  the  field  for 
which  they  had  trained  earned  an  average  of  $6.16  per  hour,  all 
others  earned  an  average  of  $5.64  per  hour. 

Now  some  might  say  that  these  wages  are  not  high  enough,  and 
perhaps  they  aren't.  We're  working  very  hard  to  improve  upon 
these  wages.  But,  what  would  it  have  been  without  Job  Corps?  At 
$6.16  or  $5.64  per  hour  respectively,  these  young  men  and  women 
are  now  taxpayers.  Isn't  that  better  than  having  them  home,  per- 
haps doing  little  of  nothing  constructively  but  being  a  tax  receiver? 
I  think  the  answer  is  a  definite  yes. 

In  conclusion,  Mr.  Chairman,  whether  these  youth  live  in  rural 
Mississippi,  Chulahoma,  as  I  did,  or  the  inner-city  of  Chicago,  they 
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need  training,  they  need  a  second  chance,  they  need  a  way  out  of 
their  present  situation  and  circumstances.  Job  Corps  is  one  proven 
answer.  Is  it  costly?  Yes,  but  so  is  ignorance  and  incarceration.  In 
these  times  of  scarce  Federal  resources,  I  urge  this  subcommittee 
to  invest  our  tax  dollars  in  programs  that  work.  Job  Corps  works. 
I  have  seen  firsthand  the  impact  it  has,  the  opportunities  it  offers, 
the  chance  it  provides  for  students  to  change  their  lives.  We  ask 
for  your  continuing  support.  Thank  you. 

Mr.  Porter.  Mr.  Jones,  thank  you  very  much  for  your  testimony 
this  morning. 


Tuesday,  February  27,  1996. 

WITNESS 

DONALD  W.  DEW,  ED.D.,  CRC,  NATIONAL  COUNCIL  ON  REHABILITA- 
TION EDUCATION 

Mr.  Porter.  Our  next  witness  is  Doctor  Donald  Dew,  Professor 
of  Counseling,  George  Washington  University.  Doctor  Dew  will  tes- 
tify in  behalf  of  the  National  Council  on  Rehabilitation  Education. 
Doctor  Dew,  we  welcome  you  back. 

Dr.  Dew.  Thank  you,  Mr.  Chairman.  As  you  said,  I'm  Donald 
Dew,  a  professor  of  counseling  at  The  George  Washington  Univer- 
sity, just  a  few  blocks  from  here,  and  also  a  past  board  member  of 
the  National  Council  on  Rehabilitation  Education.  We're  an  organi- 
zation that  represents  over  100  colleges  and  universities  composed 
of  educators,  researchers,  human  resource  development  specialists, 
and  rehabilitation  students  who  are  dedicated  to  quality  education 
and  training  for  a  variety  of  rehabilitation  professionals.  The  mem- 
bers of  the  NCRE  prepare  qualified  rehabilitation  professionals 
proficient  in  assisting  individuals  with  disabilities  to  obtain  mean- 
ingful employment. 

We  welcome  the  opportunity  to  testify  before  this  subcommittee 
to  express  the  views  of  NCRE  and  to  request  that  a  $50  million  ap- 
propriation for  the  rehabilitation  education  and  training  program 
be  considered  for  this  year. 

Rather  than  reading  the  rest  of  this,  what  I'd  like  to  do  is  just 
simply  make  three  points,  sir.  First,  we  know  there  are  about  43 
million  persons  with  disability  in  this  country.  We  also  know  that 
of  those  that  can  work,  that  want  to  work,  there's  about  a  70  per- 
cent unemployment  rate.  I  think  the  Harris  poll  recently  said  9 
million  people  would  give  up  benefits  that  they're  currently  receiv- 
ing if  they  could  go  to  work. 

Secondly,  we  know  that  those  persons  with  disabilities  who  re- 
ceive services  of  counseling,  evaluation,  and  placement  from  quali- 
fied rehabilitation  professionals  make  out  better.  They  obtain  bet- 
ter jobs,  they  stay  on  the  jobs  longer;  they  just  do  better. 

Finally,  thirdly,  what  we  know  is  that  there  is  a  critical  shortage 
of  rehabilitation  qualified  personnel.  We  know  that  in  the  next  five 
years  that  the  field  is  going  to  lose  about  30  percent  of  the  current 
counselors,  much  less  administrators.  We  had  a  lot  of  people  that 
were  coming  into  the  profession  in  the  1970s  that  are  leaving  and 
we're  just  not  preparing  people  to  fill  these  vacancies.  Currently, 
we  probably  produce  about  1,500  qualified  rehabilitation  counselors 
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from  our  graduate  program.  So  we're  just  not  keeping  up  with  the 
need. 

We  certainly  hope  that  the  committee  will  look  favorably  and 
continue  to  support  our  efforts  in  preparing  qualified  rehabilitation 
professionals.  Thank  you,  sir. 

Mr.  Porter.  Doctor  Dew,  I  was  just  last  week  at  a  not-for-profit 
company  in  my  district  called  Opportunity  Incorporated  that  gets 
contracts  from  other  private  industry  companies  to  do  certain  serv- 
ices using  disabled  personnel.  They  do  a  wonderful  job  and  provide 
employment  benefits  and  the  like.  How  much  of  this  is  replicated 
across  the  country?  Is  this  a  promising  area  for  disabled  people  and 
their  employment? 

Dr.  Dew.  Yes,  sir,  I  think  that  it  is.  We're  seeing  some  I  guess 
what  we  would  call  'best  practices'  in  certain  locations,  but  there 
just  needs  to  be  more  of  it.  And  we  need  the  leadership  I  think, 
persons  that  are  trained  and  educated  also  in  the  area  of  adminis- 
tration and  supervision  and  those  kinds  of  things. 

Mr.  Porter.  I  thank  you  for  testifying  this  morning,  and  thank 
you  for  staying  within  your  time  limit,  also.  Thank  you,  Doctor 
Dew. 

Dr.  Dew.  My  pleasure. 

[The  prepared  statement  follows:] 
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National  Council  on  Rehabilitation  Education  Testimony 

The  National  Council  on  Rehabilitation  Education  (NCRE)  is  an 
organization  of  over  100  colleges  and  universities  composed  of  educators, 
researchers,  human  resource  development  specialists,  and  doctoral  students 
who  are  dedicated  to  quality  education  and  training  for  a  variety  of  rehabilitation 
professionals.  The  members  of  NCRE  prepare  qualified  vocational  rehabilitation 
professionals  proficient  in  assisting  individuals  with  disabilities  to  obtain 
meaningful  employment. 

I  welcome  the  opportunity  to  testify  before  this  subcommittee  to  express 
the  views  of  NCRE  members  and  to  request  that  $50  million  be  appropriated  in 
FY  97  in  order  to  meet  the  critical  need  for  qualified  rehabilitation  professionals. 

From  its  beginning  in  1918,  the  vocational  rehabilitation  program  in  the 
U.S.  has  been  a  model  of  America's  investment  in  itself.  From  its  initial 
exclusive  focus  on  veterans  to  its  current  priority  on  serving  persons  with  severe 
disabilities,  the  vocational  rehabilitation  program  has  proven  itself  to  be  a  cost- 
effective  system  that  prepares  people  with  disabilities  for  work  and 
independence  in  the  mainstream  of  society.  During  the  majority  of  this  history, 
Congress  wisely  has  augmented  this  investment  by  actively  supporting  the 
training  and  education  of  personnel  to  provide  quality  vocational  rehabilitation 
services.  Members  of  Congress  have  concluded  that  vocational  rehabilitation 
services  can  be  delivered  to  the  43  million  Americans  with  disabilities  in  the  most 
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effective  and  efficient  way  by  ensuring  that  the  deliverers  of  those  services  are 
qualified  professionals. 

Most  persons  with  disabilities  are  able  to  work.  More  importantly,  like  the 
vast  majority  of  Americans,  most  of  them  want  to  work.  According  to  the  recent 
Lou  Harris  poll,  8.2  million  people  with  disabilities  looking  for  work  at  the  time 
would  immediately  trade  all  of  their  disability  benefits  for  a  full  time  job.  Mr. 
Chairman,  NCRE  believes  that  these  individuals  deserve  the  opportunity  to 
make  that  kind  of  trade  off.  It  is  not  only  the  right  thing  to  do  for  fellow- 
Americans,  it  is  a  giant  step  toward  reversing  policies  that  have  resulted  in  our 
spending  over  $200  billion  a  year  on  "dependency  programs"  for  individuals  with 
disabilities,  many  of  whom  are  highly  motivated  to  become  working  tax  payers. 

People  with  disabilities  have  better  employment  outcomes  when  they 
have  received  assistance  from  qualified  rehabilitation  professionals. 
Rehabilitation  professionals  work  cooperatively  with  people  with  disabilities  to 
provide  counseling  and  guidance,  evaluation,  and  job  placement.  Job 
placement  is  the  primary  goal  of  the  vocational  rehabilitation  process.  It  is 
crucial  that  Congress  ensure  an  adequate  supply  of  qualified  rehabilitation 
professionals  through  sufficient  appropriations  for  rehabilitation  education. 

The  Rehabilitation  Services  Administration  has  reported  to  Congress  that 
for  every  $1  spent  on  rehabilitation  services  to  return  an  individual  with  disability 
to  employment,  $18  in  tax  revenue  to  the  Treasury  is  generated.  Trained 
rehabilitation  professionals  provide  better  services  for  individuals  with 
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disabilities  at  a  lower  cost  to  the  American  taxpayers.  In  the  1 992 
Reauthorization  of  the  Rehabilitation  Act,  Congress  required  states  to  use 
"qualified"  rehabilitation  professionals  to  provide  vocational  rehabilitation 
services.  This  change  was  implemented  to  benefit  individuals  with  disabilities 
who  are  served  by  graduates  of  rehabilitation  education  programs.  Federal 
funds  supplementing  state  and  local  resources  have  allowed  rehabilitation 
education  programs  to  be  responsive  to  changes  in  the  field  and  address  severe 
acute  and  chronic  manpower  shortages.  Meeting  these  needs  requires  a 
nationally  coordinated  comprehensive  educational  program  and  graduates  of 
these  programs  help  improve  employment  outcomes  for  people  with  disabilities. 

The  US  Dept.  of  Education  documented  a  critical  shortage  of  qualified 
rehabilitation  professionals  nationwide.  This  shortage  is  exacerbated  by  the 
anticipated  retirement  of  approximately  30%  of  rehabilitation  professionals  over 
the  next  five  years. 

Another  challenge  in  the  training  of  qualified  rehabilitation  personnel  is 
the  emphasis  that  RSA  and  rehabilitation  education  programs  are  placing  on 
attracting  students  from  traditionally  under-represented  populations.  African 
American,  Hispanic  American,  Native  Americans,  and  students  with  disabilities 
are  all  being  targeted  for  recruitment  into  the  rehabilitation  professions. 
Vocational  rehabilitation  agencies  are  serving  increasingly  diverse  populations 
and  it  is  critical  that  professional  counselors  reflect  that  diversity.  Scholarship 


10 

NCRE  Testimony 
page  5 

support  serves  as  an  extraordinarily  effective  tool  to  enhance  recruitment  of 
members  of  these  under-represented  groups. 

Mr.  Chairman  and  members  of  the  Subcommittee,  The  National  Council 
on  Rehabilitation  Education  appreciates  this  opportunity  to  respectfully  testify 
that  $50  million  will  be  needed  in  FY  1 997  .  We  are  well  aware  of  the  challenge 
that  Congress  is  under  to  reduce  government  costs.  People  with  disabilities, 
along  with  many  other  Americans,  share  your  frustration  with  the 
disproportionate  spending  on  programs  that  promote  dependence  instead  of  the 
independence  that  comes  with  employment.  We  believe  that  an  investment  in 
rehabilitation  education  to  increase  the  number  of  qualified  rehabilitation 
professionals  is  the  most  cost-effective  means  to  providing  high  quality  services 
in  the  most  fiscally  responsible  way  possible. 

Thank  you  very  much  for  this  opportunity  to  share  our  concerns  and 
recommendations. 
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Tuesday,  February  27,  1996. 
witnesses 

oscar  p.  cohen  and  claudia  gordon,  conference  of  edu- 
cational administrators  serving  the  deaf 

Mr.  Porter.  Again  with  us  is  Oscar  P.  Cohen,  the  executive  di- 
rector of  the  Lexington  School  for  the  Deaf,  and  Ms.  Claudia  Gor- 
don of  Howard  University.  They  will  be  representing  the  Con- 
ference of  Educational  Administrators  Serving  the  Deaf.  We  wel- 
come both  of  you  back  before  the  subcommittee. 

Mr.  Cohen.  Mr.  Chairman,  I  am  representing,  as  you  noted,  the 
Conference  of  Educational  Administrators  Serving  the  Deaf  to 
present  testimony  for  the  record  related  to  IDEA,  Part  B.  But  I'm 
also  here  in  another  capacity.  Eighty-two  years  ago.  a  six  year  old 
Russian  emigrant  deaf  boy  passed  through  Ellis  Island  with  his 
parents  to  settle  in  Brooklyn,  New  York.  Young  Samuel  Cohen 
graduated  from  the  Lexington  School  for  the  Deaf  in  1930  and 
went  on  to  a  career  as  a  clothing  cutter,  a  member  of  the  ILGWU 
union  in  New  York  City's  garment  center.  He  married  a  deaf 
woman,  had  two  hearing  children.  He  was  never  on  public  assist- 
ance, paid  Federal  and  local  taxes  throughout  his  life,  and  voted  in 
every  national  and  local  election  during  his  life.  I'm  his  son  and  the 
current  superintendent  of  the  Lexington  School  for  the  Deaf. 

The  School  that  embraced  Samuel  Cohen,  a  young  deaf  Russian 
emigrant,  is  also  the  school  that  embraced  Claudia  Gordon,  a  re- 
cent graduate  from  the  Lexington  School.  And  I  am  honored  to  in- 
troduce Ms.  Gordon  to  the  committee. 

Ms.  Gordon.  Good  morning,  Mr.  Chairman.  I'm  a  recent  grad- 
uate of  Howard  University  with  a  bachelor  of  arts  degree  in  politi- 
cal science.  Also,  I'm  proud  to  say  that  I  graduated  with  honors. 
I  am  now  at  the  Lexington  School  for  the  Deaf.  I  often  refer  to  Lex- 
ington as  my  salvation  because  before  I  enrolled  at  Lexington 
School  for  the  Deaf  I  was  enrolled  in  a  mainstream  program.  I  was 
reminded  every  day  that  I  was  different.  I  in  no  way  felt  good 
about  myself  and,  as  a  result,  I  often  found  myself  wishing  that  I 
was  not  deaf. 

I  have  so  many  painful  memories,  such  as  walking  in  the  hall- 
way during  lunch  hours  too  afraid,  too  intimidated,  too  scared  of 
being  alone,  no  one  to  talk  to,  too  weak  to  endure  being  the  object 
of  ridicule  and  unwanted  sympathy.  Memories  of  watching  from 
the  side  as  my  schoolmates  laughed,  talked,  and  played  happily, 
too  preoccupied  to  include  me  or  just  to  share  the  punch  line  of  a 
joke  with  me.  I  vividly  recall  the  day  my  need  to  sit  in  the  front 
of  a  classroom  triggered  a  scene.  I  entered  that  classroom  only  to 
find  that  all  the  front  row  seats  were  taken,  and  when  the  teacher 
kindly  asked  a  student  to  exchange  her  seat  with  me,  she  bluntly 
refused.  I  still  remember  the  remorseful  look  she  gave  me.  I  was 
so  hurt  and  embarrassed. 

Entering  Lexington  School  for  the  Deaf  as  a  sixth  grader,  I  im- 
mediately fell  in  love  with  the  school.  It  wasn't  long  before  I  real- 
ized how  dangerous  mainstream  has  been  to  my  well-being.  I  was 
a  sad  kid;  emotionally,  I  was  drained.  I  had  no  sense  of  direction. 
I  had  very  low  self-esteem.  Mentally,  I  was  limited  due  to  the  fact 
that  no  one  in  my  family  knew  sign  language.  I  am  the  only  deaf 
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person  in  my  family.  And  school  was  no  different.  In  short,  I  was 
living  a  very  isolated  life.  Education  was  not  my  priority.  Instead, 
I  made  it  my  priority  to  be  accepted. 

At  Lexington,  I  was  introduced  to  a  new  world,  a  world  in  which 
it  was  not  a  crime  to  be  deaf,  a  world  that  was  full  of  understand- 
able, comprehendible  communication,  which  was  sign  language.  I 
had  teachers  who  understood  me,  whom  I  could  communicate  with 
without  difficulty,  without  hardship.  I  had  friends  with  whom  I 
could  interact  with  freely,  friends  who  accepted  me  for  being  me. 

At  Lexington,  I  learned  to  realize  my  potential.  I  no  longer  had 
to  feel  left  out  and  different.  As  a  result,  my  education  became  a 
priority.  I  never  dreamed  that  I  would  graduate  as  valedictorian  of 
my  junior  high  school  graduating  class  at  Lexington.  I  was  then  en- 
rolled in  Lexington  High  School.  I  was  a  star  on  the  basketball 
team,  the  volley  ball  team,  the  track  team,  and  also  served  as  the 
captain  on  all  those  teams.  I  served  as  the  president  of  the  student 
government  organization,  class  president,  class  secretary,  twice 
represented  the  school  with  black  culture  club — one  was  the  Black 
Deaf  American  Pageant  during  my  junior  year,  served  as  the  leader 
of  the  school's  mock  trial  team  that  competed  with  New  York  City 
public  high  schools,  and  graduated  valedictorian  of  my  high  school 
graduating  class.  Now  my  aspiration  is  to  enter  one  of  the  top  ten 
law  schools  and  become  a  champion  attorney  and  serve  my  people 
and  America. 

I  appeal  to  you  today  to  keep  schools  for  the  deaf  open.  Let's  not 
further  disable  the  already  disabled  children.  Keeping  schools  for 
the  deaf  open  is  important  to  the  language  development,  self-image 
of  deaf  children.  Had  it  not  been  for  Lexington,  I  would  forever  be 
lost.  Let's  give  the  deaf  children  the  opportunity  to  become  inde- 
pendent taxpaying  citizens,  which  is  only  possible  through  a  qual- 
ity education,  and  that  education  can  only  come  from  schools  for 
the  deaf  that  are  equipped  with  what  they  need  to  meet  their 
needs.  Mainstreaming,  from  my  experience,  and  I  know  firsthand, 
will  retard  the  growth  of  deaf  children.  Thank  you  for  your  time. 

Mr.  Dickey.  Mr.  Chairman,  could  I  say  something? 

Mr.  Porter.  Mr.  Dickey. 

Mr.  Dickey.  I  don't  know  how  much  money  you  all  want,  but  I'm 
ready  to  give  it  to  you.  [Laughter.] 
Congratulations. 
Ms.  Gordon.  Thank  you,  sir. 

Mr.  Porter.  Let  me  say  that  both  of  you  tell  very  compelling  sto- 
ries. Ms.  Gordon,  I  can't  think  of  a  better  advocate  for  the  cause 
of  the  Lexington  School  and  similar  institutions  than  you  are.  I 
think  you  have  a  very,  very  promising  career  ahead  of  you  in  the 
law.  You've  been  very  convincing  this  morning,  and  I  very  much 
appreciate  Mr.  Cohen  and  you  coming  before  the  subcommittee  and 
telling  us  the  importance  of  this  funding.  Obviously,  Mr.  Dickey  is 
well-convinced.  I'm  only  sorry  the  rest  of  the  subcommittee  is  not 
here  to  hear  you  as  well.  Thank  you  both  for  testifying. 

Ms.  Gordon.  Thank  you,  Mr.  Chairman. 

Mr.  Cohen.  Mr.  Chairman,  if  I  may.  Just  about  a  year  ago  the 
granddaughter  of  Samuel  Cohen  wrote  a  book  called  "Train  Go 
Sorry,"  and  it's  about  the  Lexington  School  and  it's  about  the  world 
of  deafness.  We  would  like  very  much  to  present  you  with  a  copy. 
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Mr.  Porter.  Thank  you  very  much. 
[The  prepared  statement  follows:] 
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Mr.  Chairman, 

I  am  here  representing  the  Conference  of  Educational  Administrators  Serving 
the  Deaf  (CEASD).  I  would  like  to  present  testimony  for  the  record  related  to  IDEA, 
Part  B.  I  would  also  like  to  comment  on  the  concern  within  our  organization 
regarding  public  policy  interpretations  that  often  result  in  inappropriate  educational 
placements  of  deaf  children. 

IDEA.  Part  B 

On  July  1,  1995,  funding  for  services  to  all  eligible  children  and  youth  age  3 
through  21  began  to  be  provided  under  IDEA,  Part  B.  Prior  to  that  time,  state- 
operated  and  state-supported  schools  for  children  with  disabilities  received  funds  to 
assist  in  the  education  of  children  with  low-incidence  disabilities  through  Chapter  1  of 
the  Elementary  and  Secondary  Education  Act  (ESEA). 

It  should  be  noted  that  while  the  number  of  children  with  disabilities  has 
increased  significantly  over  the  past  decades,  children  with  hearing  impairments  ages 
6  through  21  served  under  Part  B  and  Chapter  1  as  of  1993-1994  represented  only 
.014  percent  of  children  with  disabilities,  with  deaf  children  representing  an  even 
smaller  percentage.  Deafness  is  an  objectively  measurable,  low  incidence  disability, 
accompanied  by  unique  educational,  communicative  and  social  needs. 

The  CEASD  is  concerned  about  two  issues:  the  adverse  impact  of  a  decrease 
in  the  appropriation;  and  the  continuing  eligibility  of  state-operated  and  state- 
supported  schools  under  IDEA. 

It  is  through  the  support  of  P.L.  89-313,  and  now  Part  B,  that  innovative  and 
creative  techniques  of  teaching  children  without  functional  hearing  have  and  continue 
to  be  developed.  For  example,  the  majority  of  deaf  children  have  parents  who  hear. 
Communication  obstacles  between  parents  and  most  deaf  children  often  lead  to 
difficulties  in  the  child  acquiring  language  and  subsequently  in  learning.  Part  B  funds 
in  some  schools  have  been  used  to  teach  sign  language  and  other  communication 
techniques  to  parents  and  other  family  members  to  enable  them  to  communicate  with 
their  deaf  child  and  prepare  him  or  her  for  school  entry.  Part  B  funds  have  been,  and 
continue  to  be  used,  to  enhance  educational  opportunities  for  deaf  children  through 
computers,  the  Internet  and  other  technological  advances.  These  funds  have  been 
used  to  develop  techniques  to  reach  severely  multi-handicapped  deaf  students  and 
create  programs  for  ethnic  minority  deaf  students  whose  cultural  backgrounds  seem 
to  pose  barriers  for  professionals  working  with  them.  These  funds  are  also  used  to 
help  deaf  children  make  the  transition  from  dependence  to  independence.  They  are 
used  by  our  schools  to  provide  assistance  (in  the  form  of  resource  centers)  to  local 
school  districts  to  foster  the  appropriate  integration  and  mainstreaming  of  deaf 
children  and  youth. 

Of  equal  concern  is  the  need  that  state-operated  and  state-supported  schools 
for  deaf  children  continue  to  be  eligible  for  Part  B  funds  commensurate  with  previous 
eligibility  for  89-313  funds.  We  strongly  recommend  that  that  support  continue. 
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Least  Restrictive  Environment  &  Inclusion 

In  discussing  special  education  in  the  United  States,  it  is  important  to 
understand  the  nature  and  unique  needs  of  "low-incidence"  disabled  children  (e.g. 
deaf  children)  and  the  differences  between  these  children  and  those  who  represent 
high-incidence  groups. 

The  U.S.  Department  of  Education,  state  departments  of  education,  and  local 
education  agencies  are  routinely  staffed  with  professionals  whose  background 
training  and  experience  are  in  generic  special  education  for  high-incidence 
populations.  A  consequence  of  ihis  reality  is  that  policy  statements,  program 
decisions,  and  rules  promulgated  through  these  bodies  routinely  do  not  consider  the 
unique  interests  of  children  from  low-incidence  groups.  Unfortunately,  the  needs  of 
deaf  children  are  often  overlooked  because  the  linguistic,  educational  and 
communication  needs  of  most  deaf  children  are  not  understood  by  well-meaning,  but 
uninformed  professionals. 

As  you  are  aware,  the  practice  of  "inclusion,"  i.e.,  placing  all  children  with 
disabilities  in  the  regular  classroom  with  non-disabled  children,  is  being  debated 
throughout  the  country.  It  is  noteworthy  that  this  term  is  not  defined  in  federal  law, 
federal  regulation,  state  law  or  state  regulation,  and  yet  some  rather  vocal  groups 
claim  it  to  be  the  sole  intent  of  IDEA.  These  groups  advocate  a  "one-size  fits  all" 
approach  to  the  education  of  children  with  disabilities!  We  believe  this  position  is 
both  imprudent  and  in  opposition  to  the  actual  intent  of  the  law. 

I'd  like  to  give  you  some  examples  as  to  why  the  "one-size-fits-all"  paradigm  is 
flawed: 

Steve  was  diagnosed  as  severely  mentally  retarded  and  placed  at  the 
Willowbrook  Developmental  Center  in  Staten  Island,  New  York,  where  he  lived  day-in, 
day-out.  After  nine  years  at  the  hospital,  he  was  diagnosed  as  being  both  emotionally 
disturbed  and  deaf.  His  parents  th*>n  transferred  him  to  the  Lexington  School  for  the 
Deaf.  Steve  graduated  from  Lexington  six  years  ago  and  is  now  living  in  a  group 
residence  in  New  York  City  and  working  in  a  sheltered  workshop. 

Greg  attended  the  Lexington  School  for  the  Deaf  from  preschool  through  high 
school.  An  outstanding  student  and  leader,  he  attended  Gallaudet  University  where 
he  served  as  the  president  of  the  student  body  government  and  led  the  successful 
struggle  to  install  the  University's  first  deaf  president.  Recently,  Greg  graduated  from 
,  law  school  and  passed  the  New  York  bar  last  summer.  He  is  now  practicing  law  in 
New  York  City. 

Claudia,  born  in  Jamaica,  West  Indies,  moved  to  the  South  Bronx  with  her 
family  because  of  a  dearth  of  educational  services  for  deaf  children  in  Jamaica.  She 
was  enrolled  in  JHS-22,  a  neighborhood  school,  with  "special  supports."  After  several 
months  in  the  school,  she  showed  little  progress  and  became  depressed.  Her 
mother  then  persuaded  officials  to  approve  a  transfer  to  the  Lexington  School  for  the 
Deaf.  At  Lexington,  she  served  as  president  of  the  student  government,  leader  of  the 
school's  mock  trial  team  that  competed  with  New  York  City  public  high  schools,  and 
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valedictorian.  Claudia  just  graduated  from  Howard  University  with  honors,  and  is 
preparing  to  attend  law  school  in  the  fall. 

These  stories  reflect  CEASD's  belief  that  the  placement  of  deaf  children  in 
appropriate  school  settings  includes,  but  is  not  limited  to,  the  general  education 
setting. .  This  option  should  represent  just  one  of  several  alternatives  along  a 
continuum,  including  special  classes  and  special  schools.  It  should  not  be  regarded 
as  supplanting  other  options,  lest  a  generation  of  deaf  children  be  irreparably  harmed. 
The  continuum  is  in  concert  with  the  federal  guidance  recently  released  by  the  U.S. 
Department  of  Education  concerning  evaluation  and  placement  of  deaf  children.  This 
guidance  should  serve  as  the  spirit  and  purpose  behind  the  placement  of  children 
with  disabilities  where  emphasis  is  on  placement  in  settings  that  maximize  each 
child's  abilities  and  potential;  facilitates  direct  communication  access  with  other 
persons;  enables  the  child  to  function  as  an  active,  independent  and  full  participant; 
and  promotes  each  child's  self-esteem,  confidence  and  competence  in  a  natural  and 
comfortable  manner. 

As  we  approach  the  reauthorization  of  IDEA,  it  is  vital  that  the  law's  language 
regarding  the  continuum  not  be  altered.  A  one-option  placement  approach  is  as 
inappropriate  today  as  it  was  at  the  turn  of  the  century.  It  is  imperative  that  a  free  and 
appropriate  public  education  (FAPE)  be  that  and  not  a  social  experiment. 

Mr.  Chairman,  82  years  ago  a  six-year-old  Russian  deaf  boy  passed  through 
Ellis  Island  with  his  parents  to  settle  in  Brooklyn,  New  York.  Young  Samuel  Cohen 
graduated  from  Lexington  School  for  the  Deaf  in  1930  and  went  on  to  a  career  as  a 
clothing  cutter  --  a  member  of  the  International  Ladies  Garment  Workers  Union  ~  in 
the  New  York  City  garment  center.  He  married  a  deaf  woman  and  had  two  hearing 
children.  He  was  never  on  public  assistance,  paid  federal  and  local  taxes  throughout 
his  life  and  voted  in  every  national  and  local  election.  One  of  his  sons  became  the 
Superintendent  of  the  Lexington  School  for  the  Deaf  and  President  of  the  Conference 
of  Educational  Administrators  Serving  the  Deaf.  He  stands  before  you  now.  One  of 
his  granddaughters  is  the  author  of  Train  Go  Sorry,  a  critically  acclaimed  account  of 
the  Lexington  School  for  the  Deaf  and  the  world  of  deafness,  a  copy  of  which  I  am 
pleased  to  present  to  you.  There  are  thousands  of  stories  similar  to  this  and  the  ones 
presented  earlier  of  graduates  of  schools  for  the  deaf  throughout  the  country. 

Mr.  Chairman,  we  heartily  applaud  yours  and  the  subcommittee's  visible  strong 
support  for  special  education.  Your  sensitivity  to  and  support  of  special  education 
programs  for  persons  who  are  deaf  are  well-known  throughout  the  country.  We  urge 
your  continued  support  for  appropriate  quality  programs  providing  educational  and 
related  services  to  deaf  children,  especially  for  continued  appropriate  funding  for 
IDEA,  Part  B. 

Thank  you  for  this  opportunity  to  present  testimony  on  behalf  of  the 
Conference  of  Educational  Administrators  Serving  the  Deaf. 
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Tuesday,  February  27,  1996. 

WITNESS 

BOBBY  C.  SIMPSON,  COUNCIL  OF  STATE  ADMINISTRATORS  OF  VOCA- 
TIONAL REHABILITATION 

Mr.  Porter.  Our  next  witness  is  Bobby  C.  Simpson,  the  director 
of  the  Arkansas  Rehabilitation  Services,  here  to  testify  on  behalf  of 
the  Council  of  State  Administrators  of  Vocational  Rehabilitation. 
Mr.  Simpson,  we  welcome  you  here  today. 

I  would  call  on  Mr.  Dickey  for  any  comments  he  might  care  to 
make. 

Mr.  Dickey.  Mr.  Chairman,  I  want  to  present  Mr.  Simpson  to 
you,  proudly.  He  is  an  advocate  of  people  who  have  less  fortunate 
circumstances  than  we  do.  He's  not  only  a  constituent  of  mine,  but 
he's  my  friend.  I  recommend  him  to  you  100  percent.  Bobby,  thank 
you  for  coming  and  it's  good  to  see  you. 

Mr.  Simpson.  Thank  you,  sir.  I  appreciate  that. 

Mr.  Chairman,  it  is  indeed  a  pleasure  to  be  here  as  Commis- 
sioner of  Arkansas  Rehabilitation  Services  and  speaking  on  behalf 
of  the  Council  of  State  Administrators  of  Vocational  Rehabilitation. 
It  is  increasingly  meaningful  to  me  to  be  able  to  be  in  the  presence 
of  Congressman  Dickey,  our  champion  Congressman  from  the  great 
State  of  Arkansas.  I  know  that  as  a  friend  and  as  a  tremendous 
supporter  of  people  with  disabilities  and  the  public  vocational  reha- 
bilitation program,  it  really  is  indeed  a  pleasure  to  see  him  here 
today. 

My  disability  is  rather  obvious.  I  had  intended  to  ask  for  a  rea- 
sonable accommodation  for  what  I  consider  a  secondary  disability 
in  terms  of  asking  for  more  time.  Because  of  my  accent,  I  can't  get 
as  much  in  in  five  minutes  as  many  people  from  up  in  the  northern 
States.  [Laughter]. 

But  I'm  going  to  try  and  move  quickly. 

Mr.  Porter.  Jay  does  all  right,  though.  [Laughter.] 

Mr.  Simpson.  Yes,  sir,  I  know.  He's  had  a  little  more  practice 
than  I  have.  As  I  said,  I'm  representing  the  Council  of  State  Ad- 
ministrators of  Vocational  Rehabilitation  which  is  comprised  of  the 
State  administrators  of  the  public  vocational  rehabilitation  agen- 
cies providing  services  that  lead  to  employment  for  people  with  dis- 
abilities in  the  fifty  States,  the  District  of  Columbia,  and  the  terri- 
tories. 

Our  vocational  rehabilitation  agencies  constitute  the  State  part- 
ners in  the  State-Federal  program  of  vocational  rehabilitation  serv- 
ices for  people  with  all  mental  and  physical  disabilities  who  have 
an  interest  in  pursuing  employment.  Our  programs  are  authorized 
under  Public  Law  93-112,  better  known  as  the  Rehabilitation  Act 
of  1973,  as  amended. 

While  the  Rehabilitation  Act  is  the  cornerstone  of  our  Nation's 
commitment  to  assisting  people  with  disabilities  to  obtain  competi- 
tive employment  and  live  independent  and  productive  lives,  it  is  se- 
verely underfunded.  As  was  mentioned  a  while  ago,  a  recent  Lou 
Harris  poll  indicated  that  approximately  two  out  of  three  adults 
with  disabilities  are  unemployed  despite  our  continued  best  efforts 
to  move  people  with  disabilities  into  the  employment  arena. 
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We  also  know  that  State  vocational  rehabilitation  agencies  are 
only  able  to  serve  approximately  one  out  of  every  twenty  individ- 
uals with  a  disability  who  are  eligible  for  our  programs  and  serv- 
ices, but  simply  are  not  able  to  access  them  due  to  the  unavail- 
ability of  dollars  for  services  in  vocational  rehabilitation.  This  real- 
ly does  constitute  an  unacceptable  tragedy  for  the  millions  of  peo- 
ple with  disabilities  who  need  services  in  order  to  become  em- 
ployed, yet  are  unable  to  receive  them. 

Most  people  with  disabilities  want  to  work.  We  know  that  there's 
in  excess  of  over  40  million  Americans  with  disabilities  who  are  in- 
terested in  working  who  require  specialized  and  unique  services 
and  assistance  in  order  to  be  prepared  for  and  enter  the  world  of 
work.  To  do  that,  the  basic  cornerstone  in  the  national  infrastruc- 
ture of  employment  and  training  programs  for  people  with  disabil- 
ities is  built  around  the  Basic  State  Grants  program  of  the  public 
Vocational  Rehabilitation  program  funded  under  the  Rehabilitation 
Act. 

We're  asking  you  to  consider  an  appropriation  in  fiscal  year  1997 
of  $2.5  billion  for  the  Basic  State  Grants  program.  The  Basic  State 
Grants  program  is  the  life  blood  of  the  Vocational  Rehabilitation 
program.  It  finances  the  provision  of  vocational  rehabilitation  serv- 
ices to  all  people  with  physical  or  mental  disabilities  who  are  eligi- 
ble for  our  program.  These  Federal  dollars  are  matched  with  State 
dollars.  It  allows  State  vocational  rehabilitation  agencies,  such  as 
ours  in  Arkansas,  a  tremendous  amount  of  flexibility  in  providing 
services  to  folks  with  disabilities.  We  can  contract  with  private  pro- 
viders. In  fact,  Mr.  Porter,  the  question  you  raised  earlier  to  Dr. 
Dew,  we,  as  a  State  vocational  rehabilitation  agency,  contract  quite 
often  with  private  sector  nonprofit  organizations  to  assist  them  in 
enhancing  their  training  and  employment  operations  and  connect- 
ing with  the  private  sector  to  build  bridges  and  partnerships  that 
enable  people  with  disabilities  to  gain  additional  training  and  pur- 
sue the  world  of  work.  We're  actively  involved  in  those  types  of  ac- 
tivities with  a  wide  variety  of  community  rehabilitation  programs. 

As  I've  said,  a  vocational  rehabilitation  agency  can  provide  a  tre- 
mendous array  of  services  that  are  extremely  flexible.  You  name  a 
service  that  an  individual  with  a  disability  needs  in  order  to  enter 
the  workforce  and  we  basically  can  provide  it,  be  it  basic  medical 
services,  be  it  special  adapted  equipment  devices  that  one  needs  in 
the  workforce  in  terms  of  rehabilitation  technology,  computer  sys- 
tems, et  cetera,  transportation  assistance,  training  and  vocational 
education  schools,  colleges  and  universities.  We  provide  all  of  those 
services  to  eligible  people  with  disabilities  who  truly  are  interested 
in  entering  the  workforce.  Unfortunately,  the  resources  that  we 
continue  to  have  available  simply  are  not  adequate. 

In  fiscal  year  1995,  some  $2,044  billion  was  appropriated  and 
provided  employment  services  to  some  1.3  million  Americans  with 
disabilities  across  the  country.  However,  even  with  that  amount  of 
resource  invested  in  employment  programs  for  people  with  disabil- 
ities, there  are  still  untold  thousands  of  individuals  who  are  unable 
to  access  our  services  simply  because  of  the  lack  of  available  funds 
to  meet  the  needs  of  the  ever-increasing  disabled  population. 

I  might  point  out  that  of  that  $2,044  billion,  86  percent  of  those 
funds  were  spent  on  direct  services  to  individuals  with  disabilities. 
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In  addition,  only  75  percent  of  the  individuals  served  in  that  par- 
ticular fiscal  year  were  individuals  with  severe  disabilities. 

Congress  has  made  it  a  mandate  to  us  that  we  increase  our  serv- 
ices to  individuals  with  severe  disabilities  and  most  severe  disabil- 
ities. We  have  responded  to  that  mandate.  We  have  found  that  the 
cost  is  significantly  larger  to  serve  people  with  severe  disabilities, 
people  who  are  often  thought  not  to  be  capable  of  entering  the 
workforce.  But  we've  taken  on  that  challenge  and  we've  succeeded 
in  meeting  that  challenge. 

Over  the*  last  three  years,  the  number  of  people  State  vocational 
rehabilitation  agencies  have  put  to  work  has  continued  to  increase, 
as  has  the  number  of  people  with  severe  disabilities  continued  to 
increase.  In  fact,  this  last  year  across  the  Nation  approximately  75 
percent  of  people  with  disabilities  put  into  the  workforce  were  per- 
sons with  severe  disabilities.  In  Arkansas,  I'm  proud  to  say,  that 
number  of  persons  with  severe  disabilities  was  actually  89  percent. 
Of  all  people  we've  put  into  the  world  of  work  with  disabilities,  89 
percent  had  severe  disabilities.  We  know  that  the  cost  continues  to 
rise  to  serve  those  individuals  with  severe  disabilities,  yet  we're 
putting  more  of  them  to  work  at  greater  cost  per  person.  However, 
statistics  show  that  the  purchasing  power  of  the  funds  available  to 
vocational  rehabilitation  agencies  has  basically  stayed  stagnant 
since  1990.  We're  doing  a  good  job.  We're  trying  to  streamline  our 
systems,  we're  trying  to  maximize  employment  opportunities  for 
people  with  disabilities.  We're  doing  a  great  deal  of  outreach  effort 
with  the  private  sector  community  and  a  variety  of  other  linkages 
and  partnerships  that  allow  us  to  stretch  the  Federal  dollar  even 
further  than  we  have  in  the  past. 

I  think  it's  crucial  to  note  that  people  with  disabilities  oftentimes 
feel  disenfranchised,  feel  like  second-class  citizens,  feel  like  they 
really  don't  have  an  opportunity  to  participate  meaningfully  in  soci- 
ety. State  vocational  rehabilitation  agencies  and  the  professional 
counselors  who  work  with  them  and  the  relationships  we've  estab- 
lished with  the  private  sector  allow  us  to  open  those  doors  of  oppor- 
tunity to  folks  with  disabilities. 

If  I  might  speak  personally  for  just  a  brief  second.  As  a  person 
with  a  spinal  cord  injury,  injured  at  the  age  of  18  with  a  promising 
professional  baseball  career,  I  found  myself  with  a  broken  neck.  No 
way  in  the  world  I  was  going  to  pursue  a  baseball  career  in  an  elec- 
tric wheelchair.  I  had  no  idea  what  was  going  to  happen  to  me.  My 
mom  and  dad  were  given  very  good  advice  by  physicians  and  other 
professionals  that  the  best  thing  to  do  was  take  care  of  Bobby, 
make  him  comfortable  at  home,  eventually  you'll  find  that  you're 
not  going  to  be  able  to  take  care  of  him  any  longer  and  a  nursing 
home  is  probably  where  he'll  end  up  staying  for  the  rest  of  his  life. 
Fortunately,  my  mom  and  dad  were  not  willing  to  take  that  kind 
of  an  answer.  I  continued  to  get  rebuffed  as  far  as  could  I  do  any- 
thing The  answer  continued  to  be  we  don't  think  so,  your  disability 
is  too  severe,  until  I  ran  across  a  rehabilitation  counselor  some  20 
years  ago,  a  vocational  rehabilitation  counselor  who  told  me  yes, 
Bobby,  you  have  a  severe  disability  but  you  can  work.  That's  what 
we're  here  for  as  vocational  rehabilitation  agencies  is  to  give  you 
the  assistance  you  need  to  enter  the  workforce.  That  finally  shined 
some  light  on  me  and  gave  me  some  hope  for  the  future. 
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That  was  a  long  time  ago.  That  vocational  rehabilitation  coun- 
selor opened  doors  for  me.  He  got  me  my  first  electric  wheelchair, 
which  technology  has  greatly  changed.  He  assisted  me  with  adapta- 
tions for  a  van  so  that  I  could  get  back  and  forth  to  training.  He 
paid  for  the  tuition  for  me  to  go  to  college  and  to  purse  even  a  mas- 
ter's degree  in  rehabilitation  counseling.  He  believed  in  me.  He  pro- 
vided me  some  medical  support  but,  above  all,  he  provided  me  the 
counseling  and  guidance  that  showed  me  that  I  do  have  some  value 
and  worth  in  this  world  and  I  have  a  role  to  play.  That  was  some 
20  years  ago.  I  guarantee  you  that  the  investment  that  was  made 
in  me  by  that  rehabilitation  counselor  some  20  years  ago  has  been 
paid  back  thousands  and  thousands  of  times  over  in  terms  of  the 
amount  of  taxes  I've  paid  as  being  a  full-fledged  employed  individ- 
ual with  a  disability  since  1975. 

In  conclusion,  sir,  I  have  a  lot  more  to  say  about  the  public  voca- 
tional rehabilitation  program,  but  I  think  the  important  thing  to 
realize  is  that  the  program  that  I'm  talking  about  is  not  a  hand- 
out, it's  not  a  give-away  program,  it's  not  a  welfare  program,  it's 
an  investment  in  human  potential.  It  really  is.  It's  a  deficit  reduc- 
tion program.  We've  shown  that  for  every  $1  spent  on  vocational 
rehabilitation  approximately  $11  is  returned  in  terms  of  benefits  to 
the  American  public.  We  take  people  with  disabilities  and  turn 
them  from  tax  users  into  taxpayers.  We  take  people  with  disabil- 
ities who  have  been  consuming  tax  dollars  in  order  to  pay  for  the 
basic  necessities  of  life  in  terms  of  food,  clothing,  and  shelter  into 
persons  who  are  employed.  They're  making  a  good  living  wage,  and 
they  are  then  consumers  of  goods  and  services  in  the  private  sector. 
I  really  am  talking  about  an  economic  development  program,  an  in- 
vestment program  for  people  with  disabilities.  If  we're  interested  in 
putting  Americans  back  to  work  and  building  our  workforce  and 
improving  the  economic  stability  of  our  Nation,  I  think  you'll  re- 
spond favorably  to  our  request  for  appropriate  funding  for  voca- 
tional rehabilitation  programs  enabling  people  with  disabilities  to 
enter  the  world  of  work.  Thank  you  very  much,  sir. 

Mr.  Porter.  Mr.  Simpson,  we  very  much  appreciate  your  testi- 
mony. Since  the  next  witness  we  are  told  is  not  going  to  be  with 
us,  we  gave  you  a  little  bit  of  that  witness'  time  because  of  your 
inability  to  talk  quickly.  [Laughter.] 

Mr.  Simpson.  Thank  you,  sir. 

Mr.  Porter.  Actually,  you  got  more  words  in  than  Jay  gets  in 
that  amount  of  time.  We  very  much  thank  you  for  being  with  us 
this  morning. 

Mr.  Simpson.  Thank  you,  sir.  I  apologize  for  running  over. 
[The  prepared  statement  follows:] 
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COUNCIL  OF  STATE  ADMINISTRATORS  OF  VOCATIONAL  REHABILITATION 

The  Council  of  State  Administrators  of  Vocational  Rehabilitation  (CSAVR)  is 
comprised  of  the  chief  administrators  of  the  public  agencies  providing  rehabilitation 
services  to  persons  with  disabilities  in  the  fifty  (50)  states,  the  District  of  Columbia,  and 
the  territories. 

These  Agencies  constitute  the  State  partners  in  the  State-Federal  Program  of 
Rehabilitation  Services  for  persons  with  mental  and/or  physical  disabilities,  as  authorized 
by  the  Rehabilitation  Act  of  1973,  P.L.  93-112,  as  amended. 

While  the  Rehabilitation  Act  is  the  cornerstone  of  our  Nation's  commitment  to 
assisting  eligible  people  with  disabilities  to  obtain  competitive  employment  and  to  live 
independent  and  productive  lives,  it  is  severely  underfunded. 

When  one  considers  that  a  Louis  Harris  and  Associates  study  estimates  that  two 
out  of  every  three  adults  with  a  disability  are  unemployed,  and  that  the  Rehabilitation 
Program  has  the  resources  to  provide  services  to  only  one  in  twenty  eligible  people,  this 
under  funding  constitutes  an  unacceptable  tragedy  for  the  millions  of  people  with 
disabilities  who  need  services  in  order  to  become  employed,  yet  are  unable  to  receive 
them. 

The  great  responsibility  placed  upon  the  Rehabilitation  Program  became  even 
more  acute,  with  the  passage  and  implementation  of  the  "Americans  with  Disabilities  Act' 
(ADA).  The  ADA  vastly  expands  opportunities  for  all  Americans  with  disabilities.  It  is  vital 
therefore  that  the  Rehabilitation  Program  assist  people  with  disabilities  to  fully  realize  the 
promise  of  this  landmark  legislation. 


VOCATIONAL  REHABILITATION  SERVICES;  BASIC  STATE  GRANTS 

FY  1997  CSAVR  RECOMMENDATION  $2,500,000 

FY  1997  AUTHORIZATION  Such  Sums 

Basic  State  Service  Grants  are  the  lifeblood  of  the  Vocational  Rehabilitation 
Program,  financing  the  provision  of  vocational  rehabilitation  services  to  eligible  individuals 
with  mental  and  physical  disabilities  for  placement  in  competitive  employment. 

These  Federal  dollars,  matched  with  state  monies,  permit  State  Rehabilitation 
Agencies  to  provide,  or  to  contract  with  private  organizations  and  agencies  to  provide, 
individualized,  comprehensive  services  to  eligible  persons  with  mental  and/or  physical 
disabilities,  for  the  purpose  of  rendering  these  individuals  employed  and  independent. 

Such  services  may  include  evaluation;  comprehensive  diagnostic  services; 
counseling;  physical  restoration;  rehabilitation  engineering;  the  provision  of  various  kinds 
of  training  and  training  supplies,  tools  and  equipment;  prosthetic  devices;  placement; 
transportation;  post-employment  services;  and  "any  other  service"  necessary  to 
rehabilitate  an  individual  into  employment. 

For  Fiscal  Year  1995,  the  Federal  Government  advises  that  the  $2,043,874,000 
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appropriated  for  Basic  State  Vocational  Rehabilitation  provided  services  designed  to  lead 
to  gainful  employment  for  1,251,710  people  with  disabilities  of  which  940,816  were 
severely  disabled. 

Despite  this  expenditure,  there  still  are  not  sufficient  funds  to  serve  all  those 
eligible,  disabled  people  who  have  the  potential  and  desire  to  work  and  who  need 
rehabilitation  and  training  services  to  obtain  employment  and  self-sufficiency. 

In  carrying  out  the  Congressional  mandate  to  give  priority  of  service  to  the 
rehabilitation  of  individuals  who  are  severely  disabled,  State  Agencies  have  found  that 
the  costs  -  in  time,  effort,  and  money  for  services  --  are  much  greater  than  the  cost  of 
rehabilitating  people  less  severely  disabled. 

At  the  same  time,  it  is  alarming  to  note  that  the  purchasing  power  of  the  resources 
available  has  remained  virtually  stagnant  since  1980. 

This  means  that  the  Program  is  rehabilitating  fewer  people,  while  expending  more 
money  for  services,  staff  training,  equipment,  and  facilities. 

With  these  statistics  in  mind,  the  Council  strongly  urges  that  the  Congress  assist 
us  in  facing  this  challenge  by  providing  Federal  appropriations  for  Basic  State  Vocational 
Rehabilitation  Services  in  the  amount  of  $2,500,000,000  for  Fiscal  Year  1997. 

The  justification  for  higher  funding  levels  stems  from  the  purpose  for  which  the 
money  is  spent--the  prevention  of  an  incalculable  waste  of  human  potential,  a  purpose 
on  which  no  price  tag  can  be  placed. 

Over  the  decades,  Vocational  Rehabilitation  has  more  than  paid  for  itself  by 
helping  persons  with  disabilities  become  gainfully  employed;  increase  their  earning 
capacity;  by  freeing  family  members  to  work;  and/or  by  decreasing  the  amount  of  welfare 
payments,  health  services,  and  social  services  they  might  need;  as  well  as  by  assisting 
them  to  become  taxpayers. 

Appropriating  additional  monies  for  Vocational  Rehabilitation  Services  reduces  the 
Federal  Deficit. 

Indeed,  the  Congressional  Budget  Office  has  stated  that  "a  reduction  of  funds  for 
rehabilitation...  would  generate  increases  in  other  parts  of  the  federal  and  state  budgets." 

Funds  appropriated  for  Vocational  Rehabilitation  are  a  sound  investment  of  the 
Public's  money. 


OTHER  PROGRAMS  AUTHORIZED  BY  THE  REHABILITATION  ACT 

The  Rehabilitation  Act  is  recognized  as  the  most  complete  and  well-  balanced 
piece  of  legislation  in  the  human  services  field.  In  addition  to  the  Basic  State  Vocational 
Rehabilitation  Services  Program,  the  Act  contains  provisions  for  (1)  an  innovation  and 
expansion  program;  (2)  a  training  program;  (3)  a  research  program;  (4)  a  comprehensive 
services  for  independent  living  program;  (5)  a  supported  employment  program;  and, 
among  others,  (6)  special  projects  and  demonstration  efforts.  The  CSAVR  strongly 
supports  adequate  funding  for  all  Sections  of  the  Act. 
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Mr.  Porter.  Because  this  is  the  first  hearing  of  the  year,  I'm  giv- 
ing an  opportunity  to  each  of  our  subcommittee  members  as  they 
come  in  to  make  any  comments  they  might  wish.  I  am  very  de- 
lighted to  call  on  our  colleague  Nancy  Pelosi  of  California  for  any- 
thing she  might  want  to  say  at  this  point. 

Ms.  Pelosi.  Thank  you  very  much,  Mr.  Chairman.  I  apologize  for 
my  delay,  but  I  had  another  committee  meeting,  and  you  hear  that 
a  lot  around  here.  I  got  here  as  soon  as  I  could  because  the  work 
of  this  committee  in  my  view  is  the  important  work  that  this  Con- 
gress does.  I  commend  you,  as  always,  Mr.  Chairman,  for  your 
leadership  in  holding  these  hearings  so  that  we  can  hear  very  im- 
portant testimony  about  the  public  challenge  and  the  personal  chal- 
lenges that  our  committee  can  do  something  about. 

I  was  very  pleased  that  I  didn't  miss  Bobby's  testimony  because, 
as  people  with  disabilities  in  my  community  remind  me  all  the 
time,  every  person  in  America  is  one  illness  or  one  episode  away 
from  being  a  disabled  person,  and  that  it  is  important  for  public 
policy  to  address  that  in  every  way.  And  in  our  attitudes,  of  course, 
we  must  judge  people  not  for  what  they  cannot  do,  but  respect 
them  for  what  they  can  do  and  what  they  can  add  to  our  great 
country. 

And  so,  as  one  who  wishes  to  define  the  strength  of  our  country 
not  only  in  our  military  might,  but  in  the  health  and  well-being  of 
the  American  people,  I  consider  it  a  great  honor  to  serve  on  this 
committee.  Again,  I  commend  you,  Mr.  Chairman,  for  your  leader- 
ship. I've  said  often  that  what  we  do  on  this  committee  is  almost 
biblical  in  its  ability  to  find  cures;  that  is  to  say,  not  that  we  do 
the  scientific  but  to  put  the  resources  where  there  is  opportunity 
and  make  a  complete  difference  in  the  lives  of  the  American  people. 
I  think  we're  all  privileged  to  serve  here. 

Once  again,  I  thank  you  for  the  opportunity  for  me  to  voice  my 
thoughts  about  this  important  committee.  It  was  my  goal  in  Con- 
gress to  be  able  to  serve  here,  and  I  feel  very  privileged  to  do  so 
and  under  your  leadership,  Mr.  Chairman.  Thank  you. 

Mr.  Porter.  Ms.  Pelosi,  thank  you  for  those  very  kind  and  gener- 
ous comments.  The  Chair  believes  you  to  be  one  of  the  most  con- 
tributing members  to  the  subcommittee,  and  we  very  much  thank 
you  for  all  of  your  good  efforts. 

Mr.  Dickey.  Are  you  saying  I  don't?  [Laughter.] 

Mr.  Porter.  I  didn't  say  that. 


Tuesday,  February  27,  1996. 

WITNESS 

CHUCK  YOUNG,  NATIONAL  COUNCIL  OF  STATE  AGENCIES  FOR  THE 
BLIND 

Mr.  Porter.  Chuck  Young,  the  director  of  the  Oregon  Commis- 
sion for  the  Blind,  testifying  in  behalf  of  the  National  Council  of 
State  Agencies  for  the  Blind. 

Mr.  YOUNG.  Thank  you,  Mr.  Chairman.  What  do  you  do  for  a  liv- 
ing? Can  you  imagine  not  having  a  reply  to  that  age-old  question? 
Employment  is  how  we  as  adults  define  ourselves.  Our  occupations 
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determine  with  whom  we  associate  and  where  and  how  we  live.  In 
fact,  our  jobs  are  our  major  source  of  identity  and  self- worth. 

Yet,  that  recent  Harris  poll  that  you've  heard  so  much  about  al- 
ready this  morning,  indicated  that  two  out  of  every  three  adults 
with  disabilities  are  not  employed.  This  same  Harris  poll  concluded 
that  to  have  a  disability  and  be  unable  to  obtain  employment  is  the 
true  meaning  of  "handicapped"  in  our  society.  Clearly,  our  great 
Nation  needs  to  extend  the  American  dream  of  inclusion  and  full 
participation  in  society  to  citizens  with  disabilities.  For  without 
hope  of  employment  and  the  training  to  live  independently,  dis- 
abled Americans  are  denied  the  opportunity  to  contribute  to  our 
Nation's  greatness. 

It  is  the  purpose  of  the  Rehabilitation  Act  to  provide  services  nec- 
essary for  disabled  Americans  to  achieve  full  inclusion  in  society 
through  employment,  independent  living,  economic  and  social  self- 
sufficiency. 

Fortunately,  with  the  recent  amendments  to  the  Rehabilitation 
Act,  Congress  and  State  agencies  have  both  recognized  short- 
comings in  our  Nation's  rehabilitation  programs  and  dramatically 
moved  forward  in  improving  this  program. 

The  opportunity  for  this  new  direction  begins  with  the  critical 
Title  I  employment  provisions  and  extends  through  the  independ- 
ent living  provisions  of  the  revised  Rehabilitation  Act.  With  full  im- 
plementation of  this  exciting  new  legislation,  we,  the  State  and 
Federal  Government,  in  partnership  with  consumers  of  rehabilita- 
tion services,  are  together  creating  a  dynamic  new  streamlined  sys- 
tem of  service  delivery  that  is  truly  "reinvention  of  Government." 
Just  this  month  State  VR  agencies  and  our  Federal  partner,  the 
Rehabilitation  Services  Administration,  have  signed  an  unprece- 
dented agreement  on  "Vision  and  Strategies  for  Streamlining  the 
Public  Vocational  Rehabilitation  Program."  The  purpose  is  to  assist 
more  eligible  people  with  disabilities  to  obtain  real  jobs  at  real 
wages.  This  initiative  represents  a  joint  commitment  to  ensure  a 
clear  focus  on  quality  employment  outcomes.  It  is  of  little  wonder 
that  with  these  reinvention  and  streamlining  efforts  we  have  al- 
ready witnessed  a  4  percent  increase  in  employment  of  disabled 
persons  this  past  year. 

Another  example  of  reinvention  is  the  rehabilitation  of  older 
Americans  who  have  become  severely  visually  impaired.  You  recog- 
nized in  passing  the  new  law  that  the  largest  and  fastest  growing 
group  of  newly  blind  Americans  is  our  older  citizens.  One  in  every 
six  persons  in  this  room  who  reaches  the  age  of  65  will  need  these 
services  to  enable  them  to  remain  independent.  For  these  one  in  six 
individuals  training  is  provided  in  critical  life  activities,  such  as 
low  vision  enhancement,  cooking,  travel.  These  are  survival  skills 
required  for  older  visually  impaired  Americans  to  remain  self-reli- 
ant in  their  homes  and  avoid  needless  dependency  or  costly  institu- 
tionalization. 

Older  citizens  who  become  severely  impaired  are  15  times  more 
likely  to  be  institutionalized  than  their  sighted  peers,  often  at  tax- 
payer expense.  Yet  we  can  validate  the  cost-effectiveness  of  reha- 
bilitation services,  with  the  startling  illustration  that  a  one-time 
rehabilitation  cost  of  $320  per  old  citizen  in  Oregon  stands  in  con- 
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trast  to  the  annual  cost  of  $30,000  for  nursing  home  care.  Our  Na- 
tion can  ill  afford  not  to  fund  such  cost-effective  services. 

It  is  said  that  what  good  Government  does  best  is  invest  in  the 
productive  independence  of  its  citizenry.  The  Rehabilitation  Act 
places  unprecedented  faith  in  the  abilities  of  disabled  Americans  by 
investing  in  their  ability  to  live  independently  and  also  contribute 
to  our  Nation  through  employment.  Our  Act  enables  Americans 
with  disabilities  to  become  productive,  independent  citizens,  tax- 
payers, and  contributors  to  their  communities.  In  essence,  this  is 
the  best  of  what  America  has  to  offer. 

Recent  Presidential  candidates  have  campaigned  on  participation 
in  the  economy.  Well,  our  vocational  rehabilitation  partnership  is 
the  key  to  participating  and  contributing  to  that  economy  for  Amer- 
icans with  disabilities,  by  decreasing  their  dependency  on  Govern- 
ment programs  and  helping  them  to  become  employed  taxpaying 
citizens. 

On  behalf  of  your  partners  in  rehabilitation,  we,  the  Council  of 
State  Agencies  for  the  Blind,  are  proud  of  our  joint  efforts  to  re- 
invent Government  and  encourage  you  to  provide  the  Federal  ap- 
propriation of  $2,500,000,000.  Together,  we  can  change  what  it 
means  to  be  an  American  with  a  disability  and  respond  to  that  age- 
old  question:  <rWhat  do  you  do  for  a  living?" 

Mr.  Porter.  Mr.  Young,  thank  you  very  much  for  your  testimony 
in  behalf  of  the  National  Council  of  State  Agencies  for  the  Blind. 

If  any  of  my  colleagues  have  questions,  just  feel  free  to  ask  for 
recognition.  We  will  otherwise  simply  proceed  through  the  sched- 
ule. 

Thank  you  very  much,  Mr.  Young. 


Tuesday,  February  26,  1996. 

WITNESS 

DR.  ROBERT  J.  SMITHDAS,  HELEN  KELLER  NATIONAL  CENTER  FOR 
DEAF-BLIND  YOUTHS  AND  ADULTS 

Mr.  Porter.  Doctor  Robert  J.  Smithdas,  representing  the  Helen 
Keller  National  Center  for  Deaf-Blind  Youths  and  Adults.  Doctor, 
you've  been  here  with  us  before.  We're  delighted  to  see  you  again. 
Thank  you  for  joining  us. 

Mr.  McNulty.  Mr.  Chairman,  Fm  Joe  McNulty,  the  director  of 
the  Helen  Keller  National  Center.  Doctor  Smithdas  is  going  to  tes- 
tify today  on  behalf  of  the  Center,  but  I  just  wanted  to  take  a  few 
minutes  to  give  a  little  bit  of  background  on  Doctor  Smithdas. 

Doctor  Smithdas  lost  his  hearing  and  vision  at  the  age  of  four 
due  to  spinal  meningitis.  And  for  the  66  years  since  becoming  deaf- 
blind,  I  think  he  has  led  a  remarkable  life.  He  followed  Helen  Kel- 
ler as  the  second  deaf-blind  person  in  the  world  to  earn  a  college 
degree.  He's  the  first  deaf-blind  person  in  history  to  earn  a  mas- 
ter's degree  in  rehabilitation  counselling  from  New  York  Univer- 
sity. Among  his  many  talents  and  skills  is  he  is  a  published  poet, 
has  had  several  books  of  poetry  published,  he  has  been  a  past  re- 
cipient of  the  Poet  of  the  Year  from  the  Poetry  Society  of  America. 
For  the  past  26  years  he  has  worked  as  a  senior  administrator  at 
Helen  Keller. 
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Dr.  Smithdas.  I  am  very  grateful  for  the  privilege  and  the  oppor- 
tunity to  speak  to  the  committee  on  behalf  of  the  Helen  Keller  Na- 
tional Center  for  Deaf-Blind  Youths  and  Adults. 

Years  ago,  when  the  Center  was  established,  I  was  one  of  the  two 
outpatients  who  testified  for  the  establishment  of  a  national  center 
where  individuals  who  are  both  deaf  and  blind  or  who  have  severe 
hearing  impairment  could  be  trained.  Personally,  I  knew  Helen 
Keller  years  ago.  As  everyone  knows,  Helen  has  become  a  legend 
of  caring  and  accomplishment  to  many  people.  But  it  was  50  years 
between  the  time  that  Helen  graduated  from  college  to  the  time 
when  I  graduated  from  the  university.  During  that  period,  no  other 
deaf-blind  persons  had  entered.  Since  my  graduation,  we  have  had 
many  deaf-blind  persons  who  have  entered  college  ranks  and  com- 
peted there  and  graduated. 

Back  in  1963  and  1964,  we  had  two  severe  rubella  epidemics  that 
produced  more  than  10,000  deaf-blind  children.  That  was  the  ini- 
tiative for  establishing  the  Helen  Keller  National  Center.  In  the  be- 
ginning, we  were  not  quite  cognizant  of  the  many  problems  that 
faced  the  deaf-blind.  Now,  we  know  from  25  years  of  experience 
that  we  can  accomplish  a  great  deal  in  helping  them  to  overcome 
those  problems  of  communication,  mobility,  and  independent  living. 
There  are  probably  over  70,000  deaf-blind  people  in  this  country. 
Over  10,000  deaf-blind  children  are  presently  in  school  between 
birth  and  the  age  of  22.  We  have  a  growing  group  of  elderly  people 
who  are  losing  their  hearing  and  sight.  Helen  Keller  National  Cen- 
ter is  the  only  Government  sponsored  and  funded  agency  that  pro- 
vides services  on  a  national  basis  to  men  and  women  who  are  deaf- 
blind. 

Personally,  I  feel  very  fortunate  that  I  grew  up  supported  by  a 
family,  teachers,  and  friends  who  gave  me  encouragement  and 
urged  me  to  use  my  curiosity  and  initiative.  Today,  I  am  married 
to  a  deaf-blind  woman  who  is  a  teacher  at  the  Helen  Keller  Na- 
tional Center  where  she  teaches  communication.  We  do  the  things 
that  most  people  would  consider  normal,  except  that  we  sometime 
need  some  additional  assistance,  such  as,  the  shopping,  banking, 
and  so  forth.  I  have  a  very  big  concern  for  the  majority  of  deaf- 
blind  people  in  this  country  because  I  know  from  personal  experi- 
ence that  many  of  them  do  not  have  the  support  that  I  received 
while  I  was  growing  up  and  they  need  to  be  assisted  to  overcome 
the  severest  disability  known  to  mankind — not  being  able  to  com- 
municate, not  being  able  to  see  or  hear.  I  think  it  is  extremely  hard 
for  most  people  to  understand  what  it  would  mean  not  to  be  able 
to  see  the  people  you  are  speaking  to  or  to  hear  what  their  re- 
sponses will  be.  But  we  are  proving  at  the  Helen  Keller  National 
Center  that  given  the  right  tools,  the  right  one-on-one  supervision 
and  training,  many  of  our  students  can  go  on  to  a  better  life.  My 
wife  and  I  are  taxpayers  and  we  are  proud  of  that.  We  take  pride 
in  our  ability  to  provide  training  that  will  enable  them  to  be  em- 
ployed rather  than  have  them  be  charges  of  the  State  for  the  rest 
of  their  lifetime,  not  being  able  to  use  their  skills  and  talents  as 
they  should. 

Anyone  who  visits  the  Center  is  impressed  by  our  staff,  by  their 
willingness  to  work  with  difficult  cases.  We  also  have  consultants 
and  technical  advisors  through  50  States.  This  year,  we  are  asking 


29 


for  $7.5  million  to  continue  our  program.  This  is  basically  not 
enough;  we  have  never  really  been  given  the  kind  of  financing  sup- 
port that  we  would  like  to  have  to  provide  a  full  program  to  deaf- 
blind  Americans.  If  I  could,  I  would  give  it  myself,  but,  unfortu- 
nately, I'm  not  in  that  position.  Too  many  of  our  deaf-blind  people 
have  no  hearing,  no  sight,  and  very  often  no  speech.  I  have  to 
speak  for  them.  But  I  am  also  speaking  for  myself,  hoping  that  you 
will  help  us  to  continue  our  program  and  support  of  the  foundation 
that  is  really  beneficial  to  thousands  of  people  without  sight  or 
hearing.  Thank  you  very  much. 

Mr.  Porter.  Thank  you,  Dr.  Smithdas.  You  are  a  very  strong 
and  effective  advocate  for  not  only  the  Helen  Keller  Center,  but  for 
ail  deaf-blind  people  in  our  country.  You  have  been  before  our  sub- 
committee a  number  of  times  now  and  we  are  always  delighted  to 
see  you  and  to  hear  what  you  have  to  tell  us.  We  again  appreciate 
your  being  here  and  making  the  case  so  strongly  and  forcefully.  Ob- 
viously, we  are  listening.  We  appreciate  your  being  here  very,  very 
much.  Thank  you  all  very  much. 

Ms.  Pelosi.  Mr.  Chairman,  if  I  may. 

Mr.  Porter.  Ms.  Pelosi. 

Ms.  Pelosi.  I  just  would  take  ten  seconds  to  join  you  in  thanking 
Dr.  Smithdas.  He  said  that  if  he  could  he  would  give  the  money 
himself.  He  has  given  us  so  much  more  than  that  today  in  terms 
of,  as  you  said,  the  demonstration  of  his  strength.  He  is  clearly  an 
inspiration  to  all  who  hear  him,  and  that's  something  worth  much 
more  than  the  financial  resources  that  he  says  he  didn't  have  to 
give  today.  I  want  to  join  you  in  thanking  him  for  his  excellent  tes- 
timony. 

Mr.  Porter.  Absolutely.  Thank  you,  Ms.  Pelosi. 

Dr.  Smithdas.  Thank  you  for  your  comments.  I  appreciate  them. 

[The  prepared  statement  follows:! 
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STATEMENT 

of 

HELEN  KELLER  NATIONAL  CENTER 
FOR  DEAF  BLIND  YOUTHS  AND  ADULTS 

Before  the 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND 
EDUCATION,  COMMITTEE  ON  APPROPRIATIONS 
U.S.  HOUSE  OF  REPRESENTATIVES 

With  respect  to 

FISCAL  YEAR  1997  APPROPRIATIONS 
DEPARTMENT  OF  EDUCATION 
OFFICE  OF  SPECIAL  EDUCATION  AND  REHABILITATIVE  SERVICES 

2358  RAYBURN  HOUSE  OFFICE  BUILDING 

FEBRUARY  27,  1996 


Preliminary  Statement 

On  behalf  of  thousands  of  children,  young  people,  and  adults  who  are 
both  deaf  and  blind,  the  Helen  Keller  National  Center  (HKNC)  urges  this 
Committee  to  recommend  an  appropriation  for  FY  1997  at  a  level  which  will 
enable  HKNC  to  begin  to  respond  to  the  statutory  requirements  recently 
imposed  upon  it- -not  less  than  $7.5  million.  This  is  a  five  percent  increase 
over  current  funding.  It  is  a  very  small  amount  in  Federal  budgetary  terms, 
but  it  will  enable  hundreds  of  deaf-blind  Americans  to  live  independently, 
even  to  be  employed  in  productive  jobs.  Deaf-blindness  is  by  any  measure 
one  of  the  most  devastating  and  most  severe  of  disabilities.  The  number  of 
deaf-blind  Americans  is  increasing  substantially  on  both  ends  of  the  age 
spectrum:  In  children,  and  in  the  elderly  population.  The  reduction  of 
dependency  and  the  huge  cost  burden  such  dependency  requires,  results  in 
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a  human  and  financial  benefit  that  is  incalculably  greater  than  an 
appropriation  of  $7.5  million.  The  expenditure  of  this  modest  funding  saves 
many  times  that  amount  in  Federal,  State,  and  local  funds. 

Background 

The  Helen  Keller  National  Center  is  established  by  Federal  statute  and 
is  funded  primarily  through  Federal  appropriations,  and  secondarily  through 
State  agency  fee  payments  and  corporate  and  individual  donations.  Its 
mission  is  unique  in  the  Nation  and,  we  believe,  in  the  world:  HKNC 
provides  diagnostic  evaluation,  comprehensive  rehabilitation,  training,  job 
preparation,  and  placement  services  for  individuals  who  are  both  deaf  and 
blind.  HKNC  also  conducts  research,  and  provides  a  national  program  of 
technical  assistance  and  training  to  States  and  service  agencies.  From  its 
headquarters  in  Sands  Point,  Long  Island,  New  York,  the  Helen  Keller 
National  Center  administers  a  national  network  of  42  affiliate  agencies, 
under  which  agencies  are  provided  financial  support  and  technical 
assistance  by  HKNC  to  serve  deaf-blind  children  and  youth  in  their  own 
home  States.  HKNC  also  has  embarked  on  a  major  initiative  to  establish  a 
national  registry  of  deaf-blind  individuals  so  that  services  to  such  individuals 
throughout  the  Nation  can  be  properly  assessed. 

Congressionallv  Mandated  Responsibilities 

The  mission  and  responsibilities  of  the  Helen  Keller  National  Center, 
established  by  Congress  in  1967,  have  expanded  over  the  years.  In  1992  the 
Helen  Keller  National  Center  Act  was  extended  and  amended.  Additional 
responsibilities- -and  additional  costs- -were  imposed  on  HKNC.  For 
example,  the  Center  is  now  required  to  train  family  members  of  individuals 
who  are  deaf- blind.    The  definition  of  deaf- blindness  was  expanded  in  the 
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1992  amendments.  The  anticipated  result  is  the  opening  up  of  the 
rehabilitation  system  to  serving  additional  deaf-blind  clients. 

Congress  also  created  an  endowment  fund  for  HKNC,  providing  for  a 
federal  match  of  money  from  sources  other  than  federal  appropriations.  The 
endowment,  therefore,  could  help  defray  some  of  the  appropriation  burden. 
Apart  from  regular  and  preventive  maintenance,  HKNC's  physical  plant  has 
not  been  refurbished  since  its  inception  a  quarter  century  ago.  Although 
national  budget  constraints  probably  would  make  infeasible  the  much- 
needed  modernization  of  HKNC's  facilities,  it  is  imperative  that  sufficient 
funds  be  provided  to  bring  the  HKNC  residential  campus  into  conformity 
with  Americans  with  Disabilities  Act  standards  for  accessibility.  Over  the 
past  three  years  Congress  has  appropriated  funds  for  HKNC  in  the  amounts 
requested  in  the  President's  budget;  unfortunately,  these  amounts  have  not 
even  been  sufficient  to  offset  the  costs  of  inflation. 

Specific  Program  and  PiinHing  Rprpiirpmpntg 

If  it  is  to  begin  to  be  responsive  to  the  statutory  requirements  imposed 
by  the  1992  amendments,  and  to  maintain  its  current  level  of  services  to 
deaf-blind  youths  and  adults,  HKNC  must  have  adequate  resources.  We 
respectfully  request  this  Committee  and  the  new  Congress  to  accord  HKNC 
a  high  priority  for  federal  support,  and  to  appropriate  a  modest  $7.5  million 
to  the  Center  for  the  next  fiscal  year.  Justification  for  the  increase  is  set 
forth  below: 

Family  Training.  Providing  training  and  support  to  families  is 
extremely  effective  in  enabling  them  to  acquire  necessary  services  for  the 
deaf-blind  family  member.  Since  the  family  often  must  serve  as  case 
manager,  advocate,  and  primary  care  provider,  such  training  eliminates  the 
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cost  of  supporting  habilitation  and  rehabilitation  positions  in  state  agencies. 
Currently  HKNC  supports  parent  organizations  in  28  States  and  Puerto  Rico, 
and  provides  a  vital  communications  link  to  about  2,000  parents.  Parent 
training  transportation  and  coordination  has  had  to  be  deferred  because  of  a 
lack  of  funds. 

Increased  Service  Needs.  Four  important  factors  have  merged  to 
create  additional  pressures  to  expand  HKNC's  services.  There  are  between 
9,000  and  10,000  deaf-blind  children  under  the  age  of  22- -the  greatest 
number  in  our  history- -who  will  need  such  services.  The  definition  of  deaf- 
blindness  in  HKNC's  enabling  legislation  was  expanded  to  include  those  with 
progressive  vision  and/ or  hearing  loss  leading  to  deaf-blindness,  as  well  as 
individuals  who  cannot  be  tested  by  traditional  methods,  but  who  are 
functioning  as  deaf-blind.  A  cooperative  agreement  was  recently  executed  by 
the  Rehabilitation  Services  Administration,  Council  of  State  Administrators 
of  Vocational  Rehabilitation,  the  American  Association  of  the  Deaf-Blind,  and 
HKNC,  under  which  the  parties  agreed  to  a  model  state  plan  for  deaf-blind 
services.  This  will  result  in  a  statewide  approach  to  serving  people  who  are 
deaf- blind.  If  these  developments  are  to  have  any  value  or  utility,  HKNC 
must  establish  and  maintain  a  national  registry  to  ensure  that  all  deaf-blind 
Americans  receive  the  services  they  need. 

Endowment  Fund.  The  endowment  authorized  by  the  1992 
amendments  to  the  Helen  Keller  National  Center  Act  has  not  yet  been 
initiated,  because  the  Federal  funds  required  to  trigger  its  establishment 
have  not  been  appropriated.  We  urge  the  Committee  to  include  a  modest 
amount- -$50,000- -for  this  purpose  in  the  FY  1997  appropriation. 

Affiliate  Network.  HKNC's  network  of  42  State  and  local  affiliate 
agencies  is  one  of  the  most  cost-effective  programs  the  Center  administers, 
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and  it  should  be  expanded  so  that  an  additional  400  deaf-blind  clients  may 
be  served  through  at  least  two  new  affiliate  programs. 

Staffing  and  Cost  of  Living  Adjustment.  Because  of  the  severe 
limitations  placed  on  the  Center's  funding  over  the  past  three  years,  key 
staff  vacancies  could  not  be  filled,  and  current  services  could  not  be 
maintained.  We  urge  the  Congress  to  provide  the  support  needed  to  hire 
the  highly  trained  professionals  needed  to  train  deaf-blind  students  one-on- 
one,  seven  days  a  week,  and  sufficient  funds  to  maintain  services  at  current 
levels. 

The  Aging  Population.  With  the  graying  of  America,  the  number  of 
adults  55  and  older  with  age-related  hearing  loss  and  blindness  is  increasing 
rapidly.  This  population  increasingly  requires  services  to  maintain 
independence- -services  provided  through  the  Helen  Keller  National  Center. 
The  ballooning  caseload  is  imposing  a  tremendous  burden,  both  on  the 
rehabilitation  system  and  on  HKNC. 

Deaf- blindness  is  one  of  the  most  severe  of  all  disabilities.  Most  of  us 
cannot  conceive  of  living  and  functioning  in  a  world  without  either  sight  or 
hearing.  Training  for  independence,  and  even  employment,  for  people  who 
are  deaf-blind,  is  not  only  possible  but  is  being  accomplished,  successfully, 
every  day  at  HKNC.  Such  rehabilitation  and  training  is  extraordinarily 
difficult,  time  consuming,  and  labor-intensive. 

The  Helen  Keller  National  Center  is  the  only  organization  in  the 
United  States  which  provides,   directly  and  indirectly,   throughout  the 

 country,  a  comprehensive  program  of  services  and  training  for  this  relatively 

small  population  of  our  disabled  citizens,  and  it  does  so  with  very  modest 
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funding  from  this  Committee  and  the  Congress.  With  the  burgeoning 
population  of  deaf-blind  children  and  older  Americans,  it  is  becoming 
increasingly  difficult  for  HKNC  to  adequately  serve  those  who  need  our 
services. 

We  respectfully,  but  urgently,  request  this  Committee  to  continue  its 
recognition  of,  and  support  for,  the  needs  of  children  and  youth  with  the 
most  severe  combination  of  disabilities,  and  their  families.  We  ask  that 
Congress  preserve  the  Nation's  modest  but  essential  investment  in  the 
Center  and  the  people  it  serves. 

***** 
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Tuesday,  February  27,  1996. 

WITNESS 

GORDON  RICHMOND,  UNITED  CEREBRAL  PALSY  ASSOCIATIONS 

Mr.  Porter.  Our  next  witness  is  Gordon  Richmond.  He's  a  volun- 
teer testifying  in  behalf  of  the  United  Cerebral  Palsy  Associations. 
Mr.  Richmond,  as  you  come  to  the  table,  I  would  tell  you  that  I 
have  a  very  good  letter  from  your  Representative  in  Congress, 
Spencer  Bachus,  who  has  written  in  your  behalf.  We're  delighted 
to  welcome  you  today  and  to  hear  your  testimony.  Thank  you  for 
being  with  us. 

Mr.  Richmond.  Mr.  Chairman,  members  of  the  subcommittee, 
my  name  is  Gordon  Richmond.  I  currently  serve  as  a  member  of 
the  United  Cerebral  Palsy  Associations  Governmental  Activities 
and  Advocacy  Committee  and  it  is  in  that  capacity  that  I  appear 
before  you  today.  I  am  also  the  executive  director  of  Hear  Our 
Voices,  a  national  advocacy  organization  of  users  and  advocates  for 
augmentative  communication,  and  serve  through  an  appointment 
by  Governor  Fob  James  on  the  Alabama  Board  of  Statewide  Tech- 
nology Access  and  Response,  and  on  the  Statewide  Independent 
Living  Council. 

UCPA  embraces  the  premise  that  Americans  with  disabilities, 
-4ike  all  other  citizens,  have  the  desire,  the  ability,  and  the  respon- 
sibility to  be  independent — to  shape  and  mold  their  own  lives  and 
destinies.  UCPA's  affiliates  deliver  services  to  individuals  with  dis- 
abilities and  their  families  in  the  areas  of  early  childhood  and  pre- 
school services,  assistive  technology,  education,  employment,  reha- 
bilitation, and  community  living.  These  services  are  supported 
through  collaborative  partnerships  using  Federal,  State,  and  local 
dollars,  as  well  as  assistance  from  private  foundations  and  chari- 
table contributions.  We  believe  we  are  a  shining  success  story  of 
how  public  and  private  resources  can  be  combined  to  provide  cut- 
ting edge  opportunities  for  people  with  disabilities  and  their  fami- 
lies. 

I  want  to  discuss  with  you  the  importance  of  technology  in  ad- 
vancing the  independent  of  individuals  who  experience  significant 
disabilities.  First,  let  me  tell  you  that  yes,  I  am  gainfully  employed. 
I  am  an  administrative  associate  in  the  Department  of  Medicine  at 
the  University  of  Alabama  at  Birmingham.  I  am  also  working  on 
my  master's  in  public  health  at  the  University.  I  earn  a  good  salary 
and  I  pay  taxes.  However,  unlike  each  of  you,  it  has  been  more 
challenging  for  me  to  become  employed.  In  order  to  do  my  job  I 
need  special  supports.  I  use  a  power  wheelchair  for  mobility.  I  am 
using  my  manual  chair  today  because  accessible  transportation  was 
not  available  early  enough  to  get  me  to  the  airport  by  7:00  in  the 
morning.  As  you  can  see,  I  also  use  augmentative  communication, 
without  which  it  would  be  very  difficult  for  me  to  do  my  job.  And 
I  need  personal  assistance  services  to  assist  me  with  many  daily 
living  activities. 

I  would  like  to  introduce  Nancy  Inman  who  is  a  speech  patholo- 
gist consulting  with  the  manufacturer  of  the  liberator  that  I  use  for 
speech.  If  I  speak  too  long  this  morning  Nancy  will  just  turn  off 
my  voice.  [Laughter.] 
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On  a  more  serious  note,  in  spite  of  the  large  number  of  success 
stories  such  as  mine,  too  many  Americans  automatically  assume 
that  because  of  our  disability  individuals  like  myself  cannot  become 
employed  nor  be  contributing  members  of  society.  They  cannot  see 
beyond  the  disability  as  the  defining  characteristic  of  the  person. 
They  cannot  look  beyond  it  to  see  the  contributions  people  with  sig- 
nificant disabilities  make  in  this  world  when  they  are  given  the  ap- 
propriate supports  and  services. 

A  1986  Lou  Harris  poll  revealed  that  of  the  approximately  13 
million  people  with  disabilities  of  working  age,  barely  4  million  are 
now  employed,  and  fewer  than  two-thirds  of  these  are  full  time, 
meaning  that  nearly  9  million  people  with  disabilities  experience 
chronic  unemployment.  The  good  news  is  that  these  numbers  can 
and  will  change  so  long  as  the  Federal  Government  remains  our 
partner  in  progress.  The  path  to  the  elimination  of  dependency  on 
public  dollars  has  been  provided  through  Federal  assistance.  With- 
out Federal  leadership,  the  promise  of  independence  will  be  hollow 
for  many  people. 

Mr.  Chairman,  this  committee  holds  the  key  to  a  critical  role  of 
the  Federal  Government.  The  decisions  that  you  make  have  a  dra- 
matic impact  on  the  lives  of  millions  of  children  and  adults  with 
disabilities.  The  1986  Harris  poll  also  found  that  individuals  with 
disabilities  feel  overwhelmingly  that  advances  that  have  occurred 
in  their  lives  are  largely  the  result  of  Federal  leadership.  When  you 
make  the  difficult  decisions  for  the  fiscal  year  1997,  the  programs 
that  you  will  be  tempted  to  cut  are  the  very  ones  that  will  make 
the  most  difference  in  the  long  run  for  people  with  disabilities. 

Direct  service  money  is  essential,  but  without  discretionary 
money  to  keep  the  systems  abreast  of  cutting  edge  services,  they 
fast  become  mired  in  the  status  quo  and  lose  their  ability  to  visual- 
ize new  possibilities.  Without  the  assistance  of  the  Federal  re- 
search and  demonstration  projects  demonstrating  new  ways  of  pro- 
viding services,  systems  all  too  often  experience  difficulty  keeping 
up  with  the  knowledge  base  that  is  constantly  changing.  Systems 
have  difficulty  changing. 

In  establishing  your  fiscal  year  1997  priorities,  please  be  ever 
mindful  of  the  balance  between  the  service  dollar  and  the  discre- 
tionary dollar.  Let  me  give  you  an  example  of  this  balance.  The"  Re- 
habilitation Act  Amendments  of  1992  emphasized  individual 
empowerment  and  choice — values  this  Congress  holds  for  every 
American.  Through  the  very  effective  use  of  discretionary  funds  in 
RSA,  the  Department  of  Education  is  supporting  a  number  of 
projects  to  explore  the  implementation  of  choice  and  empowerment 
in  employment  training  programs.  These  projects  are  currently 
identifying  strategies  for  change  in  the  rehabilitation  system  and 
will  ultimately  make  the  full  implementation  of  choice  much  easier 
for  systems  of  employment  and  training  and  will  result  in  signifi- 
cant improvement  in  the  lives  of  people  with  disabilities. 

UCPA  has  a  number  of  recommendations  for  discretionary  fund- 
ing which  will  continue  to  push  the  envelop  of  possibilities  for  peo- 
ple with  disabilities.  I  will  mention  them  briefly.  The  UCPA  staff 
here  in  Washington  will  provide  you  with  more  specifics.  Our  sug- 
gestions are  to  expand  discretionary  supports  for  assistive  tech- 
nology for  people  with  disabilities  of  all  ages.  We  are  especially  in- 
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terested  in  the  possibilities  of  the  new  educational  technology  ini- 
tiatives in  the  Department  of  Education  and  will  include  rec- 
ommendations for  demonstrating  the  effectiveness  of  including  stu- 
dents with  disabilities  in  the  expanding  technology  and  tele- 
communications horizons. 

As  we  move  forward  with  establishing  one-stop  employment  cen- 
ters in  States,  it  is  critical  that  both  States  and  the  Department 
of  Labor  put  considerable  effort  into  understanding  the  array  of 
supports  and  services  that  should  be  in  place  to  ensure  access  to 
the  new  consolidated  systems  for  individuals  with  disabilities.  Sup- 
port from  the  Departments  of  Labor  and  Education  is  essential  for 
students  as  they  transition  from  school  to  work,  and  for  adults  as 
they  enter  and  maintain  work.  The  importance  of  the  Individuals 
with  Disabilities  Education  Act  discretionary  programs  to  promote 
the  use  of  technology  assistance  for  students  in  school,  activities 
supported  by  the  Technology  Assistance  for  Individuals  with  Dis- 
abilities Act,  and  research  and  demonstration  activities  in  the  Na- 
tional Institute  on  Disability  Research  and  Rehabilitation  are  also 
a  part  of  our  1997  recommendations.  We  believe  it  is  essential  that 
the  systems  turn  to  both  individuals  with  disabilities  and  their 
families  and  professionals  with  expertise  in  the  actual  implementa- 
tion of  state  of  the  art  programs  for  technical  assistance. 

Please  let  me  end  with  a  strong  thank  you  for  inviting  UCPA  to 
testify  this  morning.  The  tagline  on  our  stationery  is  "Advancing 
the  Independence,  Productivity  and  Full  Citizenship  of  People  with 
Disabilities."  On  behalf  of  our  members  and  the  children  and 
adults  with  cerebral  palsy  and  other  disabilities  whom  they  serve, 
I  appreciate  the  opportunity  to  share  with  you  ways  in  which  we 
hope  you  will  join  us  in  this  effort.  I  will  be  happy  to  try  to  answer 
any  questions. 

Mr.  Porter.  Mr.  Richmond  and  Ms.  Inman,  thank  you  very 
much  for  your  testimony.  I  have  to  say  I've  been  on  the  subcommit- 
tee for  15  years,  I  had  not  seen  this  technology  before.  It's  obvi- 
ously very  impressive.  I'd  like  to  say  also  I'm  in  the  middle  of  a 
primary  election  campaign.  My  voice  has  been  giving  out  lately  and 
I  might  want  to  borrow  this.  [Laughter.] 

It  sounds  very,  very  good;  it  really  does.  Not  only  have  your 
words  made  the  case,  but  seeing  the  technology  and  how  it  works 
makes  the  case  for  a  commitment  in  this  area.  We  very  much  ap- 
preciate your  coming  here  to  testify  today  and  demonstrating  how 
well  that^works  and  how  it  really  helps  the  ability  to  communicate 
in  a  way^that  I  hadn't  imagined  before.  So  thank  you  both  very 
much. 

Mr.  Richmond.  Thank  you. 
[The  prepared  statement  follows:  | 


39 


STATEMENT  OF  GORDON  RICHMOND 
UNITED  CEREBRAL  PALSY  ASSOCIATIONS,  INC. 

Mr.  Chairman,  Members  of  the  Subcommittee,  my  name  is  Gordon  Richmond  I  currently 
serve  as  a  member  of  the  United  Cerebral  Palsy  Associations  Governmental  Activities  and 
Advocacy  Committee,  and  it  is  in  that  capacity  that  I  appear  before  you  today.  I  am  also  the 
Executive  Director  of  Hear  Our  Voices,  a  national  advocacy  organization  of  users  and  advocates 
for  augmentative  communication,  and  serve  through  an  appointment  by  Governor  Fob  James  on 
the  Alabama  Board  of  Statewide  Technology  Access  and  Response. 

United  Cerebral  Palsy  Associations  (UCPA)  embraces  the  premise  that  Americans  with 
disabilities,  like  all  other  citizens,  have  the  desire,  the  ability,  and  the  responsibility  to  be 
independent  —  to  shape  and  mold  their  own  lives  and  destinies.  UCPA's  affiliates  deliver 
services  to  individuals  with  disabilities  and  their  families  in  the  areas  of  early  childhood  and 
preschool  services,  assistive  technology,  education,  employment,  rehabilitation  and  community 
living.  These  services  are  supported  through  collaborative  partnerships  using  federal,  state  and 
local  dollars,  as  well  as  assistance  from  private  foundations  and  charitable  contributions.  We 
believe  we  are  a  shining  success  story  of  how  public/private  resources  can  be  combined  to 
provide  cutting  edge  opportunities  for  individuals  with  disabilities  and  their  families. 

I  want  to  discuss  with  you  this  morning  the  importance  of  technology  in  advancing  the 
independence  of  individuals  who  experience  a  significant  disability.  First,  let  me  tell  you  that 
yes,  I  am  gainfully  employed.  I  am  an  Administrative  Associate  in  the  Department  of  Medicine 
at  the  University  of  Alabama  at  Birmingham.  I  am  also  working  on  my  Masters  in  Public  Health 
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with  a  concentration  in  Health  Policy  at  the  University  of  Alabama.  I  earn  a  good  salary  and 
I  pay  taxes.  However,  unlike  each  of  you,  it  has  been  more  challenging  for  me  to  become 
employed.  In  order  to  do  my  job  I  need  special  supports.  I  use  a  wheel  chair  for  mobility.  I 
am  using  my  hand  chair  today  instead  of  my  power  one  because  accessible  transportation  was 
not  available  early  enough  to  get  me  to  the  Birmingham  airport  for  a  7:00  a.m.  flight  on  Saturday 
morning.  As  you  can  see,  I  also  use  augmentative  communication,  without  which  it  would  be 
difficult  for  me  to  do  my  job.  And  I  need  personal  assistance  services  to  assist  me  with  many 
functional  skills  at  home  and  at  work. 

In  spite  of  the  large  number  of  success  stories  such  as  my  own,  too  many  Americans 
automatically  assume  that  because  of  our  disability  individuals  like  me  cannot  become  employed 
x  nor  be  contributing  members  of  our  society.  They  cannot  see  beyond  disability  as  the  defining 
characteristic  of  the  person.  They  cannot  look  beyond  it  to  see  the  contributions  people  with 
significant  disabilities  make  in  this  world  when  they  are  given  appropriate  supports  and  services. 

A  1986  Lou  Harris  poll  revealed  that  of  the  approximately  13  million  people  with 
disabilities  of  working  age,  barely  4  million  are  now  employed,  and  fewer  than  2/3  of  these  are 
full-time,  meaning  that  nearly  9  million  people  with  disabilities  experience  chronic 
unemployment.  A  follow-up  Harris  poll  it  -  994  reinforced  this  unacceptable  data.  The  good 
news  is  that  these  numbers  can  and  will  change  --  so  long  as  the  federal  government  remains  our 
partner  in  progress.  We  are  becoming  more  sophisticated  in  our  understanding  that  with 
individualized  supports  and  assistance,  such  as  the  technology  I  speak  to  you  with  and  the 
personal  assistant  that  accompanied  me  to  Washington,  employment  is  within  reach  for  everyone. 
This  path  to  the  elimination  of  dependency  on  public  service  dollars  has  been  provided  through 
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federal  assistance.  Conversely,  without  federal  leadership,  the  promise  of  independence  will  be 
hollow  for  many  people. 

Mr.  Chairman,  this  Committee  holds  the  key  to  a  critical  role  of  the  federal  government. 
The  decisions  that  you  make  each  year  have  a  dramatic  impact  on  the  lives  of  millions  of 
children  and  adults  with  disabilities.  The  1986  Harris  poll  also  found  that  people  with  disabilities 
feel  overwhelmingly  that  advances  that  have  occurred  in  their  lives  are  largely  the  result  of 
federal  leadership.  When  you  make  the  difficult  decisions  for  the  FY  1997  appropriations  bill, 
the  programs  that  you  will  be  tempted  to  cut  are  the  very  ones  that  will  make  the  most  difference 
in  the  long  term  for  people  with  disabilities. 

Direct  service  money  is  essential,  but  without  discretionary  money  to  keep  the  systems 
abreast  of  cutting  edge  services,  systems  fast  become  mired  in  the  status  quo  and  lose  their  ability 
to  visualize  new  possibilities  for  individual  lives.  Without  federal  research  dollars  devoted  to 
demonstrating  new  ways  of  providing  services,  systems  all  too  often  experience  difficulty  keeping 
up  with  a  knowledge  base  that  is  constantly  changing.  Systems  have  difficulty  changing.  The 
critical  mass  for  change  has  occurred  for  people  with  disabilities,  particularly  in  assisting  them 
to  become  participating,  tax  paying  members  of  communities,  through  federal  discretionary 
dollars  which  support  cutting  edge  programs  and  challenge  historical  ways  of  thinking  and  doing 
things.  In  establishing  your  FY  97  priorities,  please  be  ever  cognizant  of  the  balance  between 
the  service  dollar  and  the  discretionary  dollar  which  is  essential  to  the  system  infrastructure. 

Let  me  give  you  an  example  of  this  balance.  The  Rehabilitation  Act  Amendments  of 
1992  emphasized  individual  empowerment  and  choice  --  values  this  Congress  holds  for  all 
individuals  in  this  country.  Through  what  we  believe  to  be  a  very  effective  use  of  Rehabilitation 
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Services  Administration  (RSA)  discretionary  funds,  the  agency  is  supporting  a  -number  of 
demonstration  grants  to  explore  the  implementation  of  choice  and  empowerment  in  employment 
training  programs.  These  projects,  which  we  call  the  "choice  grants",  are  currently  identifying 
effective  strategies  for  change  in  the  rehabilitation  system.  This  handful  of  projects  will 
ultimately  make  the  full  implementation  of  choice  much  easier  for  systems  of  employment  and 
training  and  will  result  in  significant  improvement  in  the  lives  of  people  with  disabilities. 

UCPA  has  a  number  of  recommendations  for  funding  of  discretionary  research  and 
demonstration  programs  which  will  continue  to  push  the  envelope  of  possibilities  for  individuals 
with  disabilities.  I  will  mention  them  briefly.  The  Governmental  Activities  staff  at  UCPA  will 
provide  you  with  more  specifics.  Our  suggestions  are  to  expand  discretionary  supports  for 
assistive  technology  for  people  with  disabilities  of  all  ages  from  early  childhood  through  the  adult 
years.  We  are  especially  interested  in  the  possibilities  of  the  new  educational  technology 
initiatives  in  the  Department  of  Education  and  will  include  recommendations  for  demonstrating 
the  effectiveness  of  including  students  with  disabilities  in  the  expanding  technological  and 
telecommunications  horizons.  As  we  move  forward  with  establishing  one-stop  employment 
centers  in  states,  it  is  critical  that  both  states  and  the  Department  of  Labor  put  considerable  effort 
into  understanding  the  array  of  supports  and  services  that  should  be  in  place  for  individuals  with 
disabilities  to  ensure  that  they  can  access  this  new  consolidated  system.  Support  from  the 
Departments  of  Labor  and  Education  is  essential  for  students  as  they  transition  from  school  to 
work,  and  for  students  with  disabilities  as  they  enter  and  maintain  employment.  The  importance 
of  the  Individuals  with  Disabilities  Education  Act  discretionary  programs  to  promote  the  use  of 
technology  assistance  for  students  with  disabilities  in  school,  activities  supported  by  the 
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Technology  Assistance  for  Individuals  with  Disabilities  Act,  and  research  and  demonstration 
activities  in  the  National  Institute  on  Disability  Research  and  Rehabilitation  (NIDRR)  are  also 
a  part  of  our  FY  1997  recommendations.  We  believe  that  it  is  essential  that  the  systems  turn  to 
both  individuals  with  disabilities  and  their  families  and  professionals  that  are  well  steeped  in  the 
actual  implementation  of  state  of  the  art  programs  for  technical  assistance  This  type  of  technical 
assistance  will  be  a  recurring  theme  in  all  of  our  recommendations. 

Please  let  me  end  with  a  strong  thank  you  for  inviting  UCPA  to  testify  this  morning.  The 
tagline  on  our  stationery  is  Advancing  the  Independence,  Productivity  and  Full  Citizenship  of 
People  with  Disabilities.  On  behalf  of  our  members  and  the  children  and  adults  with  cerebral 
palsy  and  other  disabilities  whom  they  serve,  I  appreciate  the  opportunity  to  share  with  you  ways 
in  which  we  hope  that  you  will  join  us  in  this  effort    I  wili  be  happy  to  answer  any  questions. 


5 


44 


Mr.  Porter.  We  are  now  at  thirteen  minutes  after  the  hour. 
We're  running  behind  our  schedule  fairly  substantially.  I  want  to 
keep  us  moving  right  along  if  we  may. 


Tuesday,  February  27,  1996. 

WITNESS 

TERRY  W.  HARTLE,  AMERICAN  COUNCIL  ON  EDUCATION 

Mr.  Porter.  Our  next  witness  is  Terry  W.  Hartle,  the  vice  presi- 
dent of  the  American  Council  on  Education.  Terry,  it's  good  to  see 
you  again.  Please  proceed. 

Mr.  Hartle.  Thank  you,  Mr.  Chairman.  I  am  delighted  to  be 
here.  I'm  testifying  this  morning  on  behalf  of  the  American  Council 
on  Education  and  26  other  organizations  that  are  involved  with 
higher  education  here  in  Washington,  D.C.  I'd  like  to  begin,  Mr. 
Chairman,  by  thanking  you  and  thanking  the  members  of  the  com- 
mittee for  all  that  you  did  last  year  in  a  very  difficult  budget  cli- 
mate to  provide  an  adequate  level  of  support  for  student  financial 
assistance.  Obviously,  the  fiscal  year  1996  budget  is  still  being  fi- 
nalized for  this  committee  and  there  are  some  areas  where  we  hope 
you  will  recede  to  the  Senate.  But  we  recognize  what  extreme  fund- 
ing constraints  this  committee  was  under  and  appreciate  what  you 
have  done. 

I  also  want  to  thank  the  committee  for  its  strong  support  for  bio- 
medical research.  The  significant  funding  increase  that  this  com- 
mittee achieved  will  provide  dividends  for  the  Nation  for  years  to 
come. 

I  have  submitted  a  full  statement  for  the  record  with  detailed 
recommendations.  I  would  like  to  make  four  brief  points  for  the 
committee  this  morning,  Mr.  Chairman. 

First,  many  students  in  this  country  depend  on  Federal  student 
assistance  to  go  to  college.  There  are  15  million  college  students  in 
the  United  States.  At  public  colleges,  more  than  50  percent  of  the 
full-time  students  need  some  form  of  Federal  financial  assistance 
to  attend.  And  at  private  colleges  and  universities,  the  figure  is  in 
excess  of  70  percent.  Colleges  put  a  lot  of  their  own  money  into  stu- 
dent aid.  In  1994,  colleges  invested  over  $9  billion  in  student  aid. 
This  represents  a  250  percent  increase  in  the  last  decade.  At  a  few 
schools,  the  amount  of  institutional  aid  exceeds  the  amount  of 
money  that  the  Federal  Government  puts  into  student  aid.  But 
that's  at  very  few  institutions.  Colleges  recognize  that  the  Federal 
Government  can't  do  this  entirely  by  itself  They've  made  a  sub- 
stantial commitment,  but  neither  can  the  colleges  do  it  alone. 

The  second  point  I  would  make  for  the  committee  is  that  Federal 
student  aid  is  delivered  in  such  a  way  that  helps  create  a  market- 
place and  gives  students  maximum  choice  in  deciding  where  to  go 
to  school.  Ninety- three  percent  of  the  money  in  the  Federal  student 
aid  programs  is  in  the  form  of  a  voucher  that's  given  to  students 
and  students  can  take  it  to  any  institution  they  want  to  that  is 
deemed  eligible  by  the  Department  of  Education.  In  this  way,  stu- 
dents have  widespread  choice  in  deciding  where  and,  indeed,  when 
to  go  to  schooL  The  campus-based  student  aid  funds,  like  work- 
study  and  supplemental  grants,  represent  just  7  percent  of  total 
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student  aid.  These  are  awarded  to  the  colleges,  the  colleges  then 
award  them  to  students  according  to  Federal  eligibility  rules  in 
ways  that  make  sure  that  the  money  goes  to  the  neediest  students. 

The  third  point  I'd  make  for  you  this  morning  is  that  Federal 
student  aid  funds,  especially  in  the  student  loan  program,  are 
being  administered  more  effectively  and  efficiently  by  the  Depart- 
ment of  Education  than  ever  before.  Between  19S0  and  1995,  the 
amount  of  money  borrowed  in  the  Federal  student  loan  program 
more  than  doubled  but  the  amount  of  money  spent  on  student  loan 
defaults  fell  by  more  than  75  percent.  To  be  more  precise,  student 
borrowing  went  from  $12  billion  to  $25  billion;  the  net  annual  cost 
of  loan  defaults  to  the  Federal  Government  went  from  $2  billion  to 
$400  million. 

I  think  further  progress  is  clearly  possible  in  this  area,  and  $400 
million  is  an  awful  lot  of  money,  but  the  Department  of  Education 
has  clearly  turned  the  corner  on  running  this  program.  This  is  a 
bipartisan  accomplishment.  It  was  begun  when  Lamar  Alexander 
was  Secretary  of  Education,  Secretary  Riley  has  continued  it,  and 
certainly  it  has  been  a  matter  of  bipartisan  concern  on  Capitol  Hill. 
But  it  is  good  news  for  the  taxpayers;  their  money  is  being  spent 
more  carefully  and  monitored  more  closely  than  ever  before. 

Finally,  the  fourth  point  I  would  make  for  the  committee  is  that 
I  think  student  aid  will  be  even  more  important  in  the  future  than 
it  has  been  in  the  past  because  many  fiscally  pressed  States  are 
cutting  their  support  for  higher  education  and  making  a  conscious 
decision  to  let  tuition  increase  at  State  colleges  and  universities.  As 
the  members  of  this  committee  well  know,  in  most  States  spending 
on  prisons  and  Medicaid  is  up  and  spending  on  higher  education 
is  down.  Eighty  percent  of  America's  college  students  attend  public 
colleges  and  universities.  So  the  price  of  a  public  college  is  vitally 
important  to  those  families  that  want  to  send  a  child  to  college. 

The  Department  of  Education  recently  released  a  report  snowing 
that  the  level  of  State  support  for  higher  education  per  enrolled 
student  is  now  at  the  lowest  level  since  the  1930s.  That's  a  huge 
change  in  where  we've  been.  The  result  is  students  face  much  high- 
er tuition  than  they  ever  have  in  the  past.  At  the  University  of 
California,  the  125,000  undergraduates  there  this  year  will  pay  450 
percent  more  in  tuition  than  their  older  brothers  and  sisters  paid 
in  1980.  At  the  City  University  of  New  York,  the  200,000  students 
there  will  pay  315  percent  more  in  tuition  than  their  predecessors 
paid  in  1980.  And  indeed  a  tuition  increase  has  been  suggested  for 
next  year  by  Governor  Pataki.  Colleges  don't  set  these  tuition  lev- 
els I  emphasize,  States  do.  And  what  we're  seeing  is  States  putting 
money  into  some  things  and  taking  it  from  others,  as  often  happens 
in  public  policy,  and  what  they're  taking  away  from  is  higher  edu- 
cation. 

Mr.  Chairman,  student  aid  is  a  powerful  investment  in  the  Na- 
tion's future.  This  committee  has  been  willing  to  look  at  that  in- 
vestment in  the  past  and,  as  I  indicated,  we  appreciate  what  you've 
done  in  the  past.  We  hope  that  you  will  consider  our  detailed  rec- 
ommendations when  you  put  together  this  year's  appropriations 
bill.  Thank  you  very  much. 

Mr.  Porter.  Mr.  Hartle,  how  do  you  respond  to  the  observation 
that  as  the  Federal  Government  puts  more  and  more  money  into 
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this  vital  area — let's  be  clear  that  this  is  a  priority  for  public 
spending  like  perhaps  no  other,  because  if  you  don't  have  an  edu- 
cated citizenry  you're  not  going  to  be  able  to  compete  with  many 
other  societies  worldwide.  It  is  certainly  something  that  is  a  very 
high  priority  for  this  subcommittee  as  well  as  for  the  Congress.  But 
how  do  you  answer  the  observation  at  least  that,  as  we  put  more 
money  into  student  financial  assistance,  tuition  keeps  rising?  In 
other  words,  it  seems  we're  simply  making  a  transfer  from  the  Fed- 
eral Government  to  institutions  across  the  country  and  never  are 
we  able  to  keep  up  with  the  increase  in  the  tuition  costs. 

Mr.  Hartle.  Thank  you  for  that  question,  Mr.  Chairman.  In- 
creases in  college  tuition  are  the  product  of  many,  many  things. 
One  thing  that  we  have  substantial  evidence  to  tell  us  is  that  in- 
creases in  tuition  seem  to  be  inversely  related  to  increases  in  Fed- 
eral student  aid.  I  mentioned  a  few  moments  ago  that  the  amount 
of  student  loan  money  available  has  more  than  doubled  in  the  first 
five  years  of  this  decade.  And  by  all  accounts,  the  rate  of  tuition 
increases  have  slowed  in  the  first  five  years  of  this  decade  relative 
to  the  1980s.  Two  factors  in  particular  seem  very  important  in  tui- 
tion going  up.  One  is  that  institutions,  especially  in  the  last  ten 
years,  have  begun  to  take  a  fair  amount  of  their  own  money  from 
tuition  and  to  put  it  into  student  aid  for  financially  needy  students. 
We're  now  up  to  about  $10  billion,  as  I  mentioned. 

The  second  thing  that's  clearly  a  factor  here  is  that  States  are 
cutting  support  in  favor  of  letting  tuition  rise.  I  don't  know  a  single 
college  or  university  president  that  likes  to  have  high  tuition.  No 
college  or  university  president  ever  finds  himself  getting  grilled 
about  why  is  your  tuition  so  low.  They  usually  have  trouble  when 
it's  on  the  other  side.  And  we  have  plenty  of  evidence  that  in  the 
current  environment  colleges  and  universities  are  taking  stronger 
steps  than  ever  before  to  hold  down  the  rate  of  tuition  increases. 
We've  seen  some  schools  that  have  just  decided  flat  out  to  cut  their 
tuition  from  the  level  that  it  was  a  couple  of  years  ago,  just  across 
the  board  for  all  students,  and  a  couple  of  Ivy  League  institutions 
this  year  have  announced  that  their  tuition  increases  for  the  com- 
ing academic  year  will  be  the  lowest  in  30  years.  So  I  think  colleges 
are  acutely  aware  of  the  extent  to  which  they  may  well  be  pricing 
themselves  out  of  the  market  and  we're  seeing  changes  in  that 
area. 

Mr.  Porter.  Clearly,  college  tuition  has  risen  faster  than  almost 
any  other  segment  of  our  economy.  Health  care  may  be  close,  but 
I  think  probably  college  tuition  is  faster.  Let  me  ask  one  other 
question.  The  purpose  of  providing  student  financial  assistance  is 
to  guarantee  access  to  higher  education.  How  do  we  measure  out- 
comes? It  seems  to  us  increasingly  here  that  we  have  to  see  results 
for  the  money  we  spend,  we  have  to  have  a  way  of  measuring  what 
those  results  are.  And  so  what  is  our  measure  here  in  respect  to 
student  financial  assistance  where  we  can  justify  the  spending  of 
the  money? 

Mr.  Hartle.  Another  good  question.  Because  there's  so  much  di- 
versity in  American  higher  education,  it  is  very  difficult  to  concep- 
tualize an  outcome  measure  that  would  work  for  all  colleges  and 
universities.  We  have  some  colleges  where  you  have  no  electives 
and  some  colleges  where  you  have  no  required  courses.  It's  very 
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hard  to  figure  out  what  an  outcome  measure  or  standards  might 
be,  that  certainly  we're  seeing  the  difficulty  of  finding  standards 
that  work  at  the  secondary  school  level. 

We've  begun  in  the  last  few  years  to  talk  about  outcome  meas- 
ures and  look  for  ways  to  do  this.  The  Department  of  Education 
last  year  published  regulations  to  implement  the  Student  Right  to 
Know  Act  that  will  begin  to  require  colleges  to  publish  graduation 
rates  using  federally  specified  formula  so  that  students  and  their 
parents  and  the  Government  will  be  able  to  see  what  the  chances 
are  of  students  graduating  as  time  goes  by.  And  more  and  more 
States  are  starting,  especially  in  the  public  sector,  to  impose  grad- 
uation rates  on  State  systems.  I  think  that  the  public  policy  devel- 
opments in  this  area  are  going  to  happen  pretty  rapidly  in  the  next 
few  years  because,  as  you  indicate,  more  and  more  States  and  insti- 
tutions are  acutely  aware  that  people  want  to  know  what  it  is 
they're  getting  for  their  money. 

Mr.  PoitTKU.  I'm  not  sure  graduation  rates  are  a  good  measure 
either,  though.  We  know  that  graduation  rates  sometimes  in  public 
education  tell  us  nothing  about  whether  the  students  are  actually 
prepared  for  productive  roles  in  our  society  or  have  the  skills  that 
they  need  to  go  on  for  higher  education.  So  perhaps  we  have  to  look 
beyond  simply  graduation  rates. 

Mr.  HARTLK.  I  think  we  do,  too.  Graduation  rates  themselves  are 
a  double-edged  sword.  You  wouldn't  want  to  compare  Oakton  Com- 
munity College  with  Northwestern,  say,  because  of  the  different 
student  bodies  that  they  are.  They  come  with  very  different  levels 
of  preparation  and  background  and  it  would  be  very  hard  to  draw 
conclusions  just  by  looking  at  those  two  schools  and  comparing 
them  to  each  other. 

Mr.  POttTKtt.  I  agree.  Thank  you  very  much,  Mr.  Hartle,  for  your 
testimony  this  morning.  It's  good  to  see  you  again. 

Mr.  HAUTLK.  Nice  to  see  you.  Thank  you. 

I  The  prepared  statement  follows:  | 
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Mr.  Chairman  and  members  of  the  Subcommittee: 

I  am  Terry  Hartle,  vice  president  of  the  American  Council  on  Education.  I  am 
pleased  to  have  an  opportunity  to  speak  with  you  about  federal  student  aid  in 
the  context  of  the  fiscal  year  1997  appropriation  for  the  Departments  of  Labor, 
Health  and  Human  Services,  and  Education.  The  views  presented  in  this 
statement  are  endorsed  by  the  26  higher  education  associations  listed  on  the 
cover  sheet,  whose  membership  encompasses  the  nation's  3,600  colleges  and 
universities  and  the  14  million  students  they  educate. 

I  would  like  to  begin  by  commending  you,  Chairman  Porter,  and  the  members 
of  this  subcommittee  for  understanding  that  an  investment  in  federal  student 
aid  is  an  investment  in  a  stronger,  healthier,  and  more  robust  nation.  We  are 
grateful  to  each  of  you  for  preserving  and  enhancing  FY  1996  funding  for 
student  aid  and  biomedical  research.  We  particularly  wish  to  thank  you  for 
approaching  the  task  of  meeting  your  FY  1996  allocation  level  by  making  line- 
by-line  decisions  about  program  funding  rather  than  simply  succumbing  to 
pressure  for  a  numeric  reduction  formula;  for  exceeding  by  $40  the  previous 
high-water  mark  for  the  Pell  Grant  maximum  award;  and  for  maintaining 
stable  funding  for  Supplemental  Educational  Opportunity  Grants  (SEOG), 
Federal  Work-Study  (FWS),  and  TRIO.  We  hope  that  you  will  act  again  this 
year  to  safeguard  advanced  research  and  promote  access  to  higher  education. 

I  would  like  to  devote  these  comments  predominantly  to  the  critical  area  of 
federal  student  aid  in  the  hope  of  persuading  you  to  assign  a  high  priority, to 
growth  in  the  student  aid  programs  in  this  year's  appropriations  process.  College 
is  the  best  investment  in  America's  future.  It  was  President  Richard  Nixon  who 
first  articulated  the  public  policy  vision  that  gave  rise  to  the  Pell  Grant 
legislation.  In  his  March  19,  1970,  message  on  higher  education,  President  Nixon 
stated,  "No  qualified  student  who  wants  to  go  to  college  should  be  barred  by  lack 
of  money.  That  has  long  been  a  great  American  goal;  I  propose  to  achieve  it 
now."  Each  subsequent  president  through  President  Clinton  has  reaffirmed  this 
policy,  but  achieving  the  goal  has  proven  elusive,  and  unequal  opportunity  has 
been  a  persistent  problem  that  we  must  work  to  surmount. 

In  recent  years,  higher  education  has  been  buffeted  at  both  the  state  and 
federal  levels  by  severe  budget  cuts  or  by  unsteady  and  uncertain  support. 
The  latter  has  been  particularly  true  with  respect  to  federal  student  financial 
assistance.  After  adjusting  for  inflation,  the  value  of  the  maximum  award 
since  Pell  Grants  first  were  established  has  declined  by  more  than  30  percent, 
with  more  than  half  of  the  erosion  occurring  in  the  1980s.  By  comparison,  a 
GI  Bill  scholarship  would  be  worth  $9,400  in  constant  dollars,  or  six  times  the 
current  average  Pell  Grant.  The  value  of  Supplemental  Educational 
Opportunity  Grants  has  declined  by  nearly  20  percent,  and  Federal  Work- 
Study  by  more  than  40  percent.  The  fate  of  Federal  Perkins  Loans  and  State 
Student  Incentive  Grants  will  not  be  determined  until  final  action  has 
occurred  on  the  FY  1996  appropriation,  but  as  of  last  year  these  important 
programs  had  declined  by  in  value  70  percent  and  49  percent,  respectively. 
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While  grant  aid  has  lost  value,  reliance  on  loans  has  skyrocketed  for  students 
in  all  income  ranges.  Students  borrowed  in  excess  of  $25  billion  in  1994-95, 
more  than  four  times  the  $6  billion  allocated  for  the  Pell  Grant  program, 
which  was  meant  to  be  the  foundation  of  federal  student  aid.  In  addition, 
today's  college  students  work  harder  for  their  degrees  than  ever  before. 
According  to  the  U.S.  Bureau  of  Labor  Statistics,  the  average  full-time  college 
student  works  25  hours  a  week.  And  finally,  college-age  youths  from  the 
highest  income  families  are  more  than  three  times  as  likely  to  be  enrolled  in 
college  as  those  from  the  lowest  income  groups. 

These  trends  have  contributed  substantially  to  widespread  anger  and 
~  disaffection  among  Americans  who  feel  that  they  are  working  harder  but  not 
-  gaining  on  the  American  dream.  Most  Americans  view  providing  a  college 
education  for  their  children  as  a  key  element  of  upward  mobility,  and  they  are 
willing  to  make  enormous  personal  sacrifices  to  make  it  possible.  However, 
in  overwhelming  numbers,  they  also  regard  helping  to  make  college 
affordable  for  them  through  grant  and  loan  assistance  as  a  central 
responsibility  of  the  federal  government.  Extensive  polling  results  provide 
evidence  for  this  claim,  with  student  aid  ranking  alongside  Social  Security  as 
a  top  national  priority.  Polling  data  also  reveal  overwhelming  support  for 
student  aid  across  all  demographic  groups,  regardless  of  party  affiliation,  age, 
income,  or  race. 

As  the  members  of  this  subcommittee  prepare  to  undertake  the  difficult 
challenge  of  drafting  the  FY  1997  appropriations  bill,  we  respectfully  make  the 
following  recommendations: 

•  Appropriate  a  substantial  incase  in  the  FY  1997  Pell  Grant  maximum 
award  without  increasing  the  minimum  grant.  We  understand  that  the 
president's  more  detailed  FY  1997  budget  request,  which  will  be  submitted 
shortly,  will  contain  a  substantial  increase  in  Pell  Grant  funding  to  support  a 
$2700  maximum  grant  award,  and  we  strongly  urge  you  to  accept  this  request. 
There  is  currently  a  large  surplus  of  unexpended  Pell  Grant  funds.  While 
cautious  forecasting  is  preferable  to  the  shortfalls  we  experienced  a  few  years 
ago,  this  surplus  has  grown  to  an  amount  well  in  excess  of  $1  billion,  and 
should  make  it  possible  to  provide  a  substantial  increase  in  the  maximum 
award  without  compromising  the  ever-tightening  subcommittee  allocation 
cap.  Further,  we  urge  you  to  avoid  imposing  legislative  devices  such  as  the 
FY  1995  cap  on  eligibility  or  last  year's  increase  in  the  minimum  award  as  a 
means  of  rationing  funding.  The  effect  of  increasing  the  minimum  award 
from  $400  to  $600  would  have  been  to  cut  some  300,000  needy  students  from 
Pell  Grant  eligibility. 
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•  Approve  a  meaningful  increase  in  the  FY  1997  appropriation  for  campus- 
based  student  aid  programs  and  the  State  Student  Incentive  Grant.  These 
programs  comprise  an  interactive  web  of  assistance  that  enables  higher 
education  institutions  to  tailor  aid  to  the  individual  based  on  a  more 
complete  picture  of  family  resources  and  need.  They  effectively  leverage 
additional  funds  at  the  state  and  local  level,  and  have  been  invaluable  in 
helping  to  cushion  the  decline  in  Pell  Grant  value.  Each  program  has  its  own 
distinctive  role  and  focus,  and  serves  students  with  different  income 
characteristics.  Federal  Work-Study  is  the  premiere  self-help  program, 
encouraging  students  to  develop  good  work  habits.  SEOG  helps  fill  the  gap 
between  the  authorizations  and  appropriations  for  Pell.  Perkins  Loans  are  an 
additional  loan  program  for  those  that  need  extra  help.  If  the  student  enters  a 
specified  profession,  such  as  teaching  or  nursing,  in  a  rural  or  disadvantaged 
area,  all  or  part  of  the  loan  can  be  forgiven.  SSIG  funds  are  targeted  at  the 
neediest  students  and  comprise  one-third  or  more  of  total  student  grant  funds 
in  ten  states.  We  anticipate  a  substantial  increase  in  the  president's  budget  for 
Federal  Work-Study,  and  we  urge  you  to  accept  this  increase.  While  we  do 
not  yet  know  the  amount  of  the  request  for  Supplemental  Educational 
Opportunity  Grants,  we  urge  you  to  provide  a  significant  increase  for  this 
important  program,  and  to  continue  to  provide  funding  for  Perkins  Loans 
and  State  Grants. 

•  Maintain  Funding  for  Graduate  Fellowships-  The  Department  s  graduate 
fellowship  programs  enable  highly  talented  students  to  pursue  advanced 
degrees  to  become  the  nation's  next  generation  of  teachers  and  researchers  who 
will  carry  forward  our  unmatched  system  of  higher  education,  research,  and 
scholarship.  We  appreciate  the  committee's  continued  strong  support  of  the 
Graduate  Assistance  in  Areas  of  National  Need  (GAANN)  program,  but  regret 
that  the  subcommittee  chose  not  to  fund  the  Javits  and  Harris  fellowship 
programs  in  FY  1996.  The  subcommittee  did  note  in  its  report  that  the  decision 
not  to  fund  the  Javits  program  was  one  of  the  most  difficult  it  had  to  make. 
We  recognize  that  difficult  decisions  must  be  made  about  the  number  of 
programs  the  Department  of  Education  administers,  and  we  have  been 
discussing  with  the  department  various  approaches  to  consolidating  the  Title 
IX  graduate  fellowship  programs.  We  ask  the  committee  to  provide  FY  1997 
sustaining  funding  for  the  GAANN,  Javits,  and  Harris  programs  until  the 
higher  education  community  can  work  with  Congress  and  the  administration 
during  the  reauthorization  of  the  Higher  Education  Act  to  enact  thoughtful 
revisions  to  the  Title  IX  programs  that  will  simplify  and  consolidate  those 
programs  while  maintaining  their  key  educational  components. 

•  Provide  substantial  funding  increase  for  TRIO  programs.  Such  an  increase 
would  give  additional  students  from  low-income  families  a  realistic  chance  to 
enter  college  and  to  graduate.  Just  as  Head  Start  has  proved  successful  in 


52 


Higher  Education  Testimony 
FY  1997  Appropriations 
February  27,  1996 
Page  4 


mitigating  the  effects  of  economic  disadvantage  and  helping  young  children 
benefit  from  education,  TRIO  programs  vastly  improve  a  disadvantaged 
youth's  chance  of  attaining  a  college  degree.  However,  fewer  than  5  percent 
of  those  eligible  for  services  are  able  to  receive  them  at  current  funding  levels. 

•  Provide  a  modest  increase  above  the  FY  1996  level  for  Title  III  (Developing 
Institutions)  Programs.  All  categories  of  Title  HI  funding  perform  a  critical 
role  in  sustaining  the  viability  and  existence  of  institutions  that  serve  a  very 
high  percentage  of  students  with  extreme  financial  need.  The  institutions 
that  compete  for  Title  III  awards  are,  by  definition,  in  great  financial  need  and 
serve  substantial  percentages  of  disadvantaged  and  minority  students. 
Because  these  institutions  derive  scant  revenue  from  alumni  contributions, 
corporate  donors,  or  large  endowments,  Title  III  funds  are  a  critical  means  for 
institutional  improvement  and  renewal.  We  hope  that  the  resolution  of  the 
final  FY  1996  appropriation  will  include  funding  for  all  Title  III  contracts  and 
grants.  Failure  to  provide  this  level  ofTunding  will  impact  especially  those 
-   schools  that  are  in  the  midst  of  the  three-  to  five-year  grant  cycle  and  have 
made  commitments  based  on  the  funds  they  have  been  promised.  If  these 
funds  were  canceled  precipitously,  Ohio  Dominican  College,  for  example, 
would  be  forced  to  raise  replacement  funds  from  tuition  revenue  in  a  single 
year,  and  schools  such  as  Sul  Ross  State  University  in  Texas  would  compelled 
to  cut  services  to  disadvantaged  students  drastically. 

Finally^  I  would  like  to  conclude  with  a  word  about  the  FY  1996  appropriation. 
In  spite*  of  the  difficulty  of  presenting  testimony  without  either  an  FY  1996 
baseline  or  an  FY  1997  administration  budget  request,  we  applaud  the 
subcommittee's  decision  to  begin  its  hearing  process.  We  recognize  that  final 
action  on  an  appropriation  bill  is  beyond  the  control  of  an  individual 
subcommittee.  Nevertheless,  this  year's  shutdowns  and  delays  have  thrown 
the  student  aid  delivery  system  into  turmoil,  causing  disruption  for  millions 
of  families  whose  decisions  about  whether  and  where  to  send  their  children 
to  college  depend  on  knowing  the  amount  and  types  of  aid  they  might  be 
eligible  to  receive.  In  addition,  the  29  Native  American  tribal  colleges  all 
have  had  to  resort  to  extreme  measures  as  a  consequence  of  the  incomplete 
FY  1996  appropriations.  For  example,  Nebraska  Indian  Community  College 
was  forced  to  cut  courses  by  one-third  and  laid  off  one-fourth  of  the  faculty. 
We  urge  you  to  exert  your  influence  to  reach  closure  on  the  FY  1997  bill  in  a 
timely  fashion  to  avoid  a  repeat  of  this  turbulent  year. 

Thank  you  for  your  consideration  of  these  views.  We  hope  that  the 
recommendations  we  have  presented  will  assist  you  in  the  difficult  process 
that  lies  ahead. 
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Tuesday,  February  27,  1996. 

WITNESSES 

TOM  LOPP  AND  DAVE  WILKINSON,  AMERICAN  VOCATIONAL  ASSOCIA- 
TION 

Mr.  Porter.  Our  next  witness  is  Tom  Lopp,  the  president,  and 
Dave  Wilkinson,  the  education  director,  Arizona  Builder's  Alliance, 
testifying  in  behalf  of  the  American  Vocational  Association.  Mr. 
Lopp. 

Mr.  Lopp.  Mr.  Chairman,  members  of  the  subcommittee,  my 
name  is  Tom  Lopp.  I  am  Director  of  Vocational  Education  for 
Washington  State.  Today  I  am  speaking  as  the  President  of  the 
American  Vocational  Association,  which  represents  38,000  voca- 
tional educators  and  business  professionals  nationwide.  AVA's  mis- 
sion is  to  provide  educational  leadership  in  developing  a  competi- 
tive workforce. 

The  ability  of  the  United  States  to  compete  in  a  global  economy 
is  tied  directly  to  the  Federal  investment  in  workforce  education. 
However,  in  the  past  15  years  Federal  support  for  vocational  edu- 
cation has  dropped  by  over  14  percent  when  adjusted  for  inflation. 
This  decline  comes  at  times  when  technology  is  rapidly  changing 
and  the  skill  needs  of  labor  market  are  increasing.  Therefore,  AVA 
requests  that  Congress  appropriate  a  total  $1,178  billion  for  voca- 
tional education,  the  same  level  appropriate  for  fiscal  year  1995 
prior  to  the  passage  of  the  rescissions.  This  funding  is  critical  not 
only  to  prepare  for  the  new  block  grant  structure,  but  also  to  en- 
sure that  vocational  education  continues  to  improve  to  meet  the 
needs  of  all  students  and  employers. 

AVA  is  preparing  for  block  grants  which  strengthen  our  ties  to 
business.  To  demonstrate  this  commitment,  AVA  is  sharing  its  op- 
portunity to  testify  with  one  of  our  colleagues  in  this  effort,  David 
Wilkinson  of  the  American  Builder's  Alliance.  Our  relationship 
with  Mr.  Wilkinson  comes  through  AVA's  school-to-work  partners 
program,  a  new  initiative  to  formalize  our  ties  to  business  leaders 
who  see  the  importance  of  working  together  to  improve  vocational 
education.  With  that  brief  introduction,  and  with  your  permission, 
Mr.  Chairman,  I  thank  you  for  this  opportunity  to  turn  the  remain- 
der of  my  time  over  to  Mr.  Wilkinson. 

Mr.  Wilkinson.  Thank  you.  Mr.  Chairman,  members  of  the  com- 
mittee, prior  to  my  formal  remarks,  I  would  like  to  take  about  ten 
seconds  to  remember  somebody  very  special  to  me.  I  knew  him  as 
Uncle  Ed,  members  of  this  committee  and  staff  may  remember  him 
as  Edward  White  of  the  Office  of  the  Congressional  Record  who  re- 
cently retired  after  35  years  of  service.  He  died  this  month  and  I 
wanted  to  take  a  minute  to  get  his  name  into  the  record.  Thank 
you  very  much. 

Good  morning,  Mr.  Chairman  and  honorable  members  of  the  sub- 
committee. My  name  is  David  Wilkinson.  I  am  honored  to  be  ap- 
pearing before  you  to  discuss  an  issue  of  great  importance  to  the 
construction  industry — the  critical  need  for  a  skilled  workforce.  I 
would  also  like  to  thank  the  American  Vocational  Association  for 
this  opportunity  to  present  a  united  industry-education  front  on 
this  issue. 
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I  am  speaking  today  on  behalf  of  the  Associated  Builders  and 
Contractors,  a  national  trade  association  representing  approxi- 
mately 18,000  open  shop  construction  companies.  Our  industry  is 
larger  than  automotive  and  steel  combined.  Craft  training  is  ABC's 
top  priority.  ABC  chapters  and  members  are  currently  expanding 
their  training  programs  into  the  school-to-work  venue.  ABC  is  the 
primary  trade  association  which  created  the  National  Center  for 
Construction  Education  and  Research  two  years  ago.  The  National 
Center  is  the  largest  sponsor  of  school-to-work  programs  in  the 
United  States.  Currently,  only  11.7  percent  of  our  construction 
.  workforce  is  under  the  age  of  25.  If  we  are  to  end  this  downward 
spiral  of  unemployed  youth,  it  will  require  state  of  the  art  training 
which  is  necessary  to  acquire  good  paying  jobs. 

We  have  good  paying  jobs.  The  construction  industry  will  require 
at  least  240,000  new  workers  per  year  through  the  year  2005  to 
meet  identified  construction  and  infrastructure  projects.  The  supply 
of  this  much  needed  skilled  labor  must  come  from  schools  into  the 
industry.  Today,  unfortunately,  secondary  schools  are  not  reliable 
sources  for  our  current  skilled  labor  crises.  Secondary  school's  pri- 
mary focus  is  preparation  for  college.  Increased  college  entrance  re- 
quirements have  further  reduced  high  school  students  vocational 
educational  opportunities.  Current  distribution  of  funds  completely 
ignores  the  empirical  fact  that  more  than  half  of  high  school  stu- 
dents will  not  go  to  college,  fewer  still  will  complete  college. 

School-to-work  is  an  industry-driven  initiative  based  on  a  strong 
industry-education  partnership  with  businesses  taking  the  leader- 
ship role.  Skill  standards  and  training  curricula  that  adapt  rapidly 
to  the  industry's  changing  needs  are  critical  to  ensure  that  stu- 
dents receiving  vocational,  technical  education  meet  the  employ- 
ment standards  of  businesses  who  would  like  to  hire  them.  ABC 
has  developed  a  comprehensive  craft  training  program  for  construc- 
tion, the  Wheels  of  Learning  which  is  currently  in  use  to  provide 
school-to-work  training.  Programs  using  the  Wheels  of  Learning 
are  sponsored  in  17  States,  including  Texas,  Florida,  Arkansas,  and 
Mississippi. 

School-to-work  programs  are  very  successful  in  closing  the  gap 
between  high  school  and  career.  Integration  of  high  school  level 
academics,  in  demand  workplace  skills,  paid  work  site  learning, 
and  industry  recognized  credentials  are  absolutely  critical  compo- 
nents of  a  true  business-education  partnership.  Students  will  bene- 
fit by  acquiring  marketable  broad-based  skills,  including  college 
credit  and  on  the  job  training.  Employers  benefit  by  gaining  a  moti- 
vated, well-trained,  and  a  safe  workforce. 

We  recognize  funding  is  limited.  I  don't  envy  the  choices  that  this 
committee  must  make.  This  makes  it  more  critical  that  available 
funds  be  channelled  into  programs  most  successful  in  establishing 
business-education  partnerships  which  reflect  the  empirical  data 
which  describes  the  plight  of  high  school  students  and  graduates. 

Mr.  Chairman  and  honorable  members  of  this  subcommittee,  this 
concludes  my  testimony.  Mr.  Lopp  and  I  would  be  happy  to  take 
any  questions.  Thank  you  for  indulging  my  personal  request. 

Mr.  Porter.  Mr.  Wilkinson,  thank  you  for  your  testimony,  and 
Mr.  Lopp,  thank  you  for  your  testimony  as  well.  I  want  to  say  that 
we  very  much  remember  Edward  White  and  we're  very  sorry  to 
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hear  of  his  recent  death.  We  thank  you  for  coming  here  to  testify. 
We'll  take  your  words  seriously  in  our  deliberations.  Thank  you 
both  very  much. 

Mr.  Lopp.  Thank  you,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Members  or  the  Subcommittee,  my  name  is  Tom  Lopp.  I  am  the  Director  of  Vocational-Technical 
Education  in  Washington  state,  which  means  that  1  am  responsible  tor  vocational-technical  education  programs  in  296 
school  districts  serving  938.000  students.  Because  or  severe  funding  constraints  at  the  state  level  due  to  cuts  in  recent 
years,  I,  like  many  others  in  education  around  the  country,  have  tar  more  than  just  one  job  to  do.  I  am  the  Director 
of  School-to-Career  Transition,  which  began  in  1993  with  state  funds  and  now  is  supplemented  by  federal  funds  which 
are  critical  to  the  expansion  of  our  program  to  150  school  districts.  I  am  the  Director  of  "Running  Start,"  our  statewide 
programs  to  provide  high  school  students  to  take  community  college  or  university  courses,  free  of  charge  to  the  student 
and  for  postsecondary  credit,  while  they  are  juniors  and  seniors.  In  addition,  I  am  a  member  of  the  Governor's  Task 
Force  on  School-to-Work  and  was  recently  appointed  to  the  General  Motors  National  Advisory  Board  for  Youth 
Education  Systems. 

Today,  I  am  speaking  in  my  capacity  as  the  President  of  the  American  Vocational  Association  ( AVA),  which  represents 
38,000  vocational-technical  educators  and  business  professionals  nationwide.  AVA's  mission  is  to  provide  educational 
leadership  in  developing  a  competitive  workforce. 

With  these  many  roles  in  vocational-technical  education,  I  am  fortunate  to  be  able  to  assess  the  challenges  and 
experiences  the  successes  of  these  programs  from  a  national,  state,  and  local  perspective,  as  well  as  keep  an  eye  on 
how  they  affect  and  are  affected  by  the  global  economy.  I  am  pleased  to  have  been  invited  here  today  to  share  my 
views  with  you. 

FUNDING  REQUEST 

Developing  a  highly  skilled  and  highly  educated  workforce  is  an  issue  of  national  priority.  The  ability  of  the  United 
States  to  compete  in  a  global  economy  and  of  Americans  to  maintain  a  high  standard  of  living  is  tied  directly  to  the 
federal  investment  in  workforce  education.  However,  in  the  past  fifteen  years  federal  support  for  vocational-technical 
education  has  dropped  by  over  14%  when  adjusted  for  inflation.  This  decline  comes  at  a  time  when  technology  is 
rapidly  changing  and  the  skill  needs  of  the  labor  market  are  increasing.  At  this  time,  we  should  be  redoubling  our 
efforts  to  ensure  quality  vocational-technical  education,  not  decreasing  support  for  these  critical  programs. 

To  assure  that  American  Workers  remain  competitive  in  a  global  marketplace,  AVA  encourages  this  Subcommittee 
to  restore  funds  to  vocational-technical  education.  For  Fiscal  Year  (FY)  1997,  AVA  requests  that  the  Congress 
appropriate  a  total  of  $1 . 178  billion,  which  is  equal  to  the  total  amount  appropriated  in  FY  1995  prior  to  the  passage 
of  rescissions.  This  funding  level  is  essential  to  support  efforts  to  improve  vocational-technical  education.  These 
funds: 

•  Promote  the  development  of  agreements  between  secondary  and  postsecondary  education  providers  through 
programs  such  as  Tech  Prep.  In  fact,  nearly  two-thirds  of  all  high  school  vocational-technical  graduates  enter 
a  postsecondary  education  program. 

•  Encourage  coordination  between  employers  and  educators  to  ensure  that  students  are  receiving  the  most 
advanced  technology  education  and  career  skills.  To  respond  to  the  changing  workforce,  more  than  200.000 
representatives  from  business,  industry,  labor  and  community  groups  are  helping  to  design  curricula,  provide 
on-the-job  training  for  students,  offer  technical  assistance  to  teachers,  and  get  high  tech  equipment  into  schools. 

•  Further  the  advancements  that  have  been  made  over  the  last  several  years  to  integrate  vocational-technical 
education  with  academic  coursework  to  ensure  that  students  are  not  only  ready  for  the  rigors  of  work,  but  also 
are  able  to  adapt  and  advance  as  the  demands  of  career  and  family  life  increase.  What  students  gain  from  an 
integrated  program  and  from  participation  in  vocational  student  organizations  provides  direct  benefits  to 
business  through  their  increased  productivity  and  lower  remedial  training  costs. 
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FUNDING  STRUCTURE 

Vocational-technical  education  currently  is  raced  with  a  significant  challenge  -  preparing  tor  block  grants.  Both  the 
House  and  Senate  have  passed  bills  which  consolidate  vocanonal-technical  education,  adult  education,  and  job  training 
programs  into  block  grants  for  states.  These  bills  are  the  subject  of  a  House-Senate  conference  which  AVA  hopes  will 
be  completed  this  year. 

The  current  funding  structure  for  federal  support  for  vocational-technical  education  was  created  under  the  Carl  D. 
Perkins  Vocational  and  Applied  Technology  Education  Act  of  1990  (P.L.  101-392).  Though  the  authorization  expired 
at  the  end  of  Fiscal  Year  1995,  the  bill  was  automatically  extended  under  the  General  Education  Provisions  Act  (P.L 
90-247.  as  amended).  Without  action  by  Congress  to  complete  the  block  grant  bills  or  to  extend  the  Perkins  Act  for 
another  year,  no  authorization  will  exist  for  this  critical  federal  support  for  vocational-technical  education. 

SERVING  STUDENTS 

Today's  vocational-technical  education  programs  are  quite  different  from  what  many  perceive  them  to  be.  They  serve 
a  large,  diverse  group  of  students  through  a  wide  range  of  course  offerings.  In  fact: 

•  About  half  of  the  nation's  high  school  students  -  3.6  million  —  participate  in  about  94,000  vocational-technical 
education  programs  nationwide. 

•  The  National  Assessment  of  Vocational  Education  indicates  that  97  percent  of  all  high  school  students  take  at 
least  one  vocational-technical  education  course. 

•  Vocational-technical  education  programs  are  offered  in  more  than  9,000  community  colleges,  technical 
institutes  and  universities. 

•  Three  million  disadvantaged  students  and  students  with  disabilities  are  served  by  vocational-technical  education 
programs  each  year  at  the  secondary  and  postsecondary  levels,  and  82  percent  of  these  students  enter 
employment  or  further  education  upon  completion  of  their  programs. 

•  Approximately  60  percent  of  vocational-technical  education  students  are  in  secondary  programs,  and  40 
percent  are  in  postsecondary  programs. 

•  Enrollment  in  vocational-technical  education  is  about  evenly  divided  between  female  and  male  students. 

•  Minority  students  account  for  about  23  percent  of  enrollment  in  vocauonal-technical  education,  which  is  about 
the  same  as  their  proportion  in  the  general  population. 

.Although  the  common  perception  of  vocational-technical  education  is  that  it  is  for  "non-college-bound"  students,  almost 
half  of  all  vocational-technical  program  enrollments  involve  students  seeking  postsecondary  education.  Therefore, 
vocational-technical  education  must  serve  not  only  the  needs  of  students  entering  the  workforce  directly  after  high 
school,  but  it  must  also  prepare  students  for  the  rigors  of  postsecondary  education.  For  ail  vocational-technical 
education  students,  the  programs  must  provide  the  educational  foundation  to  prepare  them  to  adapt  to  changes  and 
challenges  in  work  and  family  throughout  their  lives. 

Programs  serving  these  vocational-technical  education  students  are  meeting  workforce  needs  as  well  as  students'  needs. 
For  example: 

•  Today,  public  vocational-technical  education  programs  are  providing  students  with  marketable  skills  in  more 
than  150  occupations. 
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At  the  postsecondary  level,  students  who  took  several  vocational-technical  education  courses  in  their  major 
subject  area  were  more  likely  to  be  employed  and  to  be  employed  in  their  field  of  study. 

A  survey  of  more  than  3,500  employers  round  that  new  employees  with  related  vocational-technical  education 
were  6.5  percent  more  productive  six  to  36  months  after  hire  than  those  in  the  same  jobs  who  had  not  taken 
vocational-technical  education  courses. 


NEW  DIRECTIONS 

Carrar  Majors 

Among  the  changes  taking  place  in  vocational-technical  education  is  the  use  of  "career  majors. "  The  National  Center 
tor  Research  in  Vocational  Education  defines  career  major  as  "the  integration  of  vocational  and  academic  content  at 
a  sufficiently  high  level  to  qualify  students  for  postsecondary  education,  including  four-year  college  programs. " 

Career  majors  serve  to  improve  both  vocational-technical  and  core  academic  coursework.  Students  completing  career 
majors  not  only  will  be  prepared  to  begin  careers  immediately,  but  they  also  will  be  prepared  academically  to  enter 
postsecondary  education.  Perhaps  most  important  regardless  of  their  immediate  plans  upon  completing  a  career  major, 
however,  is  that  students  will  have  both  the  skills  and  the  knowledge  base  to  adapt  to  changes  in  technology  as  well  as 
changes  in  their  career  paths. 

The  benefits  of  career  majors  are  not  limited  to  vocational-technical  education.  Career  majors  encourage  the 
application  of  academic  skills  in  a  practical  setting.  This  applied  learning  not  only  will  provide  a  context  that  will 
demonstrate  the  value  of  the  academic  knowledge,  but  serves  as  a  catalyst  for  students  to  think  about  how  their 
education  applies  to  achieving  career  goals. 

Several  states,  including  New  York,  Wisconsin,  Kentucky,  Texas.  Vermont,  Oregon,  and  my  home  state  of 
Washington,  already  are  using  or  planning  to  use  career  majors.  Many  other  states  are  considering  their  use. 

Srhonl-to-raraftr  Transition 

The  quality  of  vocational-technical  education  programs  depends  on  several  key  factors.  These  include,  among  others: 
the  development  of  an  educationally  sound  approach  to  learning  that  will  impart  to  students  the  necessary  academic  and 
vocational  skills  for  employment  and  lifelong  learning;  and  effective  instructors  who  are  committed  to  their  students 
and  to  keeping  pace  with  changes  in  their  field  and  in  the  labor  market.  Perhaps  the  most  important  component, 
however,  is  the  participation  of  business  and  industry. 

For  vocational-technical  education  to  be  effective,  it  must  meet  the  employment  needs  of  students,  which  means  it  also 
must  meet  the  demands  of  the  job  market.  To  do  this,  business  and  industry  must  be  involved  in  vocational-technical 
education.  Providing  guidance  in  the  development  of  programs,  providing  information  on  changes  in  technology  and 
changes  in  the  workforce,  and  even  providing  high-tech  equipment,  textbooks,  and  other  classroom  resources  are  just 
some  of  the  ways  that  the  business  community  helps  to  ensure  the  qualify  of  vocational-technical  education. 

The  American  Vocational  Association  recently  launched  a  new  effort  to  emphasize  the  role  that  business  plays,  and 
to  encourage  an  expansion  of  that  role,  both  at  the  national  level  and  in  local  programs.  AVA's  "School  to  Work 
Partners"  is  a  coalition  of  representatives  from  business  and  industry  who  have  joined  with  vocational-technical 
educators  to  strive  for  improvement  and  expansion  of  vocational-technical  education. 

These  representatives  (see  Appendix),  are  assisting  AVA  in  the  development  of  national  policy  initiatives  for 
vocational-technical  education.  They  are  sharing  their  views  and  insights  with  vocational-technical  educators  through 
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their  involvement  in  AVA  activities.  At  the  same  time.  AVA  teachers,  administrators  and  counselors  benefit  from 
additional  input  from  the  business  community  on  a  broader  scale,  thus  expanding  the  influence  of  business  in 
vocational-technical  education  beyond  the  local  relationships  which  have  been  so  important  to  students  and  schools. 

Vocational  Student  Organizations  continue  to  play  a  critical  role  in  the  transition  from  school  to  careers.  These  groups, 
united  through  the  National  Coordinating  Committee  on  Vocational  Student  Organizations  (see  Appendix  B),  provide 
leadership  training  and  a  wide  range  of  activities  for  studens.  They  help  students  to  prepare  for  careers,  postsecondary 
education,  and  balancing  the  demands  of  work  and  personal  life.  These  groups  are  strongly  supported  by  the  business 
community,  whose  involvement  benefits  both  the  students  and  the  employers. 

In  the  state  of  Illinois,  for  example,  business  is  also  extensively  involved  in  Tech  Prep  and  school-to-careers  programs. 
The  Danville  area  continues  to  be  a  leader  in  business  and  education  partnerships,  with  over  440  education  and  business 
partners  and  more  than  2,000  tech  prep  students.  Twenty-two  course  sequences  have  been  developed,  and  students 
have  a  choice  among  25  articulated  credits,  meaning  courses  can  be  used  for  credit  in  postsecondary  programs.  Work- 
based  learning  is  a  major  component  of  this  initiative:  youth  apprenticeships,  job  shadowing,  mentoring,  and 
internships  are  all  offered  through  this  tech  prep  program. 

In  Eau  Claire,  Wisconsin,  school-to-career  efforts  are  well  underway.  The  programs  there  pay  special  attention  to 
ensure  that  input  is  received  from  all  participants,  including  representative  from  vocational-technical  and  special 
education,  girted  and  talented  advisory  committees,  businesses,  4-H  representatives,  teachers,  unions,  and  the  Chamber 
of  Commerce.  In  addition,  the  Eau  Claire  District  is  implementing  professional  development  opportunities  relating 
to  school-to-career.  School-to-career  committees  will  plan  and  implement  workshops  for  staff  to  learn  more  about  the 
school-to-career  process.  These  plans  include  tours  of  the  Technical  College,  meetings  with  business,  labor,  industry, 
and  community  groups,  continued  efforts  to  integrate  academic  and  vocational-technical  education,  career  awareness 
efforts,  and  work-based  learning  information. 

CONCLUSION 

.As  a  nation,  we  must  place  a  higher  priority  on  developing  a  well-educated  and  well-trained  workforce.  This  can  only 
be  accomplished  by  investing  adequate  resources  in  our  vocational-technical  education  system.  Therefore,  I 
respectfully  request  that  the  Subcommittee  appropriate  $1. 178  billion  for  vocational-technical  education  for  Fiscal  Year 
1997.  Thank  you  for  this  opportunity  to  testify. 
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APPENDIX  A 

American  V  ocational  Association  School-to- Work  Partners 


Bell  South 
Atlanta.  GA 


CHEC  Systems 
Logan.  UT 


Clark  Theders  Insurance  Group 
Cincinnati.  OH 


Defense  Manpower  Data  Center 
Seaside.  CA 


Fidelity  Security  Life  Insurance  Company 
Kansas  Citv,  MO 


International  Thomson  Publishing 
Albanv.  NY 


International  Training 
and  Development  Associates 
Spring  Valley,  CA 


Lab-Volt 
Farmingdale.  NJ 


National  Center  for  Construction  Education 
and  Research 
Arlington.  VA 


Paxton/Patterson 
Chicago.  IL 


Public  Media.  Inc. 
Chicago,  IL 


Stardata 
Atlanta,  GA 


VALIC 
Houston.  TX 


The  Boeing  Company 
Seattle.  WA 


APPENDIX  B 

National  Coordinating  Council  for  Vocational  Student  Organizations 

Business  Professionals  of  America 

National  DECA 

National  FFA  Organization 

Future  Business  Leaders  or  America 

Future  Homemakers  of  America 

Health  Occupations  Students  of  America 

National  Postsecondary  Agricultural  Student  Organization 

National  Young  Farmer  Educational  Association 

Technology  Student  Association 

Vocational  Industrial  Clubs  of  America 
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Tuesday,  February  27,  1996. 

WITNESS 

CHRISTINE  TAYLOR,  BOSTON  MUSIC  EDUCATION  COLLABORATIVE 

Mr.  Porter.  Next,  Christine  Taylor,  the  executive  director  of  the 
Boston  Music  Education  Collaborative. 

Ms.  Taylor.  Thank  you.  I  am  the  executive  director  of  the  Bos- 
ton Music  Education  Collaborative,  which  is  a  partnership  of  the 
Boston  public  schools,  the  Boston  Symphony  Orchestra,  the  New 
England  Conservatory  of  Music,  and  the  WGBH  Educational  Foun- 
dation. Thank  you,  Chairman  Porter,  for  providing  me  with  the  op- 
portunity to  appear  before  your  subcommittee  this  morning. 

The  Boston  Music  Education  Collaborative  is  a  three  year  old 
privately  funded  initiative  aimed  at  reviving  music  education  in 
Boston's  public  schools.  Today  in  Boston,  music  education  is  re- 
emerging  as  a  vital  force  in  the  learning  and  education  develop- 
ment of  students.  At  the  vanguard  of  this  movement  is  our  Collabo- 
rative, a  partnership  of  the  Boston  public  schools  and  the  three  in- 
stitutions I  mentioned  previously.  These  institutions  have  joined 
their  artistic,  educational,  and  human  resources  to  create  a  system- 
wide  transformative  initiative  which  will  affect  the  lives  of  all  Bos- 
ton public  school  children,  as  well  as  the  lives  of  their  teachers, 
parents,  and  communities. 

I  appear  today  to  provide  a  status  report  on  the  BMEC's  ongoing 
efforts  to  improve  the  quality  of  education  and  lives  of  school  chil- 
dren in  the  Boston  public  school  system  and  the  Nation. 

Music  has  proven  to  promote  beneficial  learning  habits,  such  as 
teamwork,  practice,  and  creativity.  The  discipline,  cooperation,  and 
self-esteem  developed  in  the  arts  are  the  essential  skills  needed  in 
life's  pursuits.  The  BMEC  further  encourages  the  benefits  of  music 
by  infusing  it  throughout  a  child's  academic  curriculum.  We  have 
much  information  to  support  this  approach. 

In  1993  the  College  Entrance  Examination  Board  announced 
that  students  who  studied  arts  and  music  scored  higher  than  the 
national  average  on  the  Scholastic  Aptitude  Test.  It  was  the  an- 
cient Greeks  who  first  taught  math  through  music.  Pythagoras,  the 
6th  century  BC  philosopher  and  mathematician  invented  the 
scales.  Albert  Einstein  once  commented  on  his  theory  of  relativity, 
"It  occurred  to  me  by  intuition,  and  music  was  the  driving  force  be- 
hind that  intuition.  My  discovery  was  the  result  of  musical  percep- 
tion." I  just  learned  this  last  Friday. 

The  mission  of  the  BMEC  is  to  redevelop  and  reinvigorate  music 
in  our  public  schools  by  positioning  it  at  the  core  of  the  educational 
framework.  The  Collaborative's  goals  are  the  adoption  of  an  inte- 
grated music  curriculum  for  Boston,  and  the  development  of  a 
model  that  will  serve  schools  nationwide.  The  program  is  unique 
not  only  in  its  vision  of  educational  reform,  but  also  as  a  creative 
partnership  between  the  public  and  private  sectors. 

Our  pilot  program  serves  over  5,000  students  and  150  teachers 
in  10  schools.  The  tools,  resources,  and  methods  being  created  by 
this  process  guarantees  the  program's  replication,  affecting  teach- 
ing and  learning  in  all  117  Boston  public  schools. 

Teachers  and  administrators  have  worked  with  education  spe- 
cialists and  musicians  from  the  cultural  organizations  to  design  the 


63 


program.  Music,  math,  language  arts,  science,  and  social  studies 
teachers  have  joined  with  the  BMEC  to  share  ideas  for  inter- 
disciplinary lessons  and  activities.  The  result  has  been  a  series  of 
curricular  resource  packages  with  materials  for  integrating  music 
Study  with  other  subjects.  One  package  looks  at  the  noted  African- 
American  soprano,  Marian  Anderson,  presenting  musical  terms  in 
vocabulary  exercises  in  one  activity  and  dramatizing  the  singer's 
career  in  the  context  of  the  civil  rights  struggle  in  another  activity. 
We  have  developed  six  such  packages. 

The  program  brings  some  of  the  premier  artists  in  the  world  to 
link  the  integrated  curriculum  to  musical  performance.  Musicians 
of  the  Boston  Symphony  Orchestra  and  guest  artists  perform  in  the 
schools  and  assist  teachers  in  music  exercises.  I  understand,  Chair- 
man Porter,  that  you  recently  met  with  Keith  Lockhart,  conductor 
of  the  Boston  Pops  to  discuss  his  role  in  music  education.  He's  one 
of  the  godparents  who  visits  our  schools  on  a  regular  basis  and 
shares  his  expertise  with  our  students.  Students  from  the  New 
England  Conservatory  support  music  and  classroom  teachers;  local 
artists  have  also  been  making  school  visits  and  have  discussed  the 
geographic,  socioeconomic,  and  cultural  origins  of  their  music. 
WGBH  Educational  Foundation  is  creating  audio  and  visual  cur- 
riculum tools  for  BMEC  classrooms  and  demonstrating  the  tech- 
nology behind  music  production.  Ultimately,  our  integrated  pro- 
gram enhances  the  quest  for  excellence  in  musicianship. 

Providing  professional  development  opportunities  for  our  teach- 
ers is  a  key  component  for  integrating  music  into  school  life.  Inten- 
sive professional  development  workshops  are  held  for  music  and 
academic  subject  teachers.  More  than  100  teachers  have  already 
taken  advantage  of  these  offerings.  Results  have  been  phenomenal. 
Teachers  who  never  sang  a  note  are  starting  their  classes  with 
music.  English  classes  listen  to  choral  pieces  to  accompany  the  po- 
etry of  Robert  Frost  and  Langston  Hughes.  Math  students  learn 
about  rhythm  while  studying  fractions.  First  graders  combine  art, 
math,  and  reading  exercises  with  lesson  on  Prokofiev's  Peter  and 
the  Wolf. 

We  are  all  familiar  with  this  process  intuitively.  How  did  we  all 
learn  the  alphabet,  that  most  random  placement  of  26  consonants 
and  vowels,  and  what  are  other  examples  of  music  learning  we  can 
draw  from  in  our  own  education?  I  remember  as  a  fourth  grader 
learning  the  Preamble  to  the  Constitution  with  a  song  that  played 
between  Saturday  morning  cartoons — I  still  remember  the  Pre- 
amble. [Singing].  "We  the  people,  in  order  to  form  a  more  perfect 
union,  establish  justice,  ensure  domestic  tranquility,  provide  for  the 
common  defense,  promote  the  general  welfare,  and  secure  the 
blessings  of  iiberty,  to  ourselves  and  our  posterity  do  ordain  and  es- 
tablish this  Constitution  of  the  United  States  of  America." 

We  are  now  ready  to  quantify  the  transformation  which  comes 
about  from  our  program  of  music  infusion.  We  are  willing  to  dem- 
onstrate to  other  cities  how  a  civic  partnership  with  public  schools 
can  support  the  most  efficient  use  of  resources.  Cultural  organiza- 
tions and  school  systems  from  other  cities  are  interested  in  starting 
programs  modeled  after  ours. 

The  BMEC  would  like  to  evaluate  the  long  term  effects  of  the 
program  on  students  in  public  schools.  We  need  information  on  the 
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impact  of  the  program  on  teaching  and  learning,  on  attitudinal 
changes,  and  on  the  feasibility  of  recreating  such  partnerships. 

As  initiatives  like  ours  work  to  help  the  public  schools  meet  the 
challenge  of  the  reality  of  reduced  Federal  resources,  we  ask  that 
this  subcommittee  continue  to  encourage  the  Department  of  Edu- 
cation to  help  us  evaluate  innovative  approaches  to  educating  chil- 
dren. The  BMEC  is  the  type  of  program  which  has  great  potential 
to  make  a  positive  impact  on  our  Nation's  youth.  It  serves  as  a  cat- 
alyst for  change  and  for  the  kind  of  reform  and  improvement  that 
the  public  education  system  is  in  such  utter  need  of. 

The  Boston  Music  Education  Collaborative  appreciates  the  oppor- 
tunity to  present  this  testimony.  Thank  you. 

Mr.  Porter.  Ms.  Taylor,  let  me  say  that  this  is  the  first  time  in 
my  memory  that  we've  ever  had  a  witness  sing  to  us.  [Laughter.] 

Not  only  do  you  have  a  beautiful  voice,  but  it  really  makes  your 
testimony  even  more  interesting.  You  mentioned  music  and  science 
and  music  and  academic  success.  I  don't  know  whether  you  know 
what  I  did  the  last  day  or  two  ago.  There  was  music  and  bio- 
medical science  where  a  researcher  had  taken  the  spaces  between 
heartbeats,  they  then  can  be  translated  into  a  musical  composition; 
the  less  regular  the  composition  is,  the  more  healthy  you  are.  It's 
kind  of  interesting. 

Ms.  Taylor.  I  would  love  to  get  that  person's  number. 

Mr.  Porter.  Did  you  see  that  one? 

Ms.  Taylor.  No. 

Mr.  Porter.  It  was  on  the  news  within  the  last  few  days.  I  found 
it  to  be  fascinating.  You  may  have  already  answered  this,  but 
maybe  you  can  answer  it  again  because  I  think  it's  important.  The 
BMEC  program,  what  makes  it  a  program  of  national  significance? 

Ms.  Taylor.  We  believe  it's  a  program  of  national  significance 
because  we're  talking  not  only  about  the  indisputable  benefit  of 
music  education,  but  we're  talking  about  using  music  education  as 
a  method  of  school  reform  and  transforming  teaching  and  learning 
in  all  subject  areas.  Our  pilot  program,  or  our  lab,  has  proven  suc- 
cessful in  transforming  teaching.  We  have  many  teachers  who  say 
they've  never  had  such  successful  years  as  they  do  now  utilizing 
music  as  a  teaching  tool.  We're  showing  that  students  are  more  in- 
terested in  learning  because  music  is  making  what  they're  learning 
more  relevant  for  their  experiences.  And  we  have  parents  who  are 
much  more  involved  in  the  program  because  they  see  the  connec- 
tion between  music  and  academic  learning.  We  feel  that  our  lab 
has  produced  some  results  that  we  would  love  to  replicate  and  dis- 
seminate nationally.  In  fact,  there  are  some  school  systems  and 
other  cultural  organizations  who  are  already  calling  us  asking  for 
information.  I  would  like  to  be  able  to  disseminate  the  best  possible 
information  to  them  and  I'm  not  able  to  do  that  right  now. 

Secondly,  this  is  a  very  innovative  way  of  allocating  resources,  by 
having  cultural  institutions  become  partners  with  the  public  sector. 
These  are  some  of  the  leading  cultural  institutions  in  the  country 
and  they're  providing  the  best  model  for  this  cultural-public  part- 
nership. So  it's  really  a  twofold  reason  that  we  would  like  to  rep- 
licate this  nationally. 
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Mr.  Porter.  We  appreciate  your  excellent  testimony.  We  hope 
you'll  come  sing  to  us  again. 
Ms.  Taylor.  Any  time.  Thank  you. 
[The  prepared  statement  follows:] 
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Thank  you,  Chairman  Porter,  for  providing  me  with  the  opportunity  to  appear  before  your 
Subcommittee  this  morning. 

My  name  is  Christine  Taylor.  I  am  the  Executive  Director  of  the  Boston  Music  Education 
Collaborative,  a  new  initiative  aimed  at  reviving  music  education  in  the  Boston  Public  Schools. 
Once  believed  to  be  a  panacea  for  public  school  reform,  the  "Back-to-Basics"  movement  which 
swept  the  nation  a  decade  ago  did  not  deliver  the  promised  improvements  in  student  performance 
or  parental  satisfaction.  Today  in  Boston,  music  education  is  reemerging  as  a  vital  force  in  the 
learning  and  educational  development  of  students.  At  the  vanguard  of  this  movement  is  the 
Boston  Music  Education  Collaborative  (BMEC)  a  partnership  of  the  Boston  Public  Schools  and 
three  leading  non-profit  cultural  institutions,  the  Boston  Symphony  Orchestra,  New  England 
Conservatory  of  Music  and  WGBH  Educational  Foundation.  These  four  institutions  have  joined 
their  artistic,  educational  and  human  resources  to  create  a  system-wide  transformative  initiative 
which  will  affect  the  lives  of  all  Boston  Public  School  children,  as  well  as  those  of  their  teachers, 
parents  and  communities. 

I  appear  today  to  provide  a  status  report  on  the  BMEC's  ongoing  efforts  to  improve  the  quality 
of  education  and  lives  of  school  children  in  the  Boston  Public  School  System. 

Music  has  been  proven  to  promote  beneficial  learning  habits,  such  as  teamwork,  practice, 
creativity  and  concentration.  The  discipline,  cooperation,  imagination  and  self-esteem  developed 
in  the  arts  are  the  essential  skills  needed  in  life's  pursuits.  The  BMEC  further  encourages  the 
benefits  of  music  by  infusing  it  throughout  a  child's  academic  curriculum.  We  have  much 
historic  and  current  information  to  support  this  approach.  It  was  the  ancient  Greeks  who  first 
taught  math  through  music.  In  fact,  Pythagoras,  the  6th  century  BC  philosopher  and 
mathematician  invented  the  scales.  Albert  Einstein  once  commented  on  his  theory  of  relativity, 
"It  occurred  to  me  by  intuition,  and  music  was  the  driving  force  behind  that  intuition.  My 
discovery  was  the  result  of  musical  perception." 

In  1993  the  College  Entrance  Examination  Board  announced  that  students  who  studied  arts  and 
music  scored  higher  than  the  national  average  on  the  Scholastic  Aptitude  Test  (SAT). 

It  is  fitting  that  Boston,  the  city  where  public  music  education  was  created  by  Horace  Mann  and 
his  colleague  Lowell  Mason,  that  a  new  plan  for  capitalizing  on  the  benefits  for  music  education 
is  being  implemented.  The  mission  of  the  BMEC  is  to  redevelop  and  reinvigorate  music  in 
Boston's  schools  by  positioning  it  at  the  core  of  the  educational  framework.  By  applying  music's 
potential  as  a  vehicle  for  success,  the  BMEC  is  creating  a  visionary  program  where  music  will 
make  a  difference  in  the  quality  of  education.  The  Collaborative 's  goals  are  the  adoption  of  an 
integrated  music  curriculum  for  Boston,  system  wide,  and  the  development  of  a  model  that  will 
serve  schools  nationwide.  The  program  is  unique  not  only  in  its  vision  of  educational  reform, 
but  also  as  a  creative  partnership  between  the  public  and  private  sectors. 

Now  in  the  third  year  of  a  four  year  pilot,  the  program  is  a  vital  component  of  the  educational 
curricula  in  ten  Boston  Public  Schools.  By  expanding  two  grade  levels  each  year  over  a  four- 
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year  period,  the  pilot  program  will  reach  all  elementary  and  middle  school  children  in  ten 
schools,  numbering  approximately  5,000  students.  The  tools,  resources  and  methods  being 
created  by  this  process  guarantees  the  program's  replication,  affecting  teaching  and  learning  in 
all  117  Boston  Public  Schools. 

The  partners  developed  a  programmatic  objective  both  visionary  and  grounded  in  evidence:  the 
implementation  of  choral  and  instrumental  instruction  for  all  Boston  Public  School  students,  hand 
in  hand  with  a  daily  curriculum  that  utilizes  music  as  a  teaching  tool  for  all  subjects.  The  BMEC 
approach  has  four  components,  all  of  which  must  work  in  harmony  for  the  program  to  succeed 
and  expand: 

•  Recreating  music  education  programs  and  providing  high  quality  music  training  in  every 
school 

•  Developing  and  implementing  an  arts-integrated  curriculum  to  improve  the  overall 
education  experience  of  students 

•  Providing  a  professional  development  program  for  teachers  to  enable  them  to  use  music  in 
new  and  effective  ways  as  teaching  tools  for  academics  and  other  kinds  of  learning 

•  Assessment  and  dissemination  of  the  program  nationally. 

But  what  can  a  program  of  arts  infusion  do  to  support  rigorous  musical  scholarship  and  practice? 
Ultimately  our  integrated  program  enhances  the  quest  for  excellence  in  musicianship  as  more 
students  recognize  the  place  music  holds  in  various  aspects  of  their  lives. 

•  Three  new  band  programs  have  been  developed  in  BMEC  middle  schools 

•  After  school  drum  and  trumpet  lessons  are  becoming  the  alternative  more  young  people 
choose  over  less  constructive  activities 

•  Teachers  and  parents  in  BMEC  schools  are  encouraging  their  schools'  administrators  to 
hire  music  teachers,  and  the  entire  school  system  is  taking  more  responsibility  for  restoring 
quality  music  education  to  the  schools. 

Infusing  music  into  children's  studies  in  all  subjects  is  one  of  the  most  innovative  aspects  of  the 
program.  Teachers  and  administrators  have  worked  with  education  specialists  and  musicians 
from  the  cultural  organizations  to  design  the  program.  Boston  Public  School  music,  math, 
language  arts,  science  and  social  studies  teachers  have  joined  with  BMEC  to  share  ideas  for 
interdisciplinary  lessons  and  activities.  The  result  has  been  a  series  of  curricular  resource 
packages  with  ideas  and  materials  for  integrating  music  study  with  other  subjects.  For  example, 
one  package  looks  at  the  noted  African-American  soprano,  Marian  Anderson,  presenting  musical 
terms  in  vocabulary  exercises  in  one  activity  and  dramatizing  the  singer's  career  in  the  context 
of  the  civil  rights  struggle  in  another.  We  have  developed  six  such  packages  each  designed  for 
a  specific  grade  level. 

The  program  brings  some  of  the  premier  artists  in  the  world  and  rising  music  scholars  to  link  the 
innovative  integrated  curriculum  to  musical  performance;  musicians  of  the  Boston  Symphony 
Orchestra  and  guest  artists  appearing  with  the  orchestra  perform  in  the  schools  and  assist  teachers 
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in  music  exercises.  Graduate  and  undergraduate  students  from  the  New  England  Conservatory 
serve  as  student  aides  to  support  music  and  classroom  teachers;  local  artists  have  been  making 
regular  visits  to  schools  and  have  expanded  their  presentations  to  include  discussions  on  the 
geographic,  socioeconomic  and  cultural  origins  of  their  music.  WGBH  Educational  Foundation 
is  creating  audio  and  visual  curriculum  tools  for  BMEC  classrooms  and  demonstrating  the 
technology  behind  music  production. 

Boston's  new  school  superintendent  Dr.  Thomas  Payzant  is  fond  of  saying  that  any  effective 
reform  effort  in  education  has  to  positively  effect  both  teaching  and  learning  for  a  school  system. 
Providing  professional  development  opportunities  for  our  teachers  is  a  key  component  of  the 
Collaborative 's  strategy  for  integrating  music  into  school  life.  Each  summer  intensive  week  long 
professional  development  workshops  are  held  for  teachers.  Music  and  academic  subject  area 
teachers  take  classes  on  the  fundamentals  of  music  and  receive  training  in  music  integrated 
instruction  in  math,  social  studies,  science,  and  language  arts.  More  than  one  hundred  teachers 
have  already  taken  advantage  of  these  offerings  to  enhance  their  knowledge  and  comfort  with 
music  and  musical  concepts. 

The  results  of  this  innovative  approach  and  combination  of  resources  from  cultural  institutions 
have  been  phenomenal!  Teachers  who  never  sang  a  note  are  now  starting  their  English  classes 
with  music.  Music,  classroom  teachers  and  students  are  planning  units  together  which  include 
culminating  musicals  or  concerts.  English  classes  listen  to  choral  pieces  to  accompany  the  poetry 
of  Robert  Frost  and  Langston  Hughes.  Math  students  learn  about  rhythm  while  studying 
fractions.  First  graders  combine  art,  math,  and  reading  exercises  with  lessons  on  Prokofiev's 
Peter  and  the  Wolf. 

This  is  based  on  a  process  we  all  are  familiar  with  intuitively.  How  did  we  all  learn  the 
alphabet,  that  most  random  placement  of  26  consonants  and  vowels  and  what  are  the  other 
examples  of  music  learning  we  can  draw  from  in  our  own  education?  I  remember  as  a  fourth 
grader,  learning  the  Preamble  to  the  Constitution  with  a  song  that  played  between  Saturday 
morning  cartoons,  I  still  know  the  song,  I  still  remember  the  Preamble. 

We  are  now  ready  to  quantify  the  transformation  which  comes  about  from  our  program  of  music 
infusion.  We  are  willing  to  demonstrate  to  other  cities  how  a  civic  partnership  with  public 
schools  can  support  the  most  efficient  use  of  resources.  Cultural  organizations  and  school 
systems  form  other  Massachusetts  cities,  cities  in  South  Carolina,  Florida  and  even  Calgary, 
Canada  are  interested  in  starting  programs  modeled  after  ours. 

The  BMEC  would  like  to  evaluate  the  long  term  effects  of  the  program  on  participating  Boston 
Public  Schools.  The  complexity  of  our  partnership  and  the  ambition  of  the  program  necessitates 
evaluation  at  various  levels.  We  need  information  on  the  impact  of  the  program  on  teaching  and 
learning  in  the  schools,  on  attitudinal  changes,  on  the  status  of  music  education  in  Boston  as  a 
result  of  BMEC,  and  on  the  feasibility  of  recreating  such  partnerships. 

We  realize  that  Congress  is  focused  on  getting  more  bang  for  the  federal  buck.  As  initiatives 
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like  ours  work  to  help  the  public  schools  meet  the  challenge  of  the  reality  of  reduced  federal 
resources,  we  ask  that  Congress  require  the  Department  of  Education  to  recognize  effective  and 
innovative  approaches  to  educating  children.  We  request  that  you  continue  to  encourage  the 
Office  of  Educational  Research  &  Improvement  to  evaluate  innovative  approaches  to  educating 
children.  The  BMEC  is  the  type  of  program  which  has  great  potential  to  make  a  positive  impact 
on  our  nation's  youth.  It  serves  as  a  catalyst  for  change  and  for  the  kind  of  reform  and 
improvement  that  the  public  education  system  is  in  such  utter  need  of. 

The  Boston  Music  Education  Collaborative  appreciates  the  opportunity  to  present  testimony  this 
year.  Thank  you. 
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Ms.  Pelosi.  This  is  quite  a  day,  Mr.  Chairman,  with  technology 
assisted  presentations,  singing.  I  hesitate  to  leave  the  room. 
Mr.  Porter.  Well,  don't.  [Laughter.] 


Tuesday,  February  27,  1996. 

WITNESS 

GERALD  D.  MORRIS,  AMERICAN  FEDERATION  OF  TEACHERS 

Mr.  Porter.  Gerald  Morris,  the  director  of  legislation  for  the 
American  Federation  of  Teachers.  Mr.  Morris. 

Mr.  Morris.  Thank  you,  Mr.  Chairman.  Al  Shanker  had  wanted 
to  be  here  and  had  planned  to  be  here,  but  he  had  a  rather  severe 
problem  with  allergies  and  had  to  change  his  plans.  We  submitted 
a  statement  in  my  name.  I  know  it's  a  full  statement  because  I  had 
to  resort  to  smaller  type  in  order  to  get  it  within  the  five  pages. 
But  let  me  summarize  that  if  I  may  and  hit  the  high  points. 

We  know  that  you're  confronted  by  some  rather  severe  limita- 
tions and  the  struggle  goes  on  as  to  the  level  of  funding  commit- 
ment that  can  be  provided  in  the  area  of  education  and  other  pro- 
grams under  your  jurisdiction.  What  I  think  we  want  to  talk  about 
mostly  is  focus;  not  talk  about  numbers  and  all  that,  but  talk  about 
focus.  I  won't  review  it  but  to  say  that  we  believe  that  there's  an 
important  role  for  the  Federal  Government,  there  has  been  in  the 
past.  Whenever  you  have  over-arching  concerns,  whether  it's  Sput- 
nik or  it's  GIs  returning  home  that  need  education  or  it's  land 
grant  colleges,  whatever,  there  is  a  role  for  the  Federal  Govern- 
ment in  addressing  what  are  national  concerns. 

Most  recently,  we  think  that  has  to  do  with  the  efforts  to  im- 
prove academic  quality  in  schools  relative  to  that  in  other  coun- 
tries, programs  such  as  Goals  2000  and  Title  I  and  others  that 
have  been  put  forward  to  help  leverage  up  the  quality  of  education 
standards  and  such.  The  Federal  Government  has  taken  for  many 
years  the  responsibility  for  special  populations,  be  they  disadvan- 
taged students,  special  education,  emigrants,  whatever.  And  third- 
ly, a  function  that  comes  to  our  mind  is  that  having  to  do  with  re- 
search and  development  and  dissemination.  All  of  these  come  to- 
gether in  the  area  of  dealing  with  trying  to  leverage  up  the  stand- 
ards in  schools. 

The  American  public,  as  you  know,  is  very  concerned  about  lag- 
ging academic  achievement  of  elementary  and  secondary  students. 
Relative  to  their  expectations  and  the  demands  of  the  economy, 
students  are  not  doing  all  that  well.  We  think  that  in  order  to  deal 
with  this  shortcoming,  the  slippage  of  academic  and  behavioral 
standards,  one  has  to  take  a  close  look  at  the  international  com- 
petition. Our  organization  has  published  some  studies  on  this  to 
see  what  those  countries  do,  the  ones  that  have  very  successful 
education  programs,  and  they  have  a  common  characteristic — na- 
tional academic  standards  in  core  subjects  such  as  reading,  writing, 
math,  and  science,  and  a  rational  system  for  achieving  for  achiev- 
ing those  standards.  Academic  standards  are  embodied  in  detailed 
and  sequenced  curriculum  with  appropriate  textbooks  and  other 
materials,  teacher-professional  development  focuses  on  that  cur- 
riculum. The  assessments  that  are  used  are  actually  geared  to  the 
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curriculum  and  the  standards  that  are  embodied  in  it  and  so  you 
have  an  idea  about  what  is  working  and  what  is  not,  a  very  accu- 
rate idea.  You  can  have  meaningful  consequences;  students  do  not 
pass  onto  different  grades  or  graduate  unless  they  achieve  in  the 
curriculum.  It's  possible  to  target  professional  development  in  the 
activities  of  teachers  and  so  forth  so  it's  much  more  effective. 

In  contrast,  our  school  systems  typically  have  none  of  this.  There 
are  scattered  places  where  you  have  examples  of  this,  but  that's 
not  the  nature  of  our  system.  It's  very  laissez  faire  and  quite  the 
opposite  from  the  systems  that  exist  elsewhere  in  terms  of  having 
high  standards  and  achieving  them.  This  is  something  that  the 
public  recognizes.  Perhaps  you've  seen  the  surveys  done  by  the 
Public  Agenda  Foundation  and  also  the  Phi  Delta  Kappa-Gallup 
poll  that  showed  that  high  standards  for  academic  performance  and 
also  behavior  are  really  a  top  priority  among  the  public  for  the 
schools.  We  think  that  it's  a  problem  that  is  not  confined  to  specific 
States  or  localities,  nor  are  the  consequences;  it's  a  national  prob- 
lem and  there's  a  meaningful  national  role.  Indeed,  there's  a  mean- 
ingful role  at  other  levels,  too.  We  have  recently  embarked  upon 
our  own  campaign  in  terms  of  standards  for  academic  performance 
and  behavior,  and  that's  a  separate  topic. 

Our  concern  here  today  though  is  that  as  the  discussion  goes  on 
about  the  level  of  funding  in  Federal  domestic  discretionary  pro- 
grams, ironically,  the  largest  cuts  are  threatened  in  the  very  pro- 
grams that  hold  the  most  promise  from  our  standpoint  in  revitaliz- 
ing schools  across  the  Nation  by  elevating  standards  and  strength- 
ening the  security  and  order  of  schools.  We're  not  saying  that  all 
of  these  problems  can  be  addressed  by  money,  but  the  necessary 
changes  to  raise  standards  and  to  establish  an  acceptable  order 
within  schools  will  not  be  inexpensive.  And  it's  very  time  consum- 
ing, too.  If  you  look  at  the  other  countries  and  how  long  it  took 
them  to  put  in  place  the  systems  that  work,  it's  a  very  long-term 
and  expensive  proposition. 

So  we're  here  today  to  urge  you  to  use  whatever  means  you  can, 
first  of  all,  to  restore  the  cuts  that  have  been  made  to  education 
programs,  but  further,  to  concentrate  resources  in  the  pro- 
grammatic areas  that  will  help  State  and  local  authorities  imple- 
ment high  standards  for  academic  performance  and  behavioral  con- 
cerns. We  know  this  is  effective  because  of  how  we've  seen  it  work 
in  other  places. 

The  specific  programs  that  I  would  mention  are,  first  of  all,  Goals 
2000.  We  know  that  this  is  a  controversial  program  and  we're  not 
wedded  to  all  of  the  aspects  of  national  activity  there,  but  there 
needs  to  be  in  place  some  kind  of  leverage  there  to  help  and  assist, 
encourage  States  to  go  about  adopting  high  standards.  A  lot  of 
States  are  making  some  progress  in  this  area  and  there  need  to  be 
ways  for  States  to  compare  notes  with  one  another  and  to  learn 
what's  going  on  in  other  places  to  gauge  their  success  or  failure. 
We  think  that  the  program  is  working  but  it  needs  time. 

Secondly,  I  would  mention  Title  I  that  was  extensively  rewritten, 
focusing  on  remedial  education  being  addressed  to  attaining  high 
standards.  It's  by  far,  as  you  know,  the  largest  elementary/second- 
ary program  and  it  offers  a  tremendous  resource  for  pushing  up 
standards.  I  know  from  personal  experience  in  visiting  schools  in 
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various  places  around  the  country  that  the  school-wide  projects 
have  offered  tremendous  amount  of  flexibility  and  they're  often 
used  at  the  school  site  level  to  do  the  kind  of  things  that  will  help 
with  that  flexibility  provide  the  resources  to  retailer  the  program 
within  the  school.  I  think  it's  enormously  effective.  It's  something 
that  needs  planning,  that  needs  to  be  done  right,  but  it  has  a  tre- 
mendous potential. 

Title  II,  we  think  it's  an  important  endeavor.  It  provides  the 
training  and  retooling  of  teachers  and  other  school  staff  to  be  able 
to  do  the  things  they  need  to  do  to  help  schools  perform  well  with 
the  high  educational  expectations.  As  opposed  to  other  in-service  or 
professional  development  programs  which  have  been  short  term, 
quick  fix  kinds  of  things,  it  focuses  on  intensive  and  sustained  pro- 
fessional development,  guided  mostly  as  the  school  site  level.  We 
think  it  has  tremendous  promise. 

I  would  mention  Safe  and  Drug  Free  Schools.  As  you  know,  it 
was  rewritten  with  a  much  wider  focus.  We  think  that  it  has  a  lot 
of  potential  in  terms  of  helping  schools  in  the  many  areas  that  they 
need  to  address  to  deal  with  security  and  safety.  One,  for  example, 
is  in  providing  alternative  programs  for  students  with  serious  dis- 
ciplinary problems.  School  authorities  and  the  public  alike  do  not 
want  to  see  kids,  even  though  they  have  very  severe  disciplinary 
problems,  just  thrown  out  into  the  street.  It  doesn't  do  them  any 
good  and  it  doesn't  do  the  community  good.  There  has  to  be  some 
resources  available  to  give  them  appropriate  education. 

I  would  mention  one  other  program,  it's  a  small  program  but  it's 
another  part  of  the  effort  to  improve  standards,  and  that's  the  Na- 
tional Board  for  Professional  Teaching  Standards  which  we  think 
has  been  making  excellent  progress  and  has  real  promise.  We  urge 
you  to  take  a  look  at  that. 

There  are  other  things  that  I  could  mention  that  are  in  the  state- 
ment, I  won't  dwell  further  on  that.  Thank  you  for  the  opportunity 
to  testify.  We  know  that  you  have  some  tough  decisions  in  front  of 
you  and  we  would  just  want  to  make  those  suggestions  in  terms 
of  where  to  focus  the  resources  that  might  most  effectively  be 
placed.  Thank  you. 

Mr.  Porter.  Mr.  Morris,  thank  you  for  testifying  today  and  doing 
so  on  such  short  notice.  We  had  thought  Mr.  Shanker  would  be 
here  and  we  know  you  were  called  in  at  the  last  minute.  Can  I 
comment  briefly  and  lobby  you  actually. 

Mr.  Morris.  That's  fair. 

Mr.  Porter.  We  made  some  pretty  severe  cuts  in  Title  I  and,  at 
the  same  time,  I  believe  that  we  have  to  get  past  the  idea  that  pro- 
grams have  to  be  sold  on  the  basis  of  what  each  constituency  gets 
out  of  them;  that  is,  435  congressional  districts  all  get  Title  I  funds. 
Believe  me,  the  high  school  administrators  tell  me  they  don't  need 
or  want  Title  I  funds,  and  that  the  funds  ought  to  go  where  the 
kids  are  who  are  most  at  risk  and  not  be  distributed  to  every  single 
school  district  in  America  if  they  have  one  or  two  students  from  the 
economically  disadvantaged  category. 

I've  been  urging  the  authorizing  subcommittee  and  committee  to 
target  these  funds  and  put  them  where  they  are  needed  and  stop 
sending  them  to  districts  that  really  don't  need  them  at  all.  I  think 
we  have  to  stop  doing  this  with  all  kinds  of  Federal  programs 
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where  we  have  brought  in  votes  on  the  basis  of  what  individual 
constituencies  or  individual  Members  seem  to  get  out  of  it  and 
start  aiming  our  resources  at  where  the  problems  are  and  solving 
them.  And  so  I  would  hope  you  would  join  me  in  talking  to  Mr. 
Goodling  and  telling  him  that  these  funds  ought  to  be  targeted  in- 
stead of  spraying  them  all  over  the  country. 

On  Goals  2000,  I  think  you  make  the  case  very  well  for  it.  We 
believe  of  course  in  the  final  analysis  if  we  can  engage  with  the 
White  House  that  they  will  want  to  put  funds  back  into  this  pro- 
gram that  we  felt  we  didn't  want  to  put  in  initially.  But  I  would 
say  this,  I  don't  believe  we  need  a  program  anywhere  near  as  ex- 
pensive as  the  one  that  has  been  proposed  by  the  President,  that 
the  States  largely  want  to  do  the  things  that  Goals  2000  set  them 
toward  doing,  and  that  it  can  be  done  at  a  far  less  cost  than  what 
has  been  proposed  by  the  administration. 

Finally  on  Safe  and  Drug  Free  Schools,  you  may  have  been  here 
earlier  when  we  began  when  I  said  we  were  going  to  have  a  special 
hearing  on  broad  subject  matters,  the  first  of  which  is  going  to  be 
on  the  question  of  drugs.  Whether  we  have  a  lot  of  duplication  in 
programs  not  only  under  the  jurisdiction  of  this  subcommittee,  but 
others,  and  where  we  can  better  direct  our  resources  toward  get- 
ting the  job  done  generally  and  in  specific  areas  like  our  schools. 
Perhaps  you  or  Mr.  Shanker  or  others  would  like  to  come  in  and 
participate  in  that  hearing  that  is  going  to  be  held  later  this  year 
or  at  least  provide  testimony.  We  think  there's  a  lot  of  overlap  and 
duplication  and  a  very  inefficient  allocation  of  funds  in  this  entire 
area,  speaking  about  substance  abuse  prevention  and  treatment. 
So  that's  my  sermonette  for  this  morning. 

Mr.  Morris.  Okay.  I  appreciate  your  comments.  I  won't  take 
your  time  further  except  to  say  we  agree  with  you  on  the  formula 
in  Title  I.  We  worked  to  try  and  concentrate  it  but  that  rolled  back- 
wards very  quickly  when  it  got  into  a  broader  arena.  I  think  you're 
right  on  that.  And  in  terms  of  Goals  2000,  as  I  said  before,  we're 
not  wedded  to  the  structure  there,  but  there  has  to  be  some  mecha- 
nism in  place  for  a  national  focus  which  allows  the  comparison  and 
allows  the  evaluation  and  gives  States  that  option.  We're  flexible 
on  that,  but  we  think  it  is  a  very  important  role. 

Mr.  Porter.  Nancy  is  not  here  any  longer,  but  we  need  the 
President  to  sit  down  with  us  and  make  a  complete  allocation  of 
funds  for  fiscal  year  1996.  I  believe  that  these  budget  non-negotia- 
tions have  gone  on  long  enough  and  it's  time  to  get  this  job  done. 
If  the  President  wants  more  money  for  Goals  2000,  we're  not  sit- 
ting here  and  saying  we're  not  going  to  agree  to  that.  We  simply 
want  to  know  how  we  can  do  that  within  the  context  of  working 
towards  a  balanced  budget.  In  other  words,  it  is  a  zero  sum  game; 
where  do  we  take  those  resources  from  in  order  to  get  more  money 
in  this  area.  It's  fine  with  us  if  the  President  considers  that  a  prior- 
ity. Obviously,  we  want  to  accommodate  him  and  we  hope  that  he 
wants  to  accommodate  us,  and  in  the  end  I  think  we  can  get  this 
job  done. 

Mr.  Morris.  Well,  thank  you  very  much.  I  will  relay  your  com- 
ments about  the  hearing  on  drug  abuse  to  Mr.  Shanker. 
Mr.  Porter.  Yes,  thank  you.  Great. 
[The  prepared  statement  follows:] 
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Mr  Chairman  and  members  of  the  subcommittee.  I  am  Gerald  Morris,  Director  of 
Legislation  for  the  American  Federation  of  Teachers.  Thank  you  for  the  opportunity  to  testify 
today  on  the  issue  of  federal  funding  for  education  programs.  There  has  been  intense,  national 
debate  in  recent  months  over  federal  funding  of  education  and,  more  broadly,  the  federal  role  in 
education.  Some  people  believe  that  the  role  could  be  reduced  satisfactorily  to  nothing  more  than  a 
statistical  agency  with  no  programmatic  functions.  In  contrast,  the  AFT  believes  there  are  a 
number  of  important  and  irreducible  functions  that  the  federal  government  must  serve  in  education 
if  we  are  to  have  an  educational  system  that  meets  or  exceeds  the  quality  of  competition  from  other 
advanced  industrial  countries. 

Aside  from  the  fact  that  we  have  a  highly  mobile  society,  and  that  many  children  reside  in 
a  succession  of  states  before  they  complete  their  education,  there  are  other  reasons  why  educational 
policy  must  extend  beyond  the  boundaries  of  individual  states.  For  many  decades  the  federal 
government  rightly  has  taken  action  on  educational  issues  that  are  of  national  importance. 
Examples  include  founding  the  land  grant  colleges,  providing  educational  opportunities  to  ex- 
servicemen,  and  responding  to  the  perceived  threat  of  Soviet  adv  ances  in  science.  The  most  recent 
example  is  the  national  effort  to  improve  the  academic  quality  of  American  education  relative  to 
other  major  countries.  This  includes  the  adoption  of  programs  such  as  Goals  2000  and  the 
redirection  of  programs  such  as  Title  I  to  help  states  put  in  place  educational  systems  driven  by 
their  own  high  academic  standards.  The  endeavor  is  one  in  which  the  federal  government 
facilitates  independent  but  collateral  activity  among  the  states  in  adopting  and  implementing  high 
standards  in  core  academic  areas. 

The  federal  government  has  also  undertaken  the  responsibility  to  provide  supplementary 
educational  services  to  categories  of  students  with  special  needs  that  are  often  beyond  the  resources 
of  state  and  local  governments.  Examples  include  expanded  educational  services  for  high 
concentrations  of  poor  students,  for  students  with  disabilities,  for  immigrant  students,  and  for  the 
children  of  military  families.  Quite  obviously,  the  factors  establishing  these  needs  -  economic 
conditions,  federal  mandates,  immigration  policy,  national  security  -  are  beyond  the  scope  of 
individual  states. 

A  third  function  that  naturally  resides,  in  part,  with  the  federal  government  is  the  research, 
development,  and  dissemination  of  knowledge  and  practices  that  will  help  improve  education 
throughout  the  country.  It  makes  sense  that  generating  and  sharing  such  information  is  an  activity 
that  will  benefit  greatly  from  federal  leadership  and  assistance.  Federally  supported  research  over 
the  past  two  decades  has  led  to  significant  advances  in  our  understanding  of  how  to  better  educate 
students  These  gains  in  pedagogical  knowledge  are  now  an  important  resource  in  the  realignment 
of  state  educational  systems  to  meet  high  academic  standards.  Federal  funding  of  the  National 
Assessment  of  Educational  Progress  provided  during  the  same  period  the  best  gauge  of  how  well 
students  in  the  various  states  were  doing  academically.  More  recently,  federal  assistance  to  the 
National  Board  for  Professional  Teaching  Standards  is  helping  establish  a  voluntary  system  of 
advanced  teaching  credentials.  Board  certification,  in  teaching  as  in  other  professions,  will  be  a 
powerful  incentive  for  teachers  to  improve  their  knowledge  and  skills. 

The  American  public  is  appropriately  concerned  about  the  lagging  academic  achievement 
of  elementary  and  secondary  school  students.  Relative  to  popular  expectations  and  the  demands  of 
the  economy,  students  are  not  doing  very  well.  The  AFT  believes  that  to  deal  effectively  with  this 
shortcoming,  focus  must  be  on  the  slippage  of  academic  and  behavioral  standards  in  our  schools. 
If  one  takes  a  close  look  at  the  international  competition  -  and  my  organization  has  -  one  sees  that 
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countries  whose  students  consistently  out  perform  our  own  have  a  common  characteristic:  national 
academic  standards  in  core  subjects  such  as  reading,  writing,  math  and  science,  and  a  rational 
system  for  achieving  those  standards.  The  academic  standards  are  embodied  in  a  detailed  and 
sequenced  curriculum,  with  appropriate  textbooks  and  other  materials,  and  teacher  professional 
training  centers  upon  the  curriculum.  Student  progress  is  gauged  by  assessments  that  measure 
precisely  what  students  have  learned;  students  do  not  pass  from  grade-to-grade  or  graduate  without 
appropriate  master*  of  the  curriculum.  In  contrast,  our  school  systems  typically  have  none  of 
these  characteristics.  Another  difference  is  that  American  schools  tolerate  much  higher  levels  of 
student  misbehavior  and  disorder  than  do  schools  abroad,  conditions  that  seriously  compromise  the 
achievement  of  high  academic  standards.  Without  taking  strong  measures  to  address  these 
fundamental  problems,  one  should  not  expect  to  close  the  academic  achievement  gap. 

Parents,  teachers,  and  the  general  public  overwhelmingly  agree  that  high  academic 
standards  in  core  subjects  and  high  standards  of  conduct  are  their  top  priority  for  schools.  This  is 
abundantly  clear  in  surveys  done  by  the  Public  Agenda  Foundation  and  the  Phi  Delta 
Kappa/Gallup  Poll.  Furthermore,  it  is  true  across  all  demographic  groups,  including  African- 
Americans  and  fundamentalist  Christians.  Unfortunately,  policy  makers  and  reformers  have  been 
swept  up  in  faddish  and  radical  schemes  for  improving  the  schools,  ignoring  what  is  obvious  to 
most  parents  and  teachers.  Unless  you  have  civility  ,  not  much  learning  will  occur.  And,  unless 
there  are  high  academic  standards  which  students  are  expected  to  meet  and  helped  to  meet,  school 
programs  will  be  trivial  and  meaningless.  Focusing  on  safe  and  orderly  schools  and  high  academic 
standards  makes  common  sense.  It  prepares  students  to  become  responsible  and  productive 
members  of  society.  The  absence  of  high  academic  and  behavioral  standards  is  not  a  problem 
confined  to  specific  localities  or  states,  nor  are  the  consequences  It  is  a  national  problem, 
affecting  our  national  welfare  and  security. 

So  convinced  is  the  American  Federation  of  Teachers  of  the  critical  importance  of  raising 
academic  and  behavioral  standards  in  schools,  we  recently  launched  a  campaign  and  directed 
substantial  resources  to  that  purpose.  In  the  first  phase  of  the  campaign  we  are  asking  individuals 
and  community  groups  to  endorse  a  '  Bill  of  Rights  and  Responsibilities  for  Learning"  and,  in  turn, 
to  urge  its  adoption  by  school  districts.  In  addition,  we  will  continue  urging  states  and  districts  to 
establish  clear  and  rigorous  academic  standards.  We  will  put  our  shoulder  to  the  wheel  to  help 
establish  the  standards  and  to  help  ensure  that  students  have  the  assistance  they  need  to  meet  the 
standards.  We  will  work  with  school  districts  to  establish  or  modify'  discipline  codes  so  that  they 
are  clear,  fair,  and  enforceable.  We  will  also  work  to  establish  alternative  educational  placements 
for  violent  or  chronically  disruptive  students.  The  second  phase  of  the  campaign  will  focus  on 
tying  promotion  and  graduation  to  meeting  rigorous  academic  standards.  This  may  mean  altering 
institutional  practices  and  some  state  and  federal  laws  that  stand  in  the  way.  The  second  phase  will 
also  concentrate  on  making  sure  discipline  codes  are  enforced  and  on  reviewing  how  current  due 
process  procedures  for  students  help  or  hinder  the  fair  and  consistent  enforcement  of  discipline 
codes. 

The  adoption  of  meaningful  academic  standards,  the  redesign  of  curricula,  the  development 
and  validation  of  new  tools  of  assessment,  and  the  retraining  of  teachers  to  impart  the  new 
curricula  are  each  enormous  and  costly  tasks.  Likewise,  in  order  to  have  safe  and  orderly  learning 
environments  within  schools,  discipline  codes  and  due  process  procedures  must  be  supplemented 
by  costly  training,  security  devices,  additional  security  staff  and  other  means  of  enforcement.  Most 
states  and  localities  will  be  hard  pressed  to  come  up  with  the  necessary  resources.  Yet,  each  task  is 
essential  if  we  are  to  have  schools  that  enable  students  to  meet  the  challenges  of  the  next  century. 
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Faced  with  this  need,  yet  aware  of  the  possibilities,  it  is  frustrating  not  to  be  able  to  see  the  task 
through.  For  this  reason,  it  is  distressing  that  we  are  witnessing  a  major  cut  back  in  federal 
funding  for  education.  Moreover,  the  largest  cuts  are  coming  in  the  very  programs  that  hold  the 
most  promise  in  revitalizing  schools  across  the  nation  by  elevating  academic  standards  and 
strengthening  the  security  and  order  of  schools.  Mind  you.  it  is  not  that  all  of  the  problems,  all  of 
the  needs,  of  schools  can  be  addressed  by  money.  But  the  necessary  changes  to  raise  academic 
standards  and  establish  an  acceptable  level  of  order  within  schools  will  not  be  inexpensive. 

Seeing  a  vital  role  in  education  for  the  national  government,  the  AFT  believes  the  recent 
cuts  in  federal  education  programs  are  very  short-sighted  and  unnecessary.  Federal  education 
programs,  notably  Title  I,  have  had  a  significant  impact  over  time.  Although  there  is  still  a  long 
way  to  go,  test  scores  of  poor  and  minority  students  have  risen  steadily  relative  to  those  of  middle 
class  students.  High  school  graduation  rates  of  minority  and  white  students  are  converging. 
Educational  possibilities  unimaginable  only  two  decades  ago  have  been  opened  for  youngsters  with 
disabilities  It  is  often  argued  that  funding  for  public  education  has  doubled  over  the  last  25  years, 
but  student  achievement  has  not  shown  commensurable  gains.  What  is  missing  from  the  analysis  is 
the  fact  that  inflation  accounted  for  more  than  a  third  of  the  increase  and  most  of  the  remainder 
went  for  services  the  schools  had  not  earlier  provided.  In  a  study  of  nine  representative  school 
districts  by  the  Economic  Policy  Institute,  the  education  of  disabled  students  accounted  for  38 
percent,  and  regular  classrooms  only  28  percent,  of  the  increase.  Adjusting  for  years  of  teaching 
experience,  teacher  salaries  barely  kept  pace  with  inflation. 

Balancing  the  federal  budget  sounds  good,  but  not  within  constraints  that  prevent  sensible 
government  action,  and  not  as  an  excuse  to  hammer  social  programs.  The  budget  plan  adopted  in 
the  House  last  year,  it  was  widely  reported,  took  42  percent  of  the  cuts  over  7  years  from  the  17 
percent  of  the  budget  going  to  education  and  other  discretionary  domestic  programs.  As  I  am  sure 
you  are  aware,  polls  conducted  during  last  year' s  debate  over  the  budget  showed  that  although  a 
strong  majority  of  the  public  wants  to  see  the  federal  budget  balanced,  even  higher  numbers  reject 
that  idea  if  it  is  done  by  cutting  education.  It  sounds  good  not  to  leave  our  children  a  country  that 
is  in  debt,  but  the  public  also  wants  its  children  to  have  the  skills  necessary  to  pay  their  own  debts. 
Well-educated  people  have  better  jobs,  earn  more  money,  and  are  better  able  to  help  the  US 
compete  in  a  global  economy  than  people  with  less  education.  They  are  also  more  active  and 
knowledgeable  citizens.  Americans  have  always  understood  that  education  is  an  investment  that  a 
country  must  make  in  its  future,  and  they  still  do. 

On  behalf  of  the  American  Federation  of  Teachers,  I  urge  you  to  use  whatever  means  you 
have  to  restore  the  cuts  made  to  federal  education  programs.  I  further  urge  you  to  concentrate 
federal  resources  in  programmatic  areas  that  will  help  state  and  local  school  authorities  implement 
high  academic  standards,  redesign  curricula,  adopt  new  assessments  based  on  high  standards,  and 
train  teachers  and  other  school  staff  to  make  it  all  work.  It  will  not  be  inexpensive,  it  will  not  be 
quick,  and  it  will  not  be  without  protest  -  the  educational  establishment  does  not  like  to  change  - 
but  it  will  be  effective.  We  know  because  we  have  seen  what  works  in  scattered  sites  around  the 
US  and  in  other  countries.  More  specifically,  the  AFT  recommends  restored  and  increased  funding 
in  the  following  federal  education  programs. 

Goals  2000  is  one  of  the  most  misunderstood  of  federal  programs.  It  does  not  require 
states  to  do  anything.  It  simply  offers  them  financial  incentives  to  fashion  and  implement  their  own 
world-class  education  standards.  Nearly  all  of  the  states  are  already  moving  to  revise  their 
standards  to  focus  more  on  core  academic  content.  However,  their  efforts  vary  widely  in  quality 
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and  there  is  an  enormous  amount  of  work  yet  to  be  done.  The  task  is  long-term  and  expensive. 
This  should  not  be  surprising;  it  took  countries  with  standards-based  educational  systems  many 
decades  of  effort  and  rev  ision  to  get  where  they  are  now.  Goals  2000  has  been  in  operation  for 
only  a  short  time  and  is  already  having  a  significant  impact.  But.  the  ambitious  reform  begun  by 
Goals  2000  needs  money  in  order  to  survive  and  develop.  It  also  needs  a  way  for  states  to  compare 
notes  with  other  states  and  other  countries,  a  chance  to  share  ideas  and  learn  from  others'  success 
or  failure.  And  Goals  2000  needs  time.  I  hope  this  subcommittee  will  make  sure  it  gets  the  time  it 
needs. 

Title  I  is  an  essential  program  for  bringing  supplementary  educational  services  to  poor 
students.   It  provides  communities  with  high  concentrations  of  poor  students,  very  often 
communities  that  have  few  resources,  additional  funds  to  enrich  their  academic  programs.  Title  I 
was  extensively  rewritten  in  the  preceding  Congress.  It  was  re-focused  from  remedial  instruction 
to  the  attainment  of  high  academic  standards.  By  far  the  largest  of  elementary  -  secondary 
education  programs,  it  now  tracks  with  Goals  2000  and  other  efforts  by  the  states  to  elevate 
academic  standards.  In  particular,  the  increased  opportunity  to  conduct  school-wide  Title  I 
projects  gives  states  and  localities  much  greater  flexibility  to  reform  their  educational  systems.  In 
many  urban  schools.  Title  I  school-wide  funds  have  made  the  difference  in  their  ability  to  alter  and 
significantly  improve  their  academic  programs.  I  urge  you  to  take  the  necessary  measures  to 
restore  and  increase  Title  I  funds  and  allow  it  to  be  an  engine  for  improving  some  of  our  most 
disadvantaged  schools.  Title  I  has  been  an  effective  program,  its  effectiveness  has  grown  over  the 
years,  and  it  can  now  make  even  more  of  a  contribution  to  improving  schools. 

Title  II,  a  companion  to  Title  I,  provides  a  means  of  training  teachers  and  other  school 
staff  in  the  knowledge  and  skills  they  will  need  to  perform  well  in  high-standards  educational 
systems.  At  present,  the  professional  development  of  teachers  and  school  aides  is  widely  neglected. 
When  not  neglected,  it  is  too  often  done  in  quick,  one-shot  sessions  that  have  little  lasting  effect. 
Costs  are,  of  course,  a  primary  consideration.  Title  II,  in  contrast,  focuses  on  "intensive  and 
sustained"  professional  development,  with  broad  involvement  of  school-site  staff  in  selecting,  as 
well  as  participating  in,  the  training  programs  I  am  confident  that,  if  it  is  adequately  funded,  Title 
II  will  make  a  very  cost-effective  contribution  to  reforming  schools. 

It  is  indeed  unfortunate  that  Congress  is  poised  to  eliminate  or  significantly  reduce  the  Safe 
and  Drug  Free  Schools  program.  Safe  and  drug-free  schools  are  a  top  priority  for  most 
Americans.  They  realize  that  children  who  are  frightened  cannot  learn,  and  many  fear  for  the 
safety  of  their  children.  The  re-written  Safe  and  Drug-Free  Schools  program  supports  a  whole 
range  of  measures  to  address  the  problem  of  school  violence,  from  peer  mediation  to  extra  security 
personnel  and  metal  detectors.  Schools  hesitate  to  expel  dangerous  or  disruptive  students  because 
it  doesn't  do  them  -  or  their  communities  -  any  good  to  put  them  out  on  the  street.  Yet,  they  must 
be  removed  from  regular  classrooms.  Safe  and  Drug-Free  Schools  would  help  establish  alternative 
classes  and  provide  special  services  for  violent  and  disruptive  students.  I  urge  you  to  reconsider 
the  funding  cuts  in  this  important  program. 

I  stated  earlier  that  the  National  Board  for  Professional  Teaching  Standards  will  leverage  a 
more  expert  and  knowledgeable  teaching  force.  I  urge  you  to  give  it  full  support.  School -to-Work 
is  an  important,  relatively  new  program,  that  will  help  establish  occupational  skill  standards  and 
also  smooth  the  transition  to  work  for  many  students.  It  warrants  your  support.  IDEA,  which 
mandates  the  public  education  of  all  disabled  students  in  the  least  restrictive  environment,  entails 
tremendous  costs  to  local  school  districts.  Congress  has  never  provided  more  than  a  fraction  of  the 
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promised  40  percent  of  excess  costs.  It  should  shoulder  a  much  larger  portion  of  the  financial 
burden  At  the  higher  education  level,  funding  for  Pell  Grants  should  be  significantly  expanded. 
The  mainstay  of  providing  a  postsecondary  education  to  economically  poor  students,  they  have 
been  significantly  eroded  by  inflation  and  increased  college  costs. 

1  am  aware  that  your  subcommittee  will  face  tough  constraints  on  Fiscal  Year  1997 
funding.  At  this  juncture,  even  continued  FY  1996  funding  is  not  assured  for  many  programs. 
However,  on  behalf  of  the  American  Federation  of  Teachers  I  urge  you  to  do  your  utmost  to  restore 
and  increase  educational  funds,  particularly  in  programmatic  areas  that  will  help  schools  attain 
high  academic  standards  and  improve  security.  To  do  otherwise  is  a  false  economy.  President 
Clinton  stated  last  year  that  cutting  education  funding  now  would  be  like  cutting  the  defense  budget 
at  the  height  of  the  Cold  War.  I  emphatically  agree.  I  believe  we  have  before  us  the  possibility  of 
a  breakthrough  in  the  quality  of  American  public  education.  However,  if  we  do  not  make  the 
possible  real,  the  opportunity  may  be  permanently  lost. 

Again,  on  behalf  of  the  American  Federation  of  Teachers,  thank  you  for  the  opportunity  to 
testify  today.  If  the  AFT  may  be  of  any  assistance  please  do  not  hesitate  to  call. 
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Tuesday,  February  27,  1996. 

WITNESS 

DONALD  W.  INGWERSON,  LOS  ANGELES  COUNTY  OFFICE  OF  EDU- 
CATION 

Mr.  Porter.  Next,  Superintendent  Donald  W.  Ingwerson.  He  is 
representing  the  Los  Angeles  County  Office  of  Education.  Mr. 
Ingwerson,  welcome. 

Mr.  Ingwerson.  Thank  you  very  much.  It  is  not  very  often  that 
a  southern  Californian  has  to  come  to  Washington,  D.C.  for  better 
weather.  I'm  here  to  say  we  had  snow  in  Los  Angeles  and  48  de- 
gree temperatures  while  you  were  basking  in  your  72  degree  tem- 
perature. 

Mr.  Porter.  I  was  in  Chicago,  thank  you.  [Laughter.] 

Mr.  Ingwerson.  Mr.  Chairman,  I  am  Don  Ingwerson,  super- 
intendent of  the  Los  Angeles  County  Office  of  Education  (LACOE). 
I  am  very  pleased  to  have  the  opportunity  to  present  LACOE's  rec- 
ommendations for  the  fiscal  year  1997  education  appropriations.  I'll 
highlight  my  testimony.  I  believe  you  have  my  full  statement  in 
print  in  front  of  you. 

LACOE  is  the  largest  regional  education  agency  in  the  Nation. 
It  is  providing  services  to  the  County's  94  K-12  and  community  col- 
lege school  districts.  In  total,  we  serve  conservatively  1.5  million 
students.  Not  only  does  LACOE  provide  fiscal  oversight  to  the  local 
school  districts,  but  also  administers  instructional  programs  to  stu- 
dents with  disabilities,  wards  of  juvenile  court — as  an  example,  by 
law  we  must  have  an  educational  program  in  place  48  hours  after 
a  student  is  picked  up  on  the  streets  of  Los  Angeles  and  put  in  the 
detention  home.  We  also  operate  specialized  high  schools  in  arts 
and  science.  I  might  say  that  our  arts  high  school  on  Cal  State  Uni- 
versity campus  has  taken  all  sorts  of  honors  in  the  State  of  Califor- 
nia. Further,  we  operate  the  County's  Head  Start  program  and 
GAIN  Job  services. 

Our  student  population  is  as  diverse  as  our  County's  geography. 
Over  75  percent  of  our  students  come  from  ethnically  and  racially 
diverse  backgrounds,  spanning  across  over  4,000  miles  of  inner- 
city,  suburban,  and  rural  landscape.  The  sheer  size  and  diversity 
of  our  population  requires  us  to  pursue  innovative  strategies  to  im- 
prove education  in  the  County. 

We  understand  the  challenge  that  you  have  before  you  to  bring 
the  Nation's  deficit  under  control  and  we  appreciate  that.  But  in 
accomplishing  that,  we  hope  that  you  can  do  that  careful  balancing 
act  that  will  balance  the  Nation's  educational  priorities  in  doing  so. 
Most  K-12  institutions  have  invested  millions  of  dollars  over  years 
in  the  programs  that  they  have  and  to  make  sudden  changes  al- 
most sets  them  back  so  that  they  can't  get  a  grasp  on  the  current 
situation. 

Let  me  mention  a  few  of  the  innovative  programs  serving  Los 
Angeles  County  in  which  the  Federal  Government  has  played  a 
most  positive  role.  First  of  all,  the  area  of  educational  technology. 
Technology  in  the  classroom  has  become  a  very  popular  mantra,  in- 
voked as  one  that  may  solve  all  of  our  educational  problems. 
There's  no  question  that  it's  an  important  tool  to  enhancing  edu- 
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cation,  but  it  must  be  applied  in  a  very  cost-effective  way,  and,  of 
course,  it  must  be  accountable,  as  the  teacher  is  today. 

LACOE  has  developed  a  cost-effective  way  to  apply  this  tech- 
nology. This  opportunity  really  is  helping  to  teach  our  students  in 
a  more  efficient  manner,  but  also  a  very  important  aspect  of  that 
is  making  sure  that  the  teachers  have  received  the  training  that 
they  need  in  order  to  stand  in  front  of  their  students  and  use  tech- 
nology. We  believe  that  if  we  apply  technology  properly  and  have 
the  support  that  we  need  from  the  Federal  and  the  State  level,  we 
can  be  held  accountable  for  learning  in  the  key  curriculum  areas. 

LACOE  has  also  established  the  Educational  Telecommuni- 
cations Network,  we  call  it  ETN.  We  did  that  back  in  1988  with 
Federal  seed  money  and  local  funds.  ETN  now  reaches  classrooms 
and  homes  in  a  majority  of  California  counties.  Our  science  and 
math  instructional  programming,  which  has  received  Star  Schools 
program  grants,  reaches  into  19  States  across  America.  Our  Parent 
Channel  provides  programming  on  a  wide  array  of  topics  ranging 
from  prenatal  care  to  teenage  gang  prevention.  Such  expansion  in 
a  short  time  period  was  possible  by  partnering  not  only  with  cor- 
porate and  foundation  sponsors,  but  with  local  cable  companies  and 
PBS  stations  which  often  assist  in  carrying  our  programs  into  local 
schools  and  home  settings. 

Last  summer,  LACOE  joined  hands  with  the  private  sector  and 
parents  to  launch  the  Technology  for  Learning  Initiative.  This  na- 
tional model  is  a  public-private  collaborative  to  advance  technology 
in  education  for  all  students  in  L.A.  County  so  that  they  can  be 
technology  literate  and  able  to  compete  for  jobs  in  an  information 
age. 

Without  early  Federal  investments  in  our  initiatives,  LACOE 
would  not  be  a  leader  in  educational  technology.  While  State  and 
local  support  is  key  to  sustaining  our  efforts,  the  Federal  role  in 
partnering  is  equally  important.  The  House-passed  fiscal  year  1996 
education  appropriations  bill  eliminates  Star  Schools,  one  that 
weVe  counted  on  greatly  in  the  past,  and  Goals  2000  and  would 
drastically  reduce  Title  I  and  school  improvement  funding.  Many 
dollars  from  these  Federal  programs  help  foster  educational  tech- 
nology efforts  across  the  country.  Under  the  current  continuing  res- 
olution, LACOE  would  have  to  curtail  educational  technology  ac- 
tivities by  25  percent. 

To  talk  about  Title  I,  the  potential  reductions  in  Title  I  also 
present  a  serious  issue  for  most  of  our  school  districts  since  this 
funding  allows  school  districts  to  begin  advancing  technology  as 
well  as  provide  essential  educational  and  support  services  in  the 
classroom  for  the  most  disadvantaged  students.  Los  Angeles  Coun- 
ty has  the  highest  Title  I  population  in  the  State,  receiving  over 
$259  million  for  Title  I  services.  The  current  continuing  resolution 
reduces  this  funding  by  almost  25  percent  which  will  force  our 
school  districts  to  scale  back  services  and  could  result  in  the  denial 
of  Title  I  services  to  over  8,000  eligible  children.  We  urge  the  com- 
mittee to  sustain  Federal  funding  for  Title  I. 

Turning  to  another  educational  partnership,  let  me  highlight  for 
you  our  Head  Start  program.  We  operate  the  largest  Head  Start 
program  in  the  Nation,  contracting  with  over  14  school  districts,  2 
city  governments,  15  nonprofit  private  agencies  to  provide  a  wide 


83 


range  of  services  to  children  and  their  families.  More  recently, 
through  public-private  consortia,  we  established  three  Family  Serv- 
ice Centers  in  some  of  L.A.'s  toughest  neighborhoods,  including 
South  Central  Los  Angeles.  Approximately  2,500  families  are 
served  at  these  centers.  This  public-private  collaborative  assists  se- 
lected parents,  many  of  whom  have  been  on  welfare,  in  finding 
gainful  employment. 

Currently,  Federal  investments  allow  LACOE  to  serve  10  percent 
of  the  eligible  population.  The  House  fiscal  year  1996  appropria- 
tions bill  would  reduce  Head  Start  funding  by  $130  million,  thus 
ending  our  ability  to  reach  families  and  to  open  a  fourth  Family 
Service  Center.  We  recommend  funding  levels  for  this  program  be 
increased  rather  than  reduced  so  more  families  can  benefit  from 
this  innovative  program. 

With  your  time  schedule  as  it  is,  I  appreciate  very  much  being 
able  to  be  here  with  you  today.  In  my  written  testimony  are  some 
thoughts  about  safe  and  drug-free  schools  and  job  training  and  the 
workforce.  I'd  be  happy  to  go  into  detail  on  these  but  I  realize  that 
your  schedule  is  out  of  sync  right  now  also.  Los  Angeles  County  ap- 
preciates the  opportunity  to  be  here,  and  I  would  be  more  than 
happy  to  answer  any  questions  that  you  might  have,  sir. 

Mr.  Porter.  Mr.  Ingwerson,  let  me  say  something  right  now.  It 
would  be  a  real  disaster  if  we  ended  up  having  to  use  continuing 
resolutions  for  the  rest  of  this  fiscal  year.  That  does  not  need  to 
happen.  We  have  recognized  from  the  very  beginning  that  the 
White  House  would  have  priorities  different  from  ours  and  that  we 
would  at  some  point  sit  down  to  negotiate  with  them  about  those 
things.  I  think  that  the  Congress,  certainly  this  subcommittee,  is 
more  than  willing  to  move  funds  into  Title  I  where  we  did  make 
significant  cuts  if  the  White  House  will  tell  us  the  source  of  the 
funds  to  do  that.  I  think  the  greatest  disaster  that  could  happen 
is  that  we  never  get  to  the  point  of  negotiation  and  that  we  simply 
end  up  allowing  the  process  to  not  be  completed  because  we  have 
no  one  to  negotiate  with.  I  would  hate  to  see  the  President  of  the 
United  States  then  start  talking  about  all  the  terrible  cuts  that  oc- 
curred in  areas  that  he  thinks  are  a  matter  of  priority. 

I  want  to  say  publicly  and  right  now  that  we're  willing  to  nego- 
tiate these  matters  straight  out  with  the  President  to  accommodate 
his  priorities,  but  he's  going  to  have  to  tell  us  from  what  other  pri- 
orities or  other  places  he  wants  to  take  the  funds  in  order  to  do 
that.  We  can't  do  it  in  a  vacuum.  We  can't  do  it  alone.  We  have 
to  have  cooperation  and  someone  to  talk  with.  And  I  know  Ms. 
Pelosi  is  going  to  want  to  respond  to  what  I'm  saying.  But  obvi- 
ously, obviously,  we  don't  always  agree  with  the  White  House  on 
priorities.  There  are  differences  in  our  approaches.  But  obviously 
also,  this  system  requires  us  to  find  common  ground  and  to  come 
together  and  to  get  this  job  done.  But  we  have  to  have  somebody 
to  talk  to. 

On  Head  Start,  believe  me,  we  are  strong  supporters  of  the  Head 
Start  program.  But  not  every  Head  Start  program  is  as  good  as 
every  other.  In  fact,  there  are  some  that  really  are  wasting  money. 
We  realized  in  making  a  cut  in  the  House  bill  that  it  would  not  be 
cut  also  in  the  Senate  bill,  and  that  when  we  get  down  to  negotiat- 
ing again  with  the  White  House  we're  probably  going  to  either  level 
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fund  it  or  make  a  small  increase  in  the  program.  The  idea,  how- 
ever, is  to  send  a  message  by  making  the  cut  that  we  want  the 
money  spent  for  real  results  for  kids  and  not  just  to  have  programs 
we  call  Head  Start  that  really  aren't  Head  Start  quality.  I  think 
you  know  as  well  as  I  do  there  are  some  out  there  across  the  coun- 
try that  really  don't  meet  the  standards  of  the  program  and  aren't 
doing  a  good  job  for  the  kids.  That's  the  purpose  of  making  the  cut 
in  the  House,  not  because  we're  in  any  way  hostile  to  the  program. 
We're  strong  supporters  of  the  Head  Start  program.  It  generally  is 
an  excellent  program  that  really  helps  the  kids. 
Now,  Ms.  Pelosi. 

Ms.  Pelosi.  Thank  you,  Mr.  Chairman.  So  much  to  say,  so  little 
time.  I'll  be  brief.  With  all  due  respect  to  our  Chairman,  the  cuts 
were  made  in  our  subcommittee,  the  $1  billion  out  of  Title  I.  I 
found  that  unconscionable.  I  also  find  it  a  little  disingenuous  for 
the  majority  in  the  House  to  say  to  the  President  that  unless  you 
come  up  with  a  place  to  pay  for  it,  we  can't  restore  the  cuts.  The 
House  of  Representatives  made  the  cuts.  It  established  its  prior- 
ities. So  unless  there's  an  infusion  of  some  other  money,  which  I 
hope  there  will  be  on  the  Senate  side  and  that  we  can  then  all 
agree  that  one  of  the  first  places  we  should  spend  that  money  is 
on  Title  I,  and  investing  in  our  children,  especially  children  who 
are  eligible  for  that  funding,  then  our  priorities  I  think  are  very  out 
of  whack. 

But  the  point  of  my  seeking  recognition  is  to  say  I  don't  think 
that  we're  being  straight  up  on  it  if  we  say  we'll  make  the  cuts, 
we'll  move  the  money  around,  now  you  go  find  the  money  some- 
place else  to  cover  the  Title  I,  and  if  Title  I  doesn't  have  the  fund- 
ing, it's  your  fault  because  you  wouldn't  negotiate.  We  have  to  both 
negotiate,  especially  those  who  have  had  the  major  hand  in  estab- 
lishing the  priorities  in  this  subcommittee,  in  the  full  committee, 
in  this  House  of  Representatives.  As  you  know,  when  we  came  to 
the  table  with  our  subcommittee  bill  there  was  hardly  anyplace  to 
make  a  substitution  because  you  had  already  gone  to  those  places 
to  protect  very  appropriate  priorities  that  you  wanted  to  protect  at 
the  time.  So  unless  there's  more  money,  these  kids  are  up  the 
creek.  That,  I  think,  is  a  most  unfortunate  statement  about  this 
committee  where  so  many  Americans  depend  on  education  not  just 
for  their  own  children,  but  also  for  the  children  of  America. 

So,  hopefully,  there  will  be  an  infusion  of  cash;  otherwise,  I  don't 
think  we  have  a  right  to  say  you've  got  to  go  cut  it  someplace  else. 
Unless  we're  going  to  take  down  some  walls,  which  I'm  perfectly 
happy  to  do  

Mr.  Porter.  Well,  if  I  can  respond  to  the  lady  from  California, 
for  whom  I  have  the  highest  respect.  Mr.  Ingwerson,  you  have  set 
off  a  small  debate  here.  [Laughter.] 

The  only  place  you're  going  to  infuse  money  is  by  borrowing  more 
and  raising  the  deficit  at  this  point.  That  is  not  going  to  happen. 
We  are  going  to  meet  our  obligation  to  bring  the  deficit  down  and 
stop  asking  our  children  and  grandchildren  to  pay  our  bills.  That 
is  a  given. 

You  are  correct  in  saying,  Ms.  Pelosi,  that  we  did  choose  our  pri- 
orities; that  is  absolutely  true.  But  money  was  hoping  to  be  forth- 
coming by  restraining  the  rate  of  increase  in  our  major  entitlement 
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programs  which  have  grown  far  faster  than  our  ability  to  pay  for 
them.  That's  why  the  Balanced  Budget  Act  of  1995,  which  the 
President  vetoed,  would  have  given  us  more  money  to  work  with 
on  the  discretionary  side  by  restraining  the  rate  of  increase — not 
cutting — restraining  the  rate  of  increase  in  the  growth  of  both  Med- 
icare and  Medicaid  and  providing  block  grants  in  respect  to  the 
welfare  program,  which  the  President  himself  had  basically  sug- 
gested new  approaches  in  welfare  at  the  time  he  ran  for  office. 

So  we  can  have  an  infusion  of  money  if  we  can  have  a  broader 
agreement  with  respect  to  the  remaining  pieces  of  the  original  puz- 
zle— Medicare,  Medicaid,  welfare  reform,  a  tax  cut,  which  I  do  not 
favor  personally,  and  the  remaining  appropriation  bills.  It  is  time, 
if  the  President  wants  increases  anywhere  in  the  budget,  he  does 
have  to  suggest  something  as  to  where  they  are  going  to  come 
from.  We've  made  our  suggestions.  We've  said  restrain  the  rate  of 
increase  in  the  major  entitlement  programs,  make  changes  in  our 
welfare  program.  We  have  on  the  table  where  we  would  get  the 
money.  The  President  has  said  no,  I  don't  want  to  do  that.  It  is 
time  the  President  says  what  he  wants  to  do  and  not  simply  say 
we  can't  do  this,  or  we  can't  do  this,  or  we  can't  do  this. 

We're  going  to  have  to  restrain  the  rate  of  increase  in  Medicare 
or  Medicaid  or  our  entire  budget  is  going  to  go  down  and  there  will 
be  no  money  for  discretionary  spending  whatsoever.  We're  going  to 
have  to  have  a  new  welfare  program  because  we  know  the  one  we 
have  does  not  work  for  people.  And  it  is  time  that  the  President 
said  yes,  I  want  more  money  for  Title  I  and  I  want  to  take  it  from 
over  here,  from  over  here,  or  from  over  here.  I  don't  care  whether 
he  suggests,  if  he'd  like  to,  rescissions  in  the  defense  appropriation. 
If  that's  what  he  wants  to  do,  that's  fine  with  me.  But  he  has  to 
put  it  on  the  table  where  we're  going  to  get  the  resources. 

No,  we're  not  going  to  put  an  infusion  of  new  money  and  borrow 
it  and  raise  our  deficit.  That  is  not  an  option  in  this  attempt  to  bal- 
ance the  budget. 

The  gentlelady. 

Ms.  Pelosi.  The  problem,  as  you  see,  sir,  is  that  we  have  a 
Chairman  who  is  consistent.  He  says  he's  not  for  the  tax  cut  and 
he  would  accept  rescissions  in  the  defense  side.  But  his  appropriate 
consistency  is  not  what  is  calling  the  shots  in  what  we  are  doing. 
Therefore,  one  million  disadvantaged  children  in  America  will  be 
held  hostage  to  this  debate  where  people  who  give  priority,  as  our 
Chairman  does  in  the  bill  to  the  right  things  are  not  calling  the 
shots  down  the  road.  In  order  for  this  product  to  have  integrity,  it 
has  to  have  some  consistency  in  juggling  these  funds. 

So,  yes,  we  could  start  with  the  tax  cut,  for  one  place.  We  could 
also  talk  about  not  giving  at  least  $7  billion  more  than  the  Defense 
Department  even  asked  for  for  the  defense  budget.  But  still,  after 
all  is  said  and  done,  this  committee  cut  $1  billion  out  of  Title  I,  1 
million  kids  not  having  access  to  that  special  assistance  that  they 
need.  We're  going  to  have  a  discussion  about  whose  welfare  plan 
or  whose  balanced  budget  proposal  had  worth.  I  think  it  is  really 
very  unfortunate  that  we're  at  that  place.  Would  that  you  were 
calling  the  entire  shot,  Mr.  Chairman,  because  your  numbers  would 
add  up. 


86 


Mr.  Porter.  Well,  thank  you,  Ms.  Pelosi.  I  hope  we  aren't  seeing 
a  preview  of  the  fall  campaign  and  that  we  can  get  this  job  done. 
Ms.  Pelosi.  No,  I  don't  think  so. 

Mr.  Porter.  Thank  you  very  much  for  your  testimony,  Mr. 
Ingwerson. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee:  I  am  Dr.  Donald  Ingwerson,  Superintendent 
for  the  Los  Angeles  County  Office  of  Education  (LACOE).  I  am  pleased  to  have  the  opportunity 
to  present  LACOE's  recommendations  for  fiscal  year  1997  education  appropriations. 

Ours  is  the  largest  regional  educational  agency  in  the  nation,  providing  services  to  the  County's 
81  K  through  12  school  districts  and  13  community  college  districts.  In  total,  we  serve  1.6 
million  students  —  one-third  of  California's  public  school  population.  Not  only  does  LACOE 
provide  fiscal  oversight  of  local  school  districts  to  ensure  their  programs  are  sound,  but  also 
administers  instructional  programs  to  students  with  disabilities,  wards  of  the  juvenile  court,  and 
magnet  high  schools  in  arts  and  science.  Further,  we  operate  the  County's  Head  Start  program 
and  GAIN  Job  services. 

Our  student  population  is  as  diverse  as  our  County's  geography.  Over  60%  of  our  students  come 
from  ethnically  and  racially  diverse  backgrounds.  Approximately  90  different  languages  are 
spoken  by  students  in  our  schools  which  span  across  4,000  miles  of  inner-city,  suburban  and  rural 
landscape. 

The  sheer  size  and  diversity  of  our  population  requires  us  to  pursue  innovative  strategies  to 
improve  education  in  the  County.  Fiscal  constraints  of  federal,  state,  and  local  resources  add  to 
the  urgency  of  forging  partnerships  with  the  private  sector  to  help  sustain  the  quality  of  education 
for  our  children. 

LACOE  understands  the  challenge  to  bring  the  nation's  deficit  under  control  to  secure  our 
children's  future.  This  should  be  accomplished  through  a  careful  balancing  of  our  nation's 
educational  priorities  -  our  children's  future  is  best  guaranteed  by  a  quality  education  that  equips 
them  to  succeed  in  the  21st  century. 

Let  me  mention  some  of  the  innovative  programs  serving  Los  Angeles  County  in  which  the 
Federal  government  has  played  a  positive  role. 

Educational  Technology 

Technology  in  the  classroom  has  become  a  popular  mantra,  invoked  as  a  way  to  solve  our 
educational  problems.  There  is  no  question  that  it  is  an  important  tool  to  enhancing  education, 
but  it  must  be  applied  cost  effectively.  Teachers  utilizing  technology,  whether  computers  or 
telecommunications-based,  must  be  trained  properly.  Faced  with  tight  budgets  and  teacher 
shortages,  as  well  as  large  geographic  distances  to  cover.  LACOE  has  developed  cost  effective 
ways  to  apply  this  technology  that  helps  to  improve  instructional  methods  and  motivate  students 
to  excel  in  key  curriculum  areas  in  science,  math  and  language  arts. 

LACOE  established  the  Educational  Telecommunications  Network  (ETN)  back  in  1988  with 
federal  seed  money  and  local  funds.  This  federal-local  partnership  in  funding  has  allowed  ETN 
to  expand  its  satellite  telecommunications  network  into  a  national  program  for  teacher  training, 
student  instruction  and  parent  education.  ETN  now  reaches  classrooms  and  homes  in  a  majority 
of  California's  counties.  Our  science  and  math  instructional  programming,  which  has  received 
Star  Schools  program  grants,  reaches  into  19  states  including  the  school  districts  of  Boston, 
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Chicago,  Detroit,  and  the  District  of  Columbia.  Our  Parent  Channel  provides  programming  on 
a  wide  array  of  topics  ranging  from  prenatal  care  to  teenage  gang  prevention  to  understanding 
how  things  are  taught  in  school.  Such  vast  expansion  in  a  short  time  period  was  possible  by 
partnering  not  only  with  corporate  and  foundation  sponsors,  but  with  local  cable  companies  and 
PBS  stations  which  often  assist  in  carrying  our  programs  into  local  school  and  home  settings. 

Last  summer,  LACOE  joined  hands  with  corporate  leaders,  local  foundations,  community 
organizations,  local  elected  officials  and  parents  to  launch  the  "Technology  for  Learning 
Initiative."  This  national  model  is  a  public-private  collaborative  to  advance  technology  in 
education  for  all  students  in  L.A.  County  so  that  they  can  be  technologically  literate  and  able  to 
compete  for  jobs  in  the  information  age.  Again,  a  federal-local  investment  fostered  this 
partnership  which  is  committed  to: 

ONE: 

Move  the  schools  in  L.A.  county  from  the  bottom  10%  to  the  top  nationally  in 
children's  access  and  use  of  educational  technology; 

TWO: 

Initially  train  30,000  teachers  in  appropriate  use  of  educational  technologies  with 
a  future  goal  of  reaching  60,000  teachers  in  the  County;  and 

THREE: 

Connect  all  schools  in  L.A.  county  to  their  district  telecommunications  hub  with 
all  district  hubs  connected  to  LACOE's  Educational  Telecommunications  Network 
(ETN). 

Without  early  federal  investments  in  our  initiatives,  LACOE  would  not  be  a  leader  in  educational 
technology.  While  state  and  local  support  is  key  to  sustaining  our  efforts,  the  federal  role  in 
partnering  is  equally  important.  We  are  concerned  that  Congress  may  reduce  federal  support  for 
educational  technology.  The  House-passed  FY  1996  education  appropriations  bill  eliminates  Star 
Schools  and  Goals  2000  and  would  drastically  reduce  Title  1  and  school  improvement  funding. 
Many  dollars  from  these  federal  programs  help  foster  educational  technology  efforts  across  the 
Country.  Under  the  current  Continuing  Resolution,  LACOE  would  have  to  curtail  educational 
technology  activities  by  25%. 

Title  1 

Potential  reductions  in  Title  1  also  present  a  serious  issue  for  most  of  our  school  districts  in  the 
County.  It  should  be  noted  that  Title  1  funding  allows  school  districts  to  begin  advancing 
technology  as  well  as  provide  essential  educational  and  support  services  in  the  classroom  for  the 
most  disadvantaged  students.  Los  Angeles  County  has  the  highest  Title  1  population  in  the  state. 
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In  FY  1995  the  County  received  over  $259  million  for  Title  1  services.  The  current  Continuing 
Resolution  reduces  this  funding  by  almost  25%.  This  cutback  will  force  our  school  districts  to 
scale  back  services  to  the  most  disadvantaged  children  in  the  County  and  could  result  in  the 
denial  of  Title  1  services  to  8,400  eligible  children.  We  urge  the  Committee  to  sustain  federal 
funding  for  Title  1 . 

Head  gtart 

Turning  to  another  innovative  educational  partnership,  let  me  highlight  for  you  our  Head  Start 
program. 

In  L.A.  County  Head  Start  is  a  family  affair  ~  we  believe  a  strong  family  is  the  key  to  a  child's 
success.  We  operate  the  largest  Head  Start  program  in  the  nation,  contracting  with  14  school 
districts,  two  city  governments,  and  15  non-profit  private  agencies  to  provide  a  wide  range  of 
services  to  children  and  their  families.  Parents  involvement  in  a  child's  education  is  proven  to 
be  the  single  most  important  factor  in  determining  the  success  of  a  student  -  we  believe  parents 
are  the  first  and  most  important  teachers  of  young  children.  That  is  why  LACOE's  Head  Start 
programs  offer  many  opportunities  to  help  parents  reach  the  ultimate  goal  of  helping  their 
families  thrive. 

More  recently  through  public-private  consortia,  we  established  three  Family  Service  Centers  in 
some  of  L.A's  toughest  neighborhoods,  including  South  Central,  Los  Angeles.  Approximately 
2,500  families  are  served  at  these  centers  which  enrich  the  existing  Head  Start  programs  by 
empowering  urban  families  who  are  confronted  by  multiple  barriers  to  achieve  self  sufficiency. 
The  three  components  of  services  offered  to  families  are:  employment  assessment;  job  readiness; 
and  skills  training  and  job  placement.  LACOE  provides  coordination  of  all  services  furnished 
to  families,  even  those  services  provided  by  other  agencies.  This  public-private  collaborative 
assists  selected  parents  -  many  of  whom  have  been  on  welfare  -  in  finding  gainful  employment. 

Currently,  federal  investments  allow  LACOE  to  serve  18,697  individuals  in  its  Head  Start 
program  or  10%  of  the  eligible  population.  The  House  FY  1996  Appropriations  Bill  would 
reduce  Head  Start  funding  by  $130  million,  thus  hindering  our  ability  to  reach  eligible  families 
and  to  open  a  fourth  Family  Service  Center  in  Antelope  Valley,  another  region  in  desperate  need 
of  Head  Start  services.  We  recommend  funding  levels  for  this  program  be  increased  rather  than 
reduced,  so  more  families  benefit  from  this  innovative  program. 

Safe  and  Drug  Free  Schools 

We  all  know  children  must  be  physically  and  emotionally  well  in  order  to  learn.  It  is  for  this 
reason  that  LACOE  operates  a  number  of  drug  and  alcohol  education  programs;  intervention  for 
high-risk  pupils;  after  school  programs;  and  violence  and  conflict  resolution  and  valuable  work 
on  how  gang  violence  traumatizes  youngsters  and  impairs  learning.  These  initiatives  are  critical 
in  a  County  plagued  by  gang  wars,  violence,  and  high  poverty.  Reductions  in  funding  would 
have  serious  impacts  in  81  of  our  school  districts  where  such  programs  and  centers  are  operated. 
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In  addition,  LACOE  developed  Healthy  Kids  Centers  through  Safe  and  Drug  Free  School  funding 
which  provide  parent  education  on  basic  health  care  needs,  such  as  immunization,  nutrition,  and 
first  aide  as  well  as  direct  health  care  services  to  students. 

We  urge  the  Committee  to  maintain  funding  for  these  programs  which  are  vital  to  our 
community. 

Job  Training  and  Workforce  Development 

Let  me  touch  on  one  final  area  -  job  training  and  workforce  development. 

LACOE  supports  Congressional  efforts  to  reform  the  nation's  fragmented  job  training  system  into 
a  state  block  program  which  provides  states  and  localities  the  flexibility  needed  to  implement 
programs  to  best  serve  their  population.  We  have  worked  closely  with  the  Chairman  of  the 
Postsecondary  Education,  Training  and  Lifelong  Learning  Subcommittee  to  ensure  a  role  for 
regional  educational  leadership  in  the  state  planning  and  allocation  of  resources.  While  we 
understand  the  Appropriations  Committee's  intent  to  reduce  funding  for  job  training  and 
workforce  development  activities  as  the  nation  transitions  into  the  new  system;  LACOE  is 
concerned  that  until  the  enactment  of  the  new  legislation,  many  of  the  current  successful, 
innovative  programs  will  fall  through  the  cracks.  We  urge  the  Committee  to  fund  job  training 
and  workforce  development  programs  at  the  FY  1995  levels  until  the  job  training  consolidation 
bill  is  fully  implemented. 

Mr.  Chairman,  this  completes  my  testimony.  LACOE  appreciates  the  opportunity  to  appear 
before  you  today  and  document  how  the  Federal  investments  in  education  is  critical  to  our  local 
efforts  to  improve  education  in  the  classroom.  I  will  be  pleased  to  answer  any  questions  you  or 
Members  of  the  Subcommittee  may  have. 
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Tuesday,  February  27,  1996. 

WITNESS 

HOWARD  J.  SILVER,  Ph.D.,  CONSORTIUM  OF  SOCIAL  SCIENCE  ASSO- 
CIATIONS 

Mr.  Porter.  Next,  Howard  J.  Silver,  executive  director,  rep- 
resenting the  Consortium  of  Social  Science  Associations.  Dr.  Silver, 
welcome. 

Dr.  Silver.  Mr.  Chairman,  it  is  a  pleasure  to  be  back  before  the 
subcommittee  after  a  hiatus  of  a  number  of  years.  I  am  always  in- 
spired and  astonished  by  the  tales  of  the  witnesses  who  appear  be- 
fore the  subcommittee.  It  is  rather  remarkable. 

I  am  here  to  ask  the  subcommittee's  support  for  Federal  funding 
of  education  research  and  statistics  of  the  Office  of  Educational  Re- 
search and  Improvement.  My  written  testimony  includes  the  long 
list  of  the  almost  100  organizations  that  support  COSSA  and  in- 
cludes also  the  views  of  many  of  my  fellow  members  of  the  inter- 
society  group  for  education  research. 

I  am  originally  from  New  York  so  I'll  try  to  talk  fast,  given  the 
bells  and  everything  else.  Education  research  expands  our  under- 
standing of  the  fundamental  aspects  of  human  development,  learn- 
ing, and  teaching.  Over  the  years,  the  Federal  investment  in  edu- 
cation R&D  has  built  a  body  of  knowledge  and  a  core  of  highly  ca- 
pable individuals  and  institutions.  This  helps  raise  the  achieve- 
ment levels  of  all  students  and  workers.  As  in  health,  technology, 
and  all  other  areas,  continued  advancement  will  only  come  through 
investment  in  R&D. 

In  light  of  the  tremendous  constraints  facing  domestic  discre- 
tionary spending  which  we've  heard  about  all  morning,  COSSA 
hopes  that  you  will  not  dismiss  the  Nation's  long  term  research 
and  statistic  needs  as  you  seek  to  meet  other  education  goals.  Sup- 
porting research  and  collecting  statistics  has  been  part  of  the  Fed- 
eral role  in  education  since  1867  and  in  this  era  of  reform  and  ex- 
perimentation it  must  continue. 

Support  for  a  Federal  role  in  education  research  has  been  en- 
dorsed by  Speaker  Gingrich  and  by  former  Secretaries  of  Education 
Alexander  and  Bennett.  Most  importantly,  it  has  been  approved  by 
the  American  people.  In  a  poll  conducted  in  1995,  education  re- 
search ranked  number  one  among  five  major  areas  of  Government 
funded  research;  90  percent  of  the  sample  said  they  considered  in- 
vestment in  education  R&D  either  a  very  important  or  an  ex- 
tremely important  priority  for  the  Federal  Government.  In  addi- 
tion, the  polling  firm  reported  that,  Voters  believe  that  Govern- 
ment, not  private  foundations,  businesses,  or  local  school  districts 
should  be  most  responsible  for  providing  the  money." 

Despite  all  these  supporters,  the  financial  commitment  of  the 
Federal  Government  remains  remarkably  small.  Federal  spending 
on  education  R&D  remains  less  than  1  percent  of  the  total  Federal 
education  budget.  It  is  comparatively  far  less  than  is  spent  on 
health  or  defense  R&D.  And  despite  the  subcommittee's  generosity 
in  providing  an  increase  in  the  fiscal  year  1996  appropriation  for 
the  research  line  item,  for  which  we  are  grateful,  the  budget  of 
OERI's  research  and  development  programs  remains  inadequate. 
This  is  especially  true  as  OERI  complies  with  this  subcommittee's 
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desire  that  it  coordinate  and  prioritize  education  research  efforts 
throughout  the  Department,  many  of  which  are  slated  for  funding 
reductions. 

As  you  know,  in  1994,  with  overwhelming  bipartisan  support, 
Congress  reauthorized  the  OERI  and  revamped  and  improved  its 
research  and  dissemination  structure.  The  reauthorization  created 
safeguards  to  ensure  that  Federal  education  R&D  programs  main- 
tain objective,  nonpartisan  perspectives  on  all  education  initiatives. 
The  hope  was  to  overcome  the  politicization  OERI  had  encountered 
in  the  past. 

Since  its  reauthorization,  OERI  has  made  great  strides  to  im- 
prove its  operations  from  a  short  term  fragmented  research  strat- 
egy, OERI  now  coordinates  research  through  an  NIH-modeled  insti- 
tute structure  with  five  permanent  missions.  The  Policy  and  Prior- 
ities Board  is  producing  a  coherent  and  long-term  R&D  strategy 
and  conducting  nonpartisan  oversight.  Almost  95  percent  of  OERI 
institutes'  budgets  are  expanded  for  research  by  outside  sources 
through  the  Federal  R&D  centers  and  with  great  increase  in  unso- 
licited field  initiated  studies.  Research  dissemination  has  improved 
greatly  through  the  use  of  the  regional  laboratories  and  electronic 
networks  from  the  clearinghouse  system. 

A  couple  of  examples  of  what  we  have  learned  from  research. 
Cognitive  science  research  has  provided  insights  that  help  teach 
beginning  reading,  that  teaching  reading  and  writing  simulta- 
neously helps  young  children,  and  that  teaching  writing  as  a  proc- 
ess of  brainstorming,  composing,  revising,  and  editing  has  proven 
the  most  effective  method  for  improving  the  writing  of  America's 
students.  All  this  cognitive  research  has  contributed  to  the  develop- 
ment of  innovative  programs  such  as  Reciprocal  Teaching,  Reading 
Recovery,  Strategic  Reading,  and  Success  For  All. 

Another  result  from  education  research  has  been  a  new  emphasis 
on  cooperative  learning.  This  method  helps  prepare  students  for 
the  team  approach  utilized  with  increasing  frequency  in  the  busi- 
ness world.  It  encourages  learning  as  a  social  process  and  facili- 
tates the  building  of  learning  communities  in  schools. 

Although  we  have  learned  much  through  research  conducted 
with  Federal  support,  there  is  still  a  lot  more  we  need  to  learn. 
MIT  president  Charles  Vest  in  his  recent  annual  report  noted  what 
he  called  countless  gateways  to  the  unknown.  Avenues  for  future 
research  include  exploring  why  some  children  seem  to  learn  to  read 
with  all  the  ease  with  which  all  children  acquire  language;  discov- 
ering how  the  notion  of  multiple  intelligences,  popularized  by  How- 
ard Gardner  and  others,  impacts  teaching  strategies  and  learning 
capabilities;  evaluating  the  impact  of  the  institution  on  the  learner, 
such  as  the  effects  of  the  major  school  reform  efforts  now  under- 
way, including  charter  schools,  vouchers,  systemic  initiatives,  and 
standards-based  assessments;  and  finally,  inquiring  how  methods 
such  as  simulations,  distance  learning,  and  other  technologically 
based  pedagogy  will  affect  knowledge  acquisition.  Do  these  tech- 
niques produce  different  outcome  from  traditional  instruction  and 
are  these  effects  sustained  over  the  long  term? 

Before  I  finish,  I  would  like  to  say  a  word  about  the  National 
Center  for  Education  Statistics  which  we  believe  is  a  woefully  un- 
derfunded and  understaffed  national  treasure  of  data  about  teach- 
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ing  and  learning  and  our  Nation's  schools  and  students.  Their  work 
has  guided  education  policy  at  all  levels  of  government  and  all  lev- 
els of  education  as  well  as  private  sector  initiatives.  Among  its 
most  important  work  has  been  its  longitudinal  surveys  such  as 
High  School  and  Beyond,  that  follow  cohorts  of  students  over  time. 
It  is  important  to  note  that  the  funding  of  these  longitudinal  stud- 
ies requires  a  long-term  commitment  that  only  the  Federal  Govern- 
ment is  capable  of  sustaining.  A  new  NCES  survey  called  Bacca- 
laureate and  Beyond,  a  longitudinal  survey  of  college  graduates, 
may  help  you  answer  some  of  the  questions  you  posed  to  Mr. 
Hartle  earlier. 

The  problem  for  NCES  is  that  it  has  been  required  to  produce 
more  information  with  relatively  stagnant  budgets.  Both  the  Bush 
and  Clinton  administrations  asked  for  substantial  increases  for  this 
agency  but  lately  Congress  has  not  provided  these  requests.  For 
the  past  few  years  NCES  as  received  level  funding.  We  urge  you 
to  treat  NCES  and  its  national  treasure  of  data  collection  by  fund- 
ing adequately  in  the  fiscal  year  1997  budget. 

Thank  you,  Mr.  Chairman,  for  your  time  and  attention.  I  would 
be  pleased  to  answer  any  questions  you  might  have. 

Mr.  Porter.  Dr.  Silver,  we  very  much  appreciate  your  coming  to 
testify  before  the  committee  today. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  am  Howard  J.  Silver,  Executive  Director  of  the  Consortium  of  Social  Science  Associations  (COSSA). 
COSSA  receives  support  from  almost  100  professional  associations,  scientific  societies,  universities  and 
research  institutes  concerned  with  the  promotion  of  and  funding  for  research  in  the  social  and  behavioral 
sciences.  COSSA  functions  as  a  bridge  between  the  academic  research  world  and  the  Washington 
policymaking  community.  A  list  of  COSSA  Members,  Affiliates,  and  Contributors  is  attached.  This 
testimony  also  represents  the  views  of  the  American  Educational  Research  Association,  the  American 
Psychological  Society,  the  Council  on  Educational  Development  and  Research,  the  National  School  Boards 
Association,  and  the  Educational  Testing  Service. 

Education  research  expands  our  understanding  of  the  fundamental  aspects  of  human  development,  learning 
and  teaching.  Over  the  years,  the  federal  investment  in  education  research  and  development  has  built  both  a 
body  of  knowledge  and  a  core  of  highly  capable  individuals  and  institutions.  This  helps  raise  the  achievement 
levels  of  all  students  and  workers.  As  in  health,  technology,  and  all  other  areas,  continued  advancement  will 
only  come  through  R&D  investment.  In  this  age  of  information  and  global  competition,  there  is  no  greater 
need  for  investment  than  in  our  nation's  human  capital. 

I  urge  the  Subcommittee  to  increase  support  for  the  Office  of  Educational  Research  and  Improvement 
(OERI).  In  light  of  the  tremendous  constraints  facing  domestic  discretionary  spending,  COSSA  is  concerned 
that  you  will  not  dismiss  the  nation's  long  term  research  and  statistics  needs  as  you  seek  to  meet  other 
education  goals.  Supporting  research  and  collecting  statistics  has  been  part  of  the  federal  role  in  education 
since  1867.  In  this  era  of  reform  and  experimentation  it  must  continue. 

THE  FEDERAL  ROLE  IN  EDUCATION  RESEARCH  &  DEVELOPMENT 

The  federal  role  is  significant.  Although  a  limited  player  in  the  nation's  overall  education  enterprise,  the 
federal  government  remains  the  primary  source  of  funds  for  long-term  investment  in  education  research  and 
development  (R&D).  Federal  support  for  education  R&D  provides  for  the  national  interest  by  producing  and 
disseminating  new  knowledge  about  teaching  and  learning,  gathering  and  presenting  statistics  that  track  the 
status  of  American  education,  and  developing  and  testing  processes  and  products  for  use  in  local  reform 
efforts.  It  also  helps  eliminate  barriers  to  education  for  disadvantaged  populations  and  supports  the 
development  of  innovative  models  for  education. 

Support  for  a  federal  role  in  education  research  has  been  endorsed  by  Speaker  Gingrich  in  a  speech  in 
February  1995  to  the  National  Association  of  Independent  Colleges  and  Universities  and  by  former 
Secretaries  of  Education  Lamar  Alexander  and  William  Bennett  in  testimony  to  the  House  Economic  and 
Educational  Opportunities  Committee  in  January,  1995.  Most  importantly  it  has  been  approved  by  the 
American  people.  In  a  poll  conducted  by  Public  Opinion  Strategies,  education  research  ranked  #1  among  five 
major  areas  of  government  funded  research.  90  percent  of  the  sample  said  they  considered  investment  in 
education  R&D  either  a  very  important  or  an  extremely  important  priority  for  the  federal  government.  In 
addition,  the  polling  firm  reported,  that  "Voters  believe  that  government,  not  private  foundations,  businesses 
or  local  school  districts  should  be  most  responsible  for  providing  the  money." 

Foundation  and  corporate  support  for  education  R&D  is  minimal.  The  generous  support  we  hear  about  tends 
to  flow  to  education  programs  and  demonstration  projects,  which  apply  existing  knowledge.  These  funds 
rarely  go  to  help  discover  new  knowledge.  State  and  local  education  funding  focuses  on  programs  and 
personnel  to  educate  our  nation's  children.  These  levels  of  government  simply  cannot  afford  the  long  term 
research  and  evaluation  efforts  this  nation's  education  effort  deserves.  Local  and  state  educators  need  an 
objective,  national  capacity  to  identify  common  and  pervasive  problems,  consolidate  data,  and  disseminate 
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accurate  information.  Ted  Sanders,  former  Deputy  Secretary  of  Education  and  former  Chief  State  School 
Officer,  sums  up:  "No  other  sector  other  than  the  federal  government  is  capable  of  mounting  and  sustaining 
the  types  of  research  and  development  strategies  necessary  to  solve  our  many  education  problems." 

Despite  all  these  supporters,  the  financial  commitment  of  the  federal  government  remains  remarkably  small. 
Federal  spending  on  R&D  remains  less  than  1  percent  of  total  federal  education  spending.  It  is  comparatively 
far  less  than  is  spent  on  health  or  defense  R&D.  Despite  the  Subcommittee's  generosity  in  providing  an 
increase  in  the  FY  1996  appropriation  for  the  Research  line  item,  the  budget  for  OERI's  research  and 
development  programs  remains  inadequate.  This  is  especially  true  as  OERI  complies  with  this 
Subcommittee's  desire  that  it  coordinate  and  prioritize  education  research  efforts  throughout  the  Department, 
many  of  which  are  slated  for  severe  funding  reductions. 

Diane  Ravitch,  former  OERI  Assistant  Secretary  in  the  Bush  administration,  upon  leaving  her  post  in  1992, 
noted  that  OERI's  number  one  problem  was  that  it  "has  never  had  the  appropriations  to  support  a  good 
research  program."  She  cited  favorably  a  report  from  the  National  Academy  of  Sciences,  Research  and 
Education  Reform:  Roles  for  the  Office  of  Educational  Research  and  Improvement,  that  recommended  an 
increase  of  $267  million  each  year  for  five  years  for  federal  education  research  and  development.  In  these 
constrained  times,  this  is  admittedly  impossible,  but  the  appropriation  needs  continued  enhancement  to  fulfill 
the  needs  of  our  nation's  school  children.  COSSA  seeks  funding  that  will  match  the  authorization  levels  for 
the  five  institutes,  which  include  the  centers  and  field  initiated  studies,  and  the  regional  laboratories  and 
ERIC  system.  This  would  amount  to  close  to  $  1 50  million. 

The  NEW  OERI 

In  1994,  with  overwhelming  bipartisan  support,  Congress  reauthorized  OERI  and  revamped  and  improved  its 
research  and  dissemination  structure.  The  reauthorization  created  safeguards  to  ensure  that  federal  education 
R&D  programs  maintain  objective,  nonpartisan  perspectives  on  all  education  initiatives.  The  hope  was  to 
overcome  the  politicization  OERI  had  encountered  in  the  past. 

To  improve  OERI,  the  reauthorization  created  a  triad  of  structures  to  produce  more  effective  research 
planning,  research  management,  and  research  dissemination.  The  National  Education  Research  Policy  and 
Priorities  Board  works  with  the  Assistant  Secretary  to  plan  a  long-term  strategy  for  the  federal  education 
R&D  program.  Appointed  in  the  Spring  of  1995,  the  non-partisan  Board  consists  of  parents,  *eachers, 
researchers,  and  others.  So  far,  the  Board  has  developed  standards  for  excellent  research  and  is  in  the  process 
of  key  consultations  to  produce  the  priorities  plan  due  for  release  later  this  year. 

The  reauthorization  also  created  five  NIH-like  institutes  to  ensure  that  organizations  and  individuals  outside 
the  Department  of  Education  produced  the  actual  R&D  work.  The  research  institutes  support  studies  in  five 
major  problem  areas  Congress  identified  in  the  law.  The  institutes  operate  through  the  use  of  research  centers 
and  field  initiated  research  programs. 

The  five  institutes  are  the: 

o  National  Institute  on  Student  Achievement,  Curriculum  and  Assessment; 
o  National  Institute  on  the  Education  of  At-Risk  Students, 
o  National  Institute  on  Educational  Governance,  Finance,  Policymaking,  and 
Management; 

o  National  Institute  on  Early  Childhood  Development  and  Education;  and 

o  National  Institute  on  Postsecondary  Education,  Libraries,  and  Lifelong  Learning. 

The  reauthorization  also  provided  that  20  percent  of  the  funds  for  the  Institutes  be  set  aside  for  field  initiated 
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studies.  Excellent  science  often  bubbles  up  from  the  field,  where  researchers  develop  hypotheses  and  test 
them  out  For  many  years,  OERI  has  been  unable  to  fund  many  of  these  ideas.  In  1990  only  10  of  222 
proposals  received  funding.  In  1995  there  was  no  money  available  for  these  studies.  The  goal  of  the 
reauthorization  was  to  change  that.  In  FY  1996,  it  is  expected  that  $8.6  million  will  be  available  across  the 
five  institutes  for  field  initiated  studies.  We  hope  that  in  FY  1997,  with  the  Subcommittee's  encouragement, 
this  number  will  increase. 

Within  the  Institutes  are  the  National  Research  and  Development  Centers.  Recently  the  Department 
completed  its  latest  center  competition  and  announced  seven  winners.  The  new  centers  include: 
Enhancing  Young  Children's  Development  and  Learning;  Improving  Student  Learning  and  Achievement; 
Improving  Student  Assessment  and  Educational  Accountability;  Meeting  the  Educational  Needs  of  a  Diverse 
Student  Population;  Increasing  the  Effectiveness  of  State  and  Local  Education  Reform  Efforts;  and 
Improving  Postsecondary  Education.  Many  of  these  are  multiuniversity  collaborations  to  study  significant 
national  problems  in  teaching  and  learning  for  all  students.  They  work  closely  with  the  dissemination  system. 
An  eighth  center  on  Adult  Literacy  and  Lifelong  Learning  will  be  awarded  later  this  year.  They  join  the 
already  existing  centers  on  Reading  and  At-Risk  Youth. 

The  third  part  of  the  triad,  the  new  Office  of  Reform  Assistance  and  Dissemination  (ORAD)  is  responsible 
for  taking  the  research  results  and  working  with  teachers,  schools,  parents,  and  states  to  forge  solutions.  The 
system  encompasses  the  ten  regional  laboratories  which  conduct  applied  research  and  respond  to  problems 
with  solutions  and  assistance  appropriate  to  the  needs  of  educators  in  their  regions.  The  laboratories 
disseminate  information  that  gives  teachers,  communities,  and  policymakers  the  tools  to  change  the  way  they 
educate  children  and  operate  their  educational  environments.  They  are  particularly  helpful  to  rural  areas. 
Located  in  ten  regions  spanning  the  U.S.  and  its  territories,  the  labs  are  supervised  by  governing  boards 
comprised  of  business  people,  parents,  and  educators. 

Another  part  of  ORAD  is  the  Educational  Research  Information  Clearinghouses  (ERIC).  Each  of  the  ERIC 
system's  16  sites  abstract  information  from  all  educational  research  and  development  material,  forming  a 
repository  on  a  specialized  subject.  With  improved  technology,  ERIC  has  now  become  electronic,  interactive, 
and  networked  to  disseminate  the  results  of  research  to  a  wide  audience  of  practitioners  and  policymakers. 

WHAT  WE  HAVE  LEARNED  FROM  EDUCATION  RESEARCH 

Research  has  enriched  knowledge  of  teaching  and  learning  and  schools  and  students  in  many  ways.  One 
example  is  the  generation  of  information  about  the  early  development  in  children  of  thinking,  reading,  and 
mathematics  skills.  Studies  in  cognitive  science  have  differentiated  and  expanded  our  understanding  of  how 
thought  and  knowledge  develop  and  interact.  For  example,  in  the  past  educators  believed  that  young  children 
were  essentially  empty  vessels  to  be  filled  with  knowledge,  and  when  faced  with  unfamiliar  problems  their 
errors  were  the  results  of  random  guessing.  With  new  understanding  of  learning  processes  we  now  know  that 
many  first  grade  children  follow  faulty  learning  rules.  Identifying  the  cause  of  children's  errors  has  allowed 
teachers  to  design  instructional  strategies  to  eliminate  them 

Additional  cognitive  science  research  provided  insights  that  help  teach  beginning  reading.  Researchers  also 
determined  that  teaching  reading  and  writing  simultaneously  helps  young  children  and  that  teaching  writing  as 
a  process  of  brainstorming,  composing,  revising,  and  editing  has  proven  the  most  effective  method  for 
improving  the  writing  of  America's  students.  All  of  this  cognitive  research  has  contributed  to  the 
development  of  innovative  programs  such  as  Reciprocal  Teaching,  Reading  Recovery,  Strategic  Reading,  and 
Success  for  All. 

Another  result  from  education  research  has  been  a  new  emphasis  on  cooperative  learning.  This  method  helps 
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prepare  students  for  the  team  approach  utilized  with  increasing  frequency  in  the  business  world.  It 
encourages  learning  as  a  social  process  and  facilitates  the  building  of  learning  communities  in  schools.  To 
help  companies  improve  their  productivity  and  workers  to  increase  their  earnings,  research  has  discovered 
how  to  provide  the  right  incentives  for  developing  workplace  literacy  skills. 

Education  research  has  also  provided  the  knowledge  to  help  revise  the  mathematics  curricula  by  expanding 
the  definition  of  basic  skills  beyond  computation,  stressing  the  importance  of  problem  solving,  and 
developing  the  ability  to  reason,  analyze,  estimate,  and  infer.  Research  has  also  discovered  the  importance  of 
algebra  as  a  gateway  course  for  college  eligibility. 

The  effective  school  model  has  been  adopted  in  a  majority  of  the  school  districts  in  the  nation.  This  model 
arises  from  research  that  identified  characteristics  such  as  strong  instructional  leadership,  a  safe  and  orderly 
climate,  school  wide  emphasis  on  basic  skills,  high  teacher  expectations  for  student  achievement,  and 
continuous  assessment  of  student  progress  as  the  keys  to  success. 

FUTURE  DIRECTIONS  FOR  RESEARCH 

We  have  learned  much  through  research  conducted  with  federal  support.  Yet,  there  is  still  a  lot  more  we  need 
to  learn.  MIT  President  Charles  Vest  in  his  recent  annual  report  noted  what  he  called  "countless  gateways  to 
the  unknown."  Vest  suggested  that  there  is  still  great  mystery  to  how  we  learn,  remember,  think  and 
communicate.  One  avenue  for  future  research  would  explore  why  some  children  seem  to  learn  to  read  with  all 
the  ease  with  which  all  children  acquire  language?  Although  past  research  now  allows  us  to  teach  reading 
better,  answering  this  question  can  greatly  enhance  reading  instruction  for  every  child  and  adult.  In  addition, 
we  need  to  discover  how  the  notion  of  multiple  intelligences,  popularized  by  Howard  Gardner  and  others, 
impacts  teaching  strategies  and  learning  capabilities. 

Education  research  will  need  to  focus  on  the  impact  of  the  institution  on  the  learner.  Without  education 
research,  the  effects  of  the  major  school  reform  efforts  will  lack  evaluation  and  understanding.  As  charter 
schools,  vouchers,  systemic  initiatives,  and  standards  based  assessments  expand,  research  and  evaluation  of 
these  experiments  are  imperative. 

Furthermore,  as  we  increase  technology  use  in  the  classroom,  further  inquiries  could  focus  on  how  methods 
such  as  simulations,  distance  learning  and  other  technologically  based  pedagogy  affect  knowledge 
acquisition.  Do  these  techniques  produce  different  outcomes  from  traditional  instruction  and  are  these  effects 
sustained  over  the  long  term? 

NATIONAL  CENTER  FOR  EDUCATION  STATISTICS 

The  National  Center  for  Education  Statistics  (NCES),  is  a  woefully  underfunded  and  understaffed  national 
treasure  of  data  about  teaching  and  learning  and  our  nation's  schools  and  students.  In  1986  the  National 
Academy  of  Sciences  produced  a  report,  Creating  a  Center  for  Statistics:  A  Time  for  Action,  excoriating 
NCES  for  losing  the  confidence  both  of  those  providing  the  data  to  it  and  of  those  who  used  its  products. 

In  the  past  ten  years,  NCES  has  recovered  its  reputation.  Under  the  guidance  of  its  recently  retired 
commissioner  Emerson  Elliott,  NCES  reorganized,  developed  standards  for  its  statistical  work,  and  produced 
an  enormous  amount  of  information.  Their  work  has  guided  education  policy  at  all  levels  of  government  and 
all  levels  of  education  as  well  as  private  sector  initiatives. 

The  Center's  data  comes  from  three  different  sources.  Cross  sectional  databases  produce  information  defined 
by  a  single  sample  at  one  place  in  time.  These  produce  the  NCES  database  known  as  the  Common  Core  of 
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Data.  This  is  a  comprehensive,  annual,  national  statistical  database  of  all  public  elementary  and  secondary 
schools  and  school  districts,  with  information  that  allows  state  comparability.  Cross  sectional  data  are 
collected  and  analyses  are  performed  on  schools  and  staffing,  private  schools,  and  postsecondary  education. 
The  latter  includes  basic  information  on  enrollment,  completions,  faculty  salaries,  institutional  characteristics, 
libraries,  and  financial  statistics.  All  of  these  databases  are  the  principal  sources  for  the  Center's  most  widely 
used  publications  -  The  Condition  of  Education,  the  Digest  of  Education  Statistics,  and  Projections  of 
Education  Statistics. 

The  second  source  of  NCES  data  and  analyses  are  the  longitudinal  studies  that  follow  cohorts  of  students 
over  time.  The  most  prominent  have  been  the  National  Longitudinal  Survey  of  1972,  High  School  and 
Beyond,  and  the  National  Educational  Longitudinal  Survey  of  1988.  These  studies  address  differences  in 
student  achievement,  effects  of  financial  aid  on  access  to  postsecondary  education,  youth  employment,  high 
school  dropout  rates,  discipline  and  order,  and  the  quality  of  education  in  public  and  private  high  schools. 
Recently  initiated  longitudinal  studies  are  producing  data  about  postsecondary  students  and  their  subsequent 
work  lives.  It  is  important  to  note  that  the  funding  of  these  longitudinal  studies  requires  a  long  term 
commitment  that  only  the  federal  government  is  capable  of  sustaining. 

The  third  source  of  NCES  data  and  investigation  comes  from  its  coordinator  role  for  the  National  Assessment 
of  Educational  Progress  which  assesses  academic  achievement  in  a  number  of  subject  areas  at  various  grade 
intervals.  These  data  also  provide  state  comparability  capabilities. 

In  recent  years,  NCES  has  also  provided  data  rapidly  on  current  policy  issues  through  the  Fast  Response 
Survey  System  and  the  Postsecondary  Education  Quick  Information  System.  The  Center  also  participates  in 
international  surveys  of  educational  achievement  and  programs  to  develop  cross  national  education 
indicators. 

The  problem  for  NCES  is  that  they  have  been  required  to  produce  more  information  with  relatively  stagnant 
budgets.  Both  the  Bush  and  Clinton  administrations  asked  for  substantial  increases  for  this  agency,  but  lately 
Congress  has  not  provided  these  requests.  For  the  past  few  years  NCES  has  received  level  funding.  We  urge 
you  to  treat  NCES  and  its  national  treasure  of  data  by  funding  it  at  the  authorized  level  of  $65  million,  which 
is  close  to  the  past  bipartisan  administration  requests.  For  NAEP  and  NAGBE  we  request,  the  1995 
authorized  level  of  $38  million. 

CONCLUSION 

Since  its  reauthorization  OERI  has  made  great  strides  to  improve  its  operations.  From  a  short-term 
fragmented  research  strategy,  OERI  now  coordinates  research  through  an  NIH-model  institute  structure  with 
five  permanent  missions.  The  Policy  and  Priorities  Board  is  producing  a  coherent  and  long-term  R&D 
strategy  and  conducting  non-partisan  oversight.  Almost  95  percent  of  institute  budgets  are  expended  for 
research  by  outside  sources,  with  a  great  increase  in  unsolicited  field  initiated  studies.  Research 
dissemination  has  improved  greatly  through  the  use  of  the  laboratories  and  electronic  networks.  Finally, 
OERI  has  an  expanded  coordinating  role  for  all  Department  of  Education  research  programs.  In  addition, 
NCES  has  become  a  first-rate  statistical  agency. 

All  of  these  changes  are  new  and  must  be  allowed  to  proceed.  The  need  for  expanded  resources  is  great.  We 
urge  the  Subcommittee  to  provide  this  new  and  vibrant  OERI  with  the  funds  it  needs  in  FY  1997. 

Thank  you  for  allowing  COSSA  to  present  its  views. 
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Consortium  of  Social  Science  Associations 


MEMBERS 


American  Anthropological  Association 
American  Economic  Association 
American  Historical  Association 
American  Political  Science  Association 
American  Psychological  Association 
American  Society  of  Criminology 


American  Sociological  Association 
American  Statistical  Association 
Association  of  American  Geographers 
Association  of  American  Law  Schools 
Law  and  Society  Association 
Linguistic  Society  of  America 


AFFILIATES 


American  Agricultural  Economics  Association 
American  Assembly  of  Collegiate  Schools  of  Business 
American  Association  for  Public  Opinion  Research 
American  Council  on  Consumer  Interests 
American  Educational  Research  Association 
Association  for  Asian  Studies 
Association  for  Public  Policy 
Analysis  and  Management 
Association  of  Research  Libraries 
Eastern  Sociological  Society 
History  of  Science  Society 
Institute  for  Operations  Research  and  the 
Management  Sciences 
International  Studies  Association 
Midwest  Sociological  Society 


National  Council  on  Family  Relations 
North  American  Regional  Science  Council 
North  Central  Sociological  Association 
Population  Association  of  America 
Rural  Sociological  Society 
Society  for  Research  on  Adolescence 
Society  for  Research  in  Child  Development 
Society  for  the  Advancement  of 

Socio-Economics 
Society  for  the  Scientific  Study  of  Religion 
Society  for  the  Scientific  Study  of  Sexuality 
Sociologists  for  Women  in  Society 
Southern  Sociological  Society 
Southwestern  Social  Science  Association 
Speech  Communication  Association 


CONTRIBUTORS 


American  Council  of  Learned  Societies 
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Tuesday,  February  27,  1996. 

WITNESS 

CHRISTINE  LUBINSKI,  AIDS  ACTION  COUNCIL 

Mr.  Porter.  Our  next  witness  is  Christine  Lubinski,  deputy  ex- 
ecutive director,  AIDS  Action  Council.  Ms.  Lubinski,  welcome. 

Ms.  Lubinski.  Good  morning.  Thank  you,  Mr.  Chairman,  Ms. 
Pelosi. 

Mr.  Porter.  Actually,  it's  good  afternoon  Fm  afraid.  [Laughter.] 
Ms.  Lubinski.  I  am  with  the  AIDS  Action  Council,  which  is  the 
Washington  representative  of  over  1,400  community-based  AIDS 
service  providers  across  the  country.  We  represent  providers  from 
Mt.  Prospect,  Illinois,  the  Napa  Valley,  Sarasota,  Florida,  Hot 
Springs,  Arkansas,  as  well  as  some  of  the  largest  providers  in  San 
Francisco,  Los  Angeles,  and  New  York. 

It  is  a  challenge  to  offer  funding  recommendations  for  fiscal  year 
1997  in  the  absence  of  final  fiscal  year  1996  appropriations  for  so 
many  AIDs  programs.  What  I  can  offer  from  the  prospective  of 
community-bases  AIDs  providers  are  recommendations  to  fully 
fund  key  AIDS  programs  in  fiscal  year  1996,  and  an  outlines  of 
needs  and  opportunities  presented  by  the  Epidemic  for  fiscal  year 
1997. 

While  we  sit  here  this  morning  talking  about  budget  numbers, 
tragically  about  half  a  million  Americans  have  been  diagnosed  with 
AIDS  and  over  300,000  have  died.  There  is,  however,  some  good 
news  to  report.  Important  strides  have  been  made  in  HIV  preven- 
tion. In  some  communities  infection  rates  are  decreasing,  a  result 
of  sustained  prevention  programs  developed  by  and  targeted  to 
those  at  greatest  risk  for  infection.  But  not  everyone  has  been 
reached.  Infection  rates  among  women  and  adolescents  continue  to 
rise.  Until  there  is  a  vaccine,  our  only  hope  of  halting  further  HIV 
transmission  is  prevention,  and  investing  in  prevention  is  cost-ef- 
fective. By  the  most  conservative  estimates,  $1  spent  on  prevention 
saves  $10  in  future  health  care  expenditures. 

As  the  subcommittee  considers  funding  for  HIV  prevention  at  the 
CDC  in  fiscal  year  1997,  please  remember  the  critical  role  of  the 
CDC  in  monitoring  the  movement  and  changing  demographics  of 
this  epidemic  and  helping  communities  protect  their  citizens  con- 
sistent with  their  own  needs  and  values.  Continued  aggressive  sup- 
port for  these  prevention  programs  will  save  lives  and  reduce  the 
economic  costs  of  health  care  services  and  lost  productivity. 

More  good  news.  The  Nation's  investment  in  research  and  the 
Government's  partnership  with  leading  pharmaceutical  companies 
has  contributed  several  new  drugs  to  the  arsenal  of  treatments 
available  to  slow  the  progression  of  HIV  disease.  Early  studies  indi- 
cate that  when  a  new  class  of  drugs  known  as  protease  inhibitors 
is  used  with  available  antiviral  medications,  the  levels  of  HIV  in 
the  blood  are  greatly  reduced.  This  so-called  combination  therapy 
holds  the  promise  for  significantly  prolonging  life. 

The  Ryan  White  CARE  Act  is  the  cornerstone  of  the  Federal  re- 
sponse to  the  critical  needs  of  Americans  living  with  HIV  and  AIDS 
for  health  care,  drug  assistance,  and  care-related  services,  pro- 
grams funded  under  all  four  titles  have  been  faced  with  increasing 
caseloads  without  adequate  resources.  In  particular,  the  AIDS 
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Drug  Assistance  Program  funded  under  Title  II  is  already  inad- 
equate to  meet  the  needs  of  States  to  provide  drug  assistance  to 
medically  needy  HIV  infected  citizens.  Few  States  will  be  able  to 
even  provide  access  to  standard  antiviral  and  prophylactic  drugs, 
much  less  the  new  protease  inhibitors,  without  a  substantial  in- 
vestment in  additional  funding  for  this  program.  In  short,  the 
ADAP  program  is  in  fiscal  crisis  and  urgently  requires  an  infusion 
of  Federal  funds  so  that  States  can  provide  their  citizens  with 
drugs  necessary  to  keep  them  alive. 

For  health  care  providers,  AIDS  is  a  rapidly  changing  field.  New 
drugs,  new  techniques,  new  care  standards  require  access  to  ongo- 
ing education  and  training  about  clinical  practices  and  available 
therapies.  The  AIDS  Education  and  Training  Centers  are  the  only 
Federal  vehicle  for  sharing  state  of  the  art  treatment  protocols  for 
researchers  to  caregivers  as  well  as  linking  HIV  infected  individ- 
uals with  research  clinical  trials.  Recent  studies  demonstrate  a  con- 
tinuing need  for  this  effort  and  this  program.  A  study  at  the  Uni- 
versity of  Washington  found  that  primary  care  physicians  fre- 
quently fail  to  accurately  diagnose  conditions  related  to  HIV  infec- 
tion. Another  study  found  a  direct  relationship  between  survival  for 
AIDS  patients  and  the  level  of  HIV  expertise  of  their  health  care 
providers.  AIDS  Action  strongly  urges  the  subcommittee  to  recon- 
sider its  decision  to  end  all  support  for  AIDS  education  and  train- 
ing and  to  support  the  AETC  program  at  the  fiscal  year  1995  level 
of  $16  million  for  fiscal  year  1996. 

We  are  grateful  for  your  leadership  in  providing  full  fiscal  year 
funding  for  the  NIH,  indeed  with  a  significant  increase.  But  it  is 
critical  that  AIDS  research  funds  be  directed  in  a  coordinated,  stra- 
tegic way.  The  NIH  Revitalization  Act  of  1993  significantly 
strengthened  the  Office  for  AIDS  Research  to  track,  to  coordinate, 
and  to  strategically  target  AIDS  research  funds.  The  OAR  must  re- 
tain this  authority  to  direct  funds  in  response  to  important  sci- 
entific opportunities.  The  AIDS  Action  Council  urges  the  committee 
to  promptly  reaffirm  the  budgetary  authority  of  the  OAR  in  the  fis- 
cal year  1996  and  the  fiscal  year  1997  budget  so  that  the  AIDS  re- 
search effort  is  effective  in  finding  answers  which  save  lives. 

We  hope  that  you  will  conclude  the  fiscal  year  1996  appropria- 
tions process  by  affirming  the  administration's  request  of  $723  mil- 
lion for  all  titles  of  the  Ryan  White  CARE  Act,  and  $16  million  for 
the  AIDS  Education  and  Training  Centers.  We  hope  you  will  con- 
sider appropriating  $75  million  for  emergency  assistance  for  the 
AIDS  Drug  Assistance  program,  and  continue  strong  support  for 
critical  substance  abuse  and  mental  health  programs  that  also  con- 
tribute greatly  to  our  national  battle  against  the  epidemic.  The 
AIDS  epidemic  is  and  remains  the  primary  public  health  crisis  of 
the  1990s.  The  toll  of  the  AIDS  epidemic  in  the  next  century  will 
be  determined  by  our  commitment  today  to  respond  to  prevention, 
research  and  drug  development,  education  and  training,  and  com- 
munity-based health  care  and  supportive  services.  Thank  you  very 
much. 

Mr.  Porter.  Ms.  Lubinski,  thank  you  very  much  for  your  testi- 
mony today.  We  very  much  appreciate  your  being  here  and  coming 
back  again  this  year  to  keep  us  up  to  date.  We  appreciate  it. 

Ms.  Lubinski.  Thank  you. 
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Ms.  Pelosi.  Mr.  Chairman,  may  I  just  make  a  comment.  I,  too, 
want  to  join  you  in  thanking  Ms.  Lubinski  for  her  excellent  testi- 
mony. Our  Chairman  has  been  a  leader  in  the  funding  for  AIDS 
and  he's  well  aware  of  my  views  on  the  Office  of  AIDS  Research. 

But  I  wanted  to  make  another  point,  Mr.  Chairman,  and  that  is 
the  good  news  that  Ms.  Lubinski  brings  to  us  about  the  opportuni- 
ties now  of  some  combination  therapies.  Our  prayers  have  been  an- 
swered. The  money  that  you  have  worked  to  put  into  AIDS  re- 
search has  reaped  benefits.  I  believe  that  gives  us  a  moral  respon- 
sibility to  make  those  therapies  available  to  people  with  HIV  and 
AIDS.  I  wanted  to  underscore  Ms.  Lubinski's  request  for  the  AIDS 
Drug  Assistance  program,  the  $75  million  for  emergency  assistance 
because,  as  I  say,  we  now  have  an  answer  and  it  would  be  most 
unfortunate  if  we  spent  so  much  money  on  research,  billions  of  dol- 
lars, we  have  such  tremendous  need,  and  then  we  couldn't  spend 
some  tens  of  millions  of  dollars  to  make  that  available  to  people 
who  need  that  assistance.  So  in  thanking  you,  Mr.  Chairman,  for 
all  that  has  brought  us  to  this  point,  I  want  to  endorse  all  of  Ms. 
Lubinski's  testimony,  but  particularly  the  good  news  about  ADAP 
and  the  request  for  $75  million.  Again,  thank  you,  Ms.  Lubinski. 
And  thank  you,  Mr.  Chairman. 

Mr.  Porter.  Thank  you,  Ms.  Pelosi. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Committee.  1  am  Christine  Lubinski,  Deputy  Executive  Director  of  AIDS 
Action  Council,  the  Washington  representative  of  over  1400  community-based  AIDS  service  providers  from 
across  the  country.  AIDS  Action  Council  is  the  only  national  organization  dedicated  solely  to  shaping  federal 
AIDS  policy.  We  speak  for  all  kinds  of  community-based  AIDS  organizations,  including  The  HIV  Coalition  in 
Mt.  Prospect,  IL,  The  Napa  County  AIDS  Project  in  Napa  Valley,  CA,  AIDS  Manasota  in  Sarasota,  FL,  and  the 
Hot  Springs  AIDS  Resource  Center  as  well  as  the  largest  service  providers  in  Los  Angeles,  San  Francisco  and 
New  York. 

Over  half  a  million  Americans  have  been  diagnosed  with  AIDS  and  over  300,000  have  died  of  the  disease. 
These  figures  have  made  AIDS  the  leading  cause  of  death  among  all  American  men  and  women  aged  25  to  44. 
The  real  meaning  of  these  numbers  for  policy  makers  can  be  found  in  a  study  reported  in  the  November  24, 
1995  issue  of  Science  which  estimated  that  one  out  of  every  93  young  American  men,  3  out  of  every  100  young 
African-American  men,  and  1  out  of  every  hundred  young  African-American  women,  are  HIV-infected.  The 
study  goes  on  to  suggest  that  our  communities  will  be  subjected  to  repeated  "waves"  of  HIV  infection  among 
young  people  leading  to  ongoing  and  substantial  increases  in  AIDS  cases  over  the  next  decade. 

I  am  pleased  to  be  able  to  report  to  the  committee  today  some  good  news  about  the  state  of  the  AIDS  epidemic 
in  the  United  States.    For  example,  important  strides  have  been  made  in  HIV  prevention.  Infection  rates  among 
some  populations  are  decreasing,  in  part  as  the  result  of  successful  and  sustained  community-based  HIV 
prevention  programs  developed  by  and  targeted  to  subgroups  at  highest  risk  for  HIV  infection.  Unfortunately, 
we  have  not  yet  replicated  models  for  this  kind  of  community-based  prevention  in  every  town  and  city  across 
this  nation,  and  HIV  infection  rates  among  women  and  adolescents  continue  to  rise. 

More  good  news  lies  in  the  success  of  many  areas  of  HIV  research.  For  example,  the  nation's  investment  in 
biomedical  research  and  the  federal  government's  partnership  with  leading  pharmaceutical  companies  has 
contributed  several  new  drugs  to  the  arsenal  of  treatments  available  to  slow  the  progression  of  HIV  disease. 
Early  studies  have  indicated  that  when  a  new  class  of  drugs  —  protease  inhibitors  --  is  used  with  available 
antiviral  medications  as  a  triple  combination  therapy,  the  levels  of  HlV  virus  in  the  blood  are  reduced  greatly. 
This  so-called  combination  therapy  holds  the  promise  for  significantly  prolonging  the  quality  and  duration  of  life 
as  we  seek  to  move  AIDS  from  a  progressive,  terminal  illness  to  a  manageable  chronic  disease. 

The  advent  of  the  promising,  but  costly,  protease  inhibitors  which  supplement  already  expensive  anti-viral  drug 
regimens  raises  new  questions  about  access  to  treatment  for  many  Americans  living  with  HIV/AIDS.  Fewer  than 
25  percent  of  people  living  with  HIV/AIDS  have  coverage  for  prescription  drugs  through  private  health 
insurance,  while  those  individuals  eligible  for  the  Medicaid  program,  in  many  states,  are  often  subject  to  limits 
on  both  the  number  of  prescriptions  allowed  per  beneficiary  and  the  number  of  AIDS-related  drugs  available 
through  state  Medicaid  formularies.  The  AIDS  Drug  Assistance  program  (ADAP),  funded  under  Title  II  of  the 
Ryan  White  CARE  Act,  is  already  overburdened  by  the  demand  of  growing  numbers  of  individuals  in  need  of 
drug  assistance.  Few  states  will  be  able  to  even  provide  access  to  the  new  protease  inhibitors,  much  less 
standard  antiviral  and  prophylactic  drugs,  without  a  substantial  investment  in  additional  funding  for  this  program. 

Because  AIDS  is  inevitably  an  impoverishing  disease  for  the  great  majority  of  people  who  become  infected,  over 
the  last  1 5  years  an  intricate,  albeit  fragile,  AIDS  care  infrastructure  has  been  built  to  ensure  that  impoverished 
and  medically  needy  people  with  AIDS  have  access  to  basic  health  care  and  life-saving  drugs.  Erosion  in  private 
health  insurance  coverage,  retrenchment  in  state  Medicaid  programs  and  growing  caseloads  have  strained  the 
ability  of  all  programs  funded  under  the  Ryan  White  CARE  Act  to  provide  comprehensive  services.  Waiting 
lists  and  impossible  choices  between  providing  funds  for  life-sustaining  prescription  drugs,  primary  medical  care 
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or  home  health  care  are  more  and  more  commonplace  as  community-based  care  providers  and  their  clients  work 
to  provide  more  services  for  more  people  without  adequate  resources.  Today,  the  very  programs  that  make  up 
this  fragile  AIDS  care  infrastructure  are  all  threatened  by  federal  and  state  budget  cuts. 

With  new  drugs  and  an  evolving  standard  of  care  comes  the  challenge  of  ensuring  that  health  care  professionals 
nationwide,  in  private  practice  and  community  clinics,  from  San  Francisco  to  Pine  Bluff  and  Tupelo  have  access 
to  education  and  training  about  appropriate  clinical  practices  and  available  therapies  to  treat  the  many  clinical 
manifestations  of  HIV  disease.  Yet,  this  Subcommittee  supported  the  elimination  of  all  funding  for  the  only 
federal  health  care  training  component  of  the  national  AIDS  effort,  the  AIDS  Education  and  Training  Program 
(AETC),  in  the  fiscal  year  1996  House  Labor-HHS  Education  Appropriations  bill.  Recent  studies  have  clearly 
demonstrated  a  continuing  urgent  need  for  the  AETC  program.  One  study  conducted  at  the  University  of 
Washington  indicated  that  primary  care  physicians,  regardless  of  date  of  graduation  from  medical  school, 
frequently  fail  to  accurately  diagnose  conditions  related  to  HIV  infection.  Another  important  study  correlated  a 
direct  relationship  between  survival  for  AIDS  patients  and  the  level  of  HIV  expertise  of  their  health  care 
providers.  The  AETC  program  provides  the  critical  links  between  research  and  drug  development  and 
appropriate,  effective  medical  treatment  for  people  with  HIV/AIDS. 

The  AIDS  epidemic  is  the  primary  public  health  crisis  of  the  1990's.  The  toll  of  the  AIDS  epidemic  on  this 
nation  in  the  next  century  will  be  determined,  in  part  by  the  scope  and  depth  of  our  commitment  to  respond  to 
the  opportunities  and  challenges  in  the  areas  of  prevention,  research  and  drug  development,  education  and 
training  and  community-based  health  care  and  supportive  services. 

Fiscal  Year  1996  &  1997  for  Critical  AIDS  Programs  in  the  Labor-HHS  Appropriations  bill 

The  daunting  task  of  responding  to  the  AIDS  epidemic  which  is  not  yet  contained  and  for  which  there  continues 
to  be  no  preventive  vaccine  and  no  cure  has  been  made  even  more  difficult  by  a  fragmented  and  inconclusive 
federal  budgetary  process.  The  failure  to  appropriate  full  year  FY  '96  funding  for  key  federal  AIDS  programs 
has  led  to  disruptions  in  local  programs  and  services  and  tremendous  uncertainty  for  people  living  with  HIV  and 
AIDS. 

HIV  prevention  programs  at  the  Centers  for  Disease  Control  and  biomedical  and  behavioral  research  at  the 
National  Institutes  of  Health  are  funded  through  the  1996  fiscal  year,  but  Congressional  intent  about  the  NIH's 
Office  for  AIDS  Research  (OAR)  is  still  unclear.  Funding  for  the  Ryan  White  CARE  Act,  the  AIDS  Education 
and  Training  Centers  and  the  AIDS  Dental  Reimbursement  program  ends  on  March  15,  1996.  Other  vital  health 
programs  which  contribute  to  an  effective  response  to  the  epidemic,  including  the  Agency  for  Health  Care  Policy 
and  Research  and  important  mental  health  and  substance  abuse  treatment  and  prevention  programs  also  see  their 
funding  authority  expire  on  March  15,  1996.  Serious  efforts  to  provide  medical  care,  drug  assistance  and 
supportive  services  to  people  living  with  HIV/AIDS,  to  train  health  care  providers,  to  provide  substance  abuse 
treatment  which  serves  as  primary  prevention  for  HIV,  cannot  proceed  effectively  in  a  climate  of  budgetary 
uncertainty  and  60-day  funding  cycles. 

We  urge  you  to  proceed  expeditiously  to  appropriate  funds  for  all  of  these  critical  programs  for  the  remainder  of 
the  1996  fiscal  year  and  to  make  final  funding  determinations  based  on  the  compelling  national  interest  in 
reducing  the  toll  of  the  AIDS  epidemic  and  ensuring  that  Americans  living  with  HIV/AIDS  have  access  to  high 
quality,  comprehensive  and  compassionate  care.  What  follows  are  our  recommendations  for  completing  the  FY 
96  appropriations  process  and  an  articulation  of  the  needs  and  opportunities  in  critical  AIDS  programs  for  FY  97. 
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AIDS  Research  at  the  National  Institutes  of  Health 

This  Subcommittee  and  the  Congress  as  a  whole  have  made  a  bipartisan  commitment  to  maintain  a  vigorous 
national  commitment  to  the  flagship  biomedical  and  behavioral  research  enterprise  at  the  National  Institutes  of 
Health.  We  are  grateful  for  the  Congressional  action  which  provided  full  fiscal  year  funding  for  the  NIH  with  a 
considerable  funding  increase.  However,  the  size  and  breadth  of  the  AIDS  research  portfolio  conducted  by  all  24 
NIH  Institutes  requires  a  coordinated  and  strategic  plan  to  ensure  that  scarce  federal  resources  are  being 
effectively  managed  to  facilitate  answers  to  the  scientific  questions  which  hold  the  greatest  promise  for  even 
more  effective  treatments,  a  preventive  vaccine  and  ultimately  a  cure  for  AIDS.  The  NIH  Revitalization  Act  of 
1993  significantly  strengthened  the  federal  AIDS  research  effort  by  vesting  the  Office  for  AIDS  Research  with 
the  responsibility  of  tracking,  coordinating  and  strategically  targeting  over  $1  billion  in  federal  research  funds. 
In  the  last  year,  OAR  has  coordinated  a  comprehensive  review  of  the  AIDS  portfolio  at  the  National  Institutes  of 
Health.  The  final  report  of  the  NIH  AIDS  Research  Program  Evaluation,  due  in  March,  will  offer  a  critical 
review  of  the  research  being  conducted  at  each  institute.  It  is  expected  that  the  report  will  offer  concrete 
solutions  for  longstanding  problems  at  the  NIH,  including  a  proliferation  of  research  grants  budgeted  as  "AIDS" 
that  have  little  or  no  relationship  to  the  AIDS  epidemic. 

NIH  AIDS  research  is  part  of  our  nation's  larger  commitment  to  biomedical  research.  As  such  AIDS  research 
enhances  and  stimulates  research  in  other  fields,  with  broad  implications  for  human  diseases  such  as  cancer,  heart 
disease,  Alzheimer's  disease,  and  others.  Twenty  five  percent  of  NIH  AIDS  research  funds  are  used  for  basic 
science  research,  which  has  broad  implications  across  scientific  disciplines.  As  the  subcommittee  moves  to 
develop  its  funding  recommendations  for  fiscal  year  1997,  we  urge  the  committee  to  continue  to  provide  funding 
increases  necessary  to  ensure  the  growth  and  vitality  of  the  nation's  research  effort  which  is  unparalleled 
anywhere  in  the  world  and  to  appropriate  a  consolidated  appropriation  for  AIDS  research  under  the  auspices  of 
the  OAR  so  that  the  AIDS  research  effort  is  appropriately  coordinated  and  managed. 

The  Ryan  White  CARE  Act 

The  Ryan  White  CARE  Act  is  the  cornerstone  of  the  federal  response  to  the  critical  need  for  health  care  and 
care-related  services  for  Americans  living  with  HIV/AIDS.  This  program  has  experienced  significant  funding 
increases  in  recent  years,  yet  escalating  case  loads  and  the  rising  cost  of  new  drug  therapies  threaten  the 
continuation  of  services  that  are  already  stretched  thin  trying  to  meet  the  needs  of  people  living  with  HIV/AIDS. 
The  CARE  Act  provides  a  wide  range  of  comprehensive  services.  These  include: 

•  emergency  formula  and  competitive  grants  to  those  metropolitan  areas  most  disproportionately  affected  by 
the  HIV/AIDS  epidemic  to  develop  and  deliver  comprehensive  HIV/AIDS  health  care  services  (Title  I); 

•  formula  grants  to  States  to  improve  the  quality,  availability  and  organization  of  health  care  and  support 
services,  to  fund  the  AIDS  drug  assistance  programs,  health  insurance  continuation  and  home-based  care 
services  (Title  II); 

•  grants  to  existing  community-based  clinics  and  public  health  providers  serving  traditionally  undeserved 
populations  to  deliver  early  and  ongoing  comprehensive  HIV/AIDS  primary  health  care  services  (Title 
1IIB);  and 

•  grants  to  provide  pediatric,  adolescent  and  family  HIV  care  programs  (Title  IV). 

Ryan  White  CARE  Act  dollars  currently  fund  all  of  these  vital  programs.  We  urge  you  to  appropriate  FY  1996 
funding  for  the  four  titles  of  the  Ryan  White  CARE  Act  for  the  remainder  of  fiscal  year  1996  which  reflects  the 
President's  request  of  $91  million  in  additional  funding  for  Ryan  White  programs.  In  addition,  because  of  the 
serious  funding  crises  being  experienced  by  a  number  of  state  ADAP  programs  and  the  urgent  need  to  introduce 
many  individuals  dependent  upon  the  ADAP  program  for  drug  assistance  to  triple  combination  therapy,  AIDS 
Action  respectfully  requests  an  emergency  FY  96  appropriation  of  an  additional  $75  million  for  the  AIDS  Drug 
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Assistance  Program.  As  you  identify  funding  levels  for  FY'97,  we  urge  you  to  consider  the  needs  of  all  titles  of 
the  CARE  Act  and  the  growing  demand  for  services. 

Under  the  pending  CARE  Reauthorization  Act,  two  critical  AIDS  training  and  service  programs  previously 
funded  through  other  public  health  programs  will  be  added  to  the  CARE  Act:  the  AIDS  Education  and  Training 
Centers  (AETCs)  program  and  the  HIV/AIDS  Dental  Reimbursement  program. 

The  AIDS  Education  and  Training  Program  (AETC) 

The  AETCs  serve  as  the  main  vehicle  for  the  dissemination  of  state  of  the  art  treatment  protocols  from 
researchers  to  caregivers  and  link  HIV-infected  individuals  with  research  clinical  trials.  This  modest  program 
has  provided  training  to  over  400,000  health  care  professionals.  The  rapidly  evolving  standard  of  care  for  HIV 
treatment  and  the  continuing  spread  of  the  epidemic  into  suburban  and  rural  communities  requires  continuing 
support  of  the  AETC  program  at  the  FY  '95  level  of  $16.3  million  for  FY  96  to  respond  to  education  and 
training  needs  in  all  50  states. 

AIDS  Dental  Reimbursement  Program 

The  HIV/AIDS  Dental  Reimbursement  program  is  the  "safety  net"  dental  program,  ensuring  that  dental 
institutions  provide  quality  oral  health  care  to  people  living  with  HIV/AIDS,  while  at  the  same  time  training 
dental  professionals  to  effectively  and  safely  deliver  the  appropriate  dental  care  so  critical  to  maintaining  the 
overall  health  of  people  living  with  HIV/AIDS.  At  a  minimum,  AIDS  Action  urges  that  this  program  be  funded 
at  the  FY  '95  level  of  $6,937  million  for  FY  96. 

Agency  for  Healthcare  Policy  Research  (AHCPR) 

The  AHCPR  is  the  lead  agency  coordinating  research  into  the  health  policy  implications  of  the  AIDS  epidemic. 
This  year,  AHCPR  is  conducting  a  new  utilization  study,  the  HIV  Costs  and  Services  Utilization  Survey 
(HCSUS),  which  in  addition  to  collecting  cost  and  utilization  data  about  health  care  services  to  HIV-infected 
persons,  will  also  provide  information  on  access  and  barriers  to  care  in  different  geographical  locations  and 
among  varied  health  care  delivery  systems.  We  are  concerned  that  without  adequate  funding  for  AHCPR,  this 
survey  will  never  be  completed  and  critical  data  with  which  to  construct  reliable  cost-benefit  analyses  of  HIV 
treatment  delivery  systems  and  interventions  will  be  lost.  We  recommend  funding  of  $1 1  million  for  AHCPR 
AIDS  programs  for  FY  96. 

CDC  AIDS  Prevention  Programs 

Absent  a  preventive  vaccine,  our  only  hope  of  halting  further  HIV  transmission  is  through  a  comprehensive, 
targeted  approach  to  AIDS  prevention  throughout  the  nation.  Investing  in  prevention  programs  is  cost  effective. 
On  average  the  health  care  costs  associated  with  a  single  case  of  AIDS  exceed  $100,000  per  year.  In  contrast, 
studies  conducted  at  the  University  of  California,  San  Francisco,  found  that  the  cost  of  interventions  per  case  of 
HIV  infection  prevented  ranges  between  $4,000  and  $1 1,000.  By  the  most  conservative  estimates,  $1  spent  on 
prevention  saves  $10  in  future  health  care  expenditures. 

One  of  the  primary  accomplishments  in  the  fight  against  AIDS  has  been  the  establishment  of  HIV  Community 
Planning.  Half  of  CDC's  HIV  prevention  budget  is  dedicated  to  programs  funded  under  the  auspices  of  HIV 
Community  Planning.  These  programs  are  carried  out  through  state  and  local  health  departments  in  partnership 
with  community  groups,  business  and  religious  leaders  and  groups  at  risk  for  HIV  infection.  Unfortunately, 
these  vital  efforts  may  be  impeded  because  of  lack  of  funding.  In  FY'  95,  over  $87  million  in  proposals  for  new 
program  initiatives  were  submitted  by  states  and  local  health  departments,  but  CDC  was  able  to  provide  only 
$44.0  million  to  fund  critical  gaps  in  our  nation's  HIV  prevention  efforts.  Federal  funding  to  national  minority 
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organizations  and  local  minority  community-based  organization  are  also  critical  elements  of  a  national  prevention 
strategy  aimed  at  responding  effectively  to  populations  at  greatest  risk  for  HIV  infection. 

CDC  also  plays  a  critical  national  role  in  monitoring  the  course  of  the  epidemic  in  partnership  with  state  and 
local  health  departments.  CDC's  sophisticated  surveillance  system  tracks  the  number  of  AIDS  cases  in  every 
state,  identifying  the  continuing  spread  of  HIV/AIDS  into  new  populations  such  as  women  and  adolescents.  If 
we  are  to  bring  an  end  to  this  epidemic,  it  is  vital  that  we  not  short  change  efforts  to  track  and  analyze  the 
movement  of  the  epidemic.  As  the  Subcommittee  makes  decisions  about  funding  levels  for  HIV  prevention  in 
fiscal  year  1997,  we  hope  the  committee  will  be  mindful  of  the  role  HIV  prevention  programs  at  the  CDC  play 
in  monitoring  the  movement  and  changing  demographics  of  the  epidemic  and  empowering  communities  to 
develop  and  implement  targeted  prevention  programs  which  reflect  community  values  and  needs.  Continued 
aggressive  support  for  prevention  programs  will  save  lives  and  reduce  the  economic  costs  related  to  health  care 
services  and  lost  productivity. 

Substance  Abuse  &  Mental  Health  Programs 

Seventy  five  percent  of  the  estimated  40,000  new  HIV  infections  in  1994  involved  drug  use.    This  reality  cries 
out  for  the  expansion  of  substance  abuse  treatment  and  prevention  services,  which  will  help  reduce  HIV 
transmission,  enhance  the  lives  of  infected  drug  and  alcohol  dependent  individuals  and  reduce  health  care  costs 
associated  with  HIV  disease.  Accordingly,  AIDS  Action  urges  that  the  Committee  adopt  generous  funding  levels 
for  the  substance  abuse  block  grant,  SAMHSA  AIDS  outreach  programs  and  funding  for  treatment  services  for 
pregnant  women  and  women  with  dependent  children  for  fiscal  year  1996  and  1997. 

SAMHSA's  HIV/AIDS  Mental  Health  Services  Demonstration  Program  is  the  first  federal  demonstration 
program  that  specifically  develops  and  evaluates  needed  mental  health  services  for  persons  living  with 
HIV/AIDS.  Funded  through  a  cooperative  agreement  between  SAMHSA's  Center  for  Mental  Health  Services 
(CMHS),  the  Health  Resources  and  Services  Administration,  and  the  National  Institutes  of  Health,  this  program 
has  established  mental  health  demonstration  projects  at  ten  community  health  centers  across  the  nation,  with  a 
strong  evaluation  component  linked  to  funding.  CMHS  contributed  $1.5  million  to  initiate  this  project  in  the  fall 
of  1994,  with  an  additional  $2.6  million  contribution  from  NIH  and  HRSA.  We  strongly  recommend  that 
funding  for  this  program  be  preserved. 

We  hope  that  you  will  see  fit  to  conclude  FY  '96  appropriations  process  by  honoring  the  President's  request  of 
$723.5  million  for  Ryan  White  funding,  and  $16.3  million  for  the  AIDS  Education  and  Training  Centers;  to 
appropriate  $75  million  for  emergency  assistance  for  the  AIDS  Drug  Assistance  Program  (ADAP);  and  to  fund 
the  other  critical  health  programs  outlined  here  in  the  areas  of  substance  abuse,  mental  health  and  health  policy  at 
sufficient  funding  levels. 

The  absence  of  FY  1996  funding  levels  for  many  federal  AIDS  programs  makes  it  difficult  to  provide 
recommendations  for  FY  1997  funding  levels.  However,  we  urge  the  Subcommittee  to  keep  the  growing  needs 
and  opportunities  documented  in  the  testimony  in  mind  as  it  begins  its  deliberations  about  FY  97  funding.  AIDS 
Action  will  provide  the  Committee  with  additional  recommendations  about  FY  97  funding  for  AIDS  programs  in 
the  FY  1997  Labor-HHS-  Education  appropriations  bill  after  a  baseline  for  FY  1996  is  in  place  and  the 
Administration's  FY  1997  line  item  budget  request  is  released. 

Thank  you  for  affording  AIDS  Action  Council  the  opportunity  to  testify  about  funding  issues  for  AIDS-related 
programs  in  the  FY  96  and  FY  97  budgets  under  the  jurisdiction  of  the  committee. 
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Tuesday,  February  27,  1996. 

WITNESS 

ERIKA  A.  MUSSER 

Mr.  Porter.  Our  final  witness  of  the  morning  session  is  Erika 
Musser.  Erika,  nice  to  see  you.  Thank  you  for  coming  to  testify. 

Ms.  Musser.  Good  afternoon,  Mr.  Chairman  and  Ms.  Pelosi.  I 
feel  very  proud  to  be  here  again.  I  am  Erika  Musser  and  I  was  in- 
vited in  1993  the  first  time  to  appear  before  former  Chairman  Mr. 
Natcher.  He  made  me  aware  that  as  a  single  citizen  I  have  a  voice. 

Singlehandedly,  I  have  come  before  the  U.S.  Congress  less  than 
six  years  ago.  My  pleas  to  help  me  to  alleviate  braille  illiteracy 
among  blind  Americans  were  heard  by  Senator  Paul  Simon  who 
translated  them  into  the  Braille  Training  Project  amendment  in 
the  Rehabilitation  Act  of  1992.  These  braille  training  projects  have 
proven  extraordinarily  successful  and  I  hope  we  can  continue. 
Claudia  Gordon,  a  deaf  student,  has  inspired  me  to  share  orally 
with  you  more  than  I  originally  had  planned.  My  daughter  has  ex- 
perienced similar  social  isolation  as  Claudia.  Fm  here  to  bring  your 
attention  to  a  problem  which  I  hope  I  can  solve.  Fm  working  close 
with  Senator  Paul  Simon. 

I  feel  very  proud  to  report  that  my  hard  work  is  paying  off  in 
another  direction,  too.  I  can  proudly  claim  that  I  have  helped  pro- 
fessors, administrators,  and  personnel  at  Northeastern  Illinois  Uni- 
versity, a  four  year  State  university  with  approximately  10,000  stu- 
dents where  my  daughter  will  receive  her  undergraduate  degree 
this  coming  May,  to  come  out  of  the  Dark  Ages  in  respect  to  serv- 
ices for  the  blind  student  population.  Last  week,  a  hero  emerged 
from  the  midst  of  professors.  A  professor  from  the  English  depart- 
ment, a  newcomer  to  the  institution,  took  upon  himself  without 
prodding  to  run  off  in  braille  his  class  handout  so  he  could  give  it 
to  Heidi  at  the  same  time  the  other  students  in  the  class  received 
theirs.  So  simple,  yet  no  professor  during  Heidi's  nearly  six  years 
attendance  at  Northeastern  has  ever  done  so. 

This  "success  story"  perfectly  demonstrates  the  plight  blind  stu- 
dents have  faced  and  still  do  despite  the  Americans  with  Disabil- 
ities Act  and  the  Rehabilitation  Act.  Blind  graduate  student  Vileen 
Shah  presently  attending  Northeaster  Illinois  University  claims:  "It 
is  imperative  to  make  braille  literacy  universal  in  our  country. 
Educational  institutions  do  not  teach  braille  because  more  often 
than  not,  teachers  themselves  do  not  know  it.  They  make  blind  stu- 
dents dependent  on  recorded  material  and/or  reading  by  someone. 
Recorded  version  of  information  is  helpful  but  not  perfect.  Its  limi- 
tations can  be  well  overcome  by  the  use  of  braille.  I  always  pre- 
pared braille  notes  by  listening  to  tapes,"  she  says.  "Both  braille 
and  tapes  are  complimentary,  but  one  is  incomplete  without  the 
other."  Braille  is  the  "life  blood"  for  independence. 

After  five  years  of  battles  with  top  administrators  at  North- 
eastern, I  finally  succeeded  to  make  clear  to  them  that  they  are  in 
noncompliance  with  Federal  laws  as  long  as  they  do  not  provide 
adaptive  computer  technology  for  the  blind  and  visually  impaired 
students  on  campus.  Northeastern  is  not  unique  in  comparison 
with  other  postsecondary  institutions  in  our  Nation.  As  a  matter  of 
fact,  Northeastern  probably  portrays  the  norm  instead  of  the  excep- 
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tion.  After  computer  equipment  was  finally  purchased,  eight 
months  passed  until  the  personnel  serving  the  disabled  population 
was  trained  to  use  the  equipment.  The  next  step  will  be  that  finally 
the  blind  students  will  be  trained  to  use  computers  independently 
on  campus. 

Blind  Harvard  University  graduate  Cara  Dunn,  who  presently 
attends  UCLA  Law  School,  wrote  to  me:  'The  most  fabulous  mod- 
ern technology  will  lie  dormant  and  useless  if  no  qualified  univer- 
sity personnel  are  available  to  train  students,  correct  difficulties 
and  maintain  equipment."  In  the  case  of  my  daughter,  I,  as  her 
mother,  had  to  study  the  manuals  for  operating  her  computer 
equipment  purchased  by  the  Illinois  Department  of  Rehabilitation 
Services  so  she  would  have  enough  skills  to  take  the  writing  com- 
petency exam  required  for  graduation. 

During  Heidi's  attendance  at  Northeastern  for  the  past  six  years, 
I  also  was  practically  her  only  reader,  because  braille  tran- 
scriptions of  printed  materials  and  qualified  readers  (as  the  ADA 
mandates)  were  not  available  on  campus.  Blind  students  who  need- 
ed material  read  to  them  were  asked  to  travel  to  the  Blind  Services 
Association  in  order  to  get  help  with  their  reading  assignments. 
For  one  or  two  hours  of  reading  by  a  reader  at  the  Blind  Services 
Association,  the  blind  student  had  to  spend  one  to  one-and-a-half 
hours  each  way  (total  three  hours,  sometimes  more)  commuting  by 
bus. 

I  did  not  want  Heidi  to  experience  this  agony  five  times  per 
week;  I  took  on  the  job,  yet  there  is  no  doubt  that  she  would  have 
preferred  readers  selected  from  the  student  body.  We  all  know 
about  the  importance  of  peer  interactions  as  a  college  student. 
Other  blind  students  on  campus  had  no  choice  but  to  accept  the  or- 
deal as  a  situation  that  cannot  be  changed.  During  his  senior  year 
at  Northeastern,  former  blind  student  Holger  Fiallo  had  no  choice 
but  to  have  his  term  papers,  including  all  outlines  and  revisions, 
typed  at  the  Blind  Services  Association,  in  addition  to  seeking  their 
help  for  reading  textbooks.  I  sometimes  felt  so  very  sorry  for  him 
because  he  always  seemed  near  total  exhaustion.  Unintentionally, 
he  was  punished  for  his  disability. 

The  requirements  for  a  four  year  university  degree  do  not  include 
reading,  writing,  spelling,  or  adaptive  technology  literacy  for  blind 
individuals.  Professors  usher  blind  students  through  the  "sys- 
tem"— sometimes  giving  them  a  grade  B  for  the  course  work  with- 
out the  required  written  work  for  sighted  students — and  then,  at 
the  end  of  the  tunnel  after  a  long  journey  of  frustrations,  the  long 
awaited  diploma  is  practically  useless  because  the  blind  graduate 
has  no  tools  to  compete  in  the  job  market.  Professors  are  frustrated 
because  they  do  not  receive  the  support  they  need  to  help  blind  stu- 
dents to  develop  their  full  potential.  The  Federal  Government 
spends  money  in  the  form  of  Pell  grants  and  funds  available 
through  the  Rehabilitation  Act,  and  State  Governments  provide  ad- 
ditional funding  to  make  the  college  education  financially  possible 
for  blind  students,  yet  unemployment  or  under-employment  awaits 
most  of  the  blind  college  graduates.  Only  12  percent  of  America's 
blind  population  is  braille  literate,  and  70  percent  of  its  working 
age  adult  population  is  unemployed. 
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Mr.  Porter.  Erika,  if  I'm  correct,  you're  now  reading  your  state- 
ment. I  think  what  I  would  like  you  to  do  for  us  at  this  point,  if 
you  would,  is  simply  to  summarize  the  balance  of  it.  I  think  that 
will  be  better. 

Ms.  Musser.  Okay.  I  approached  Senator  Paul  Simon  and  said, 
how  could  we  solve  the  problem?  He  enthusiastically  suggested 
putting  an  amendment  in  the  IDEA  for  postsecondary  education.  I 
proudly  claim  that  he  is  working  on  it  together  with  Senator  Bill 
Frist  and  it  looks  very  positive  that  it  will  become  reality.  They 
could  not  give  me  any  printed  material  yet,  but  they  said  I  could 
look  forward  with  optimism. 

I  would  like  to  say  to  you  that  I  feel  very  proud  that  a  university 
vice  president,  the  Bureau  of  Blind  Services  of  the  Department  of 
Rehabilitation,  and  Governor  Jim  Edgar  applaud  me,  they're  be- 
hind me,  and  they  say  let  us  make  the  State  of  Illinois  emerge  as 
the  model  State  for  education  of  the  sight  handicapped  in  the  Na- 
tion. That  made  me  so  happy  and  I  told  them  I  would  like  to  carry 
the  torch,  carry  it  from  State  to  State. 

Mr.  Porter.  Erika,  let  me  say  that,  as  you  and  I  discussed  when 
you  were  in  to  see  me  at  home,  I'm  going  to  help  you  in  any  way 
I  can  also.  But  you're  really  proving  that  one  person  can  make  a 
difference  in  our  country  and  you're  doing  a  wonderful  job.  We  very 
much  appreciate  your  coming  to  testify  today. 

Ms.  Musser.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  this  Committee:  I  am  Erika  A.  Musser,  the  mother  of 
F.  Heidi  Musser,  who  is  a  totally  blind  student  expecting  to  receive  her  undergraduate  degree  from 
Northeastern  Illinois  University  in  Chicago  this  coming  May. 

It  does  not  happen  frequently  that  a  mother  is  called  before  this  Appropriations  Committee. 
I  am  here,  because  I  made  a  promise  to  former  Chairman  William  Natcher.  In  a  letter,  which  he 
read  according  to  his  secretary  on  his  death  bed  at  Bethesda  Naval  Hospital,  I  stated:  "I  intensely 
hope  that  I  will  succeed  to  grow  the  seeds  you  have  planted  to  a  bountiful  harvest"  Mr.  Natcher 
was  the  first  one  who  asked  me  to  testify. 


Postsecondarv  Education  for  Blind  and  Visually  Impaired  Students 

I  feel  very  proud  to  report  that  my  hard  work  is  paying  off.  I  can  proudly  claim  that  I 
helped  professors,  administrators  and  personnel  of  Northeastern  Illinois  University  (NEIU),  a 
four-year  state  university  with  approximately  10,000  students,  to  come  out  of  the  Dark  Ages  in 
respect  to  services  for  the  blind  student  population.  Last  week,  a  hero  emerged  from  the  midst  of 
professors.  Dr.  Eric  Scheidler  of  the  English  Department,  a  newcomer  to  the  institution,  took 
upon  himself  without  prodding  to  run  off  in  braille  his  class  hand-out,  so  he  could  give  it  to  Heidi 
at  the  same  time  the  other  students  in  the  class  received  theirs.  So  simple,  yet  no  professor  during 
Heidi's  nearly  six  year  attendance  at  NEIU  has  ever  done  so!  This  "success  story"  perfectly 
demonstrates  the  plight  blind  college  students  have  faced  and  still  do  despite  the  Americans  with 
Disabilities  Act  and  the  Rehabilitation  Act  (Section  504).  Blind  graduate  student  Vileen  Shah 
presently  attending  NEIU  claims:  "It  is  imperative  to  make  braille  literacy  universal  in  our  country. 
Educational  institutions  do  not  teach  braille  because  more  often  than  not,  teachers  themselves  do 
not  know  it  They  make  blind  students  dependent  on  recorded  material  and/or  reading  by 
someone.  Recorded  version  of  information  is  helpful  but  not  perfect  Its  limitations  can  be  well 
overcome  by  the  use  of  braille.  I  always  prepared  braille  notes  by  listening  to  tapes.  Both  braille 
and  tapes  are  complimentary,  but  one  is  incomplete  without  the  other."  Braille  is  the  "life  blood" 
for  independence! 

After  five  years  of  battles  with  top  administrators  at  NEIU,  I  finally  succeeded  to  make 
clear  to  them  that  they  are  in  non-compliance  with  federal  laws  as  long  as  they  do  not  provide 
adaptive  computer  technology  for  the  blind  and  visually  impaired  students  on  campus 
(Rehabilitation  Act,  Section  S08).  NEIU  is  not  uniq-ie  in  comparison  with  other  postsecondary 
institutions  in  our  nation;  as  a  matter  of  fact  NEIU  probably  portrays  the  norm  instead  the 
exception.  -  After  computer  equipment  was  finally  purchased,  eight  months  passed  until  the 
personnel  serving  the  disabled  population  was  trained  to  use  the  equipment  The  next  step  will  be 
that  finally  the  blind  students  will  be  trained  to  use  computers  independently  on  campus.  Blind 
Harvard  University  graduate  Cara  Dunn,  who  presently  attends  UCLA  (University  of  California  of 
Los  Angeles)  Law  School,  wrote  to  me:  "The  most  fabulous  modern  technology  will  lie  dormant 
and  useless  if  no  qualified  university  personnel  are  available  to  train  students,  correct  difficulties 
and  maintain  equipment"  In  the  case  of  my  daughter,  I,  as  her  mother,  had  to  study  the  manuels 
for  operating  her  computer  equipment  purchased  by  the  Illinois  Department  of  Rehabilitation 
Services,  so  she  would  have  enough  skills  to  take  the  writing  compentency  exam  required  for 
graduation. 
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During  Heidi's  attendance  at  NEIU  for  the  past  six  years,  I  also,  was  practically  her  only 
reader,  because  braille  transcriptions  of  printed  materials  and  qualified  readers  (as  the  ADA 
mandates)  were  not  available  on  campus.  Blind  students,  who  needed  material  read  to  them,  were 
asked  to  travel  to  the  Blind  Services  Association,  in  order  to  get  help  with  their  reading  assign- 
ments. For  one  or  two  hours  of  reading  by  a  reader  at  the  Blind  Service  Association,  the  blind 
student  had  to  spend  1  to  1/2  hours  each  way  (total  3  hours,  sometimes  more)  commuting  by  bus. 
I  did  not  want  Heidi  to  experience  this  agony  five  times  per  week;  I  took  on  the  job,  yet  there  is  no 
doubt  that  she  would  have  preferred  readers  selected  from  the  student  body.  We  all  know  about  the 
importance  of  peer  interactions  as  a  college  student.  Other  blind  students  on  campus  had  no 
choice,  but  to  accept  the  ordeal  as  a  situation  that  cannot  be  changed.  During  his  senior  year  at 
NEIU,  former  blind  student  Holger  Fiallo  had  no  choice  but  to  have  his  term  papers,  including  all 
outlines  and  revisions,  typed  at  the  Blind  Service  Association,  in  addition  to  seeking  their  help  for 
reading  textbooks.  I  sometimes  felt  so  very  sorry  for  him;  because  he  always  seemed  near  total 
exaustion.  Unintentionally,  he  was  punished  for  his  disability. 

The  requirements  for  a  4-year  university  degree  do  not  include  reading,  writing,  spelling  or 
adaptive  technology  literacy  for  blind  individuals.  Professors  usher  blind  students  through  the 
"system"~sometimes,  giving  them  a  grade  "B"  for  the  course  work  without  the  required  written 
work  for  sighted  students—and  then,  at  the  end  of  the  tunnel  after  a  long  journey  of  frustrations  the 
long-awaited  diploma  is  practically  useless,  because  the  blind  graduate  has  no  tools  to  compete  in 
the  job  market.  Professors  are  frustrated  because  they  do  not  receive  the  support  they  need  to  help 
blind  students  to  develop  their  full  potentials.  The  federal  government  spends  money  in  the 
form  of  Pell  grants  and  funds  available  through  the  Rehabilitation  Act,  and  State  governments 
n.Tovide  additional  funding  to  make  the  college  education  financially  possible  for  blind  students, 
yet  unemployment  or  under-employment  awaits  most  of  the  blind  college  graduates.  Only  12  %  of 
America's  blind  population  is  braille  literate,  and  70  %  of  its  working-age  adult  population  is 
i.nemployed! 

After  numerous  meetings  with  Vice  President  Donn  Bidisel  of  NEIU  and  discussing  the 
deplorable  delivery  of  services  for  blind  students  with  rehabilitanou  experts,  Deputy  Director 
Glenn  Crawford  and  Regional  Manager  Wilbert  Rodgers,  both  from  the  Bureau  of  Blind  Services 
of  the  Illinois  Department  of  Rehabilitation  Services,  I  finally  I  ^rnved  at  the  conclusion  that  the 
main  source  of  this  problem  can  be  traced  to  the  lack  of  guidelines  "or  university  administrators  in 
respect  to  the  unique  needs  of  blind  students. 

I  approached  Senator  Paul  Simon  for  a  solution.  He  enthusiastically  suggested  an 
amendment  in  the  IDEA  (Individuals  with  Disabilities  Education  Act)  for  'Training  Projects  for 
Itinerant  Teachers  (Coordinators)  for  Blind  and  Visually  Impaired  Students  at  Postsecondary 
Education  Level" .  These  projects  are  geared  to  prepare  coordinators  to  travel  to  all  campuses 
where  one  or  more  than  one  sight-impaired  students  are  enrolled  at  a  postsecondary  institution 
within  a  State  or  region  to  assist  in  helping  them  to  advocate  for  the  services  they  are  entitled  to 
receive  by  law  and,  at  the  same  time,  to  give  guidelines  to  professionals,  who  serve  a  wide  range 
of  disabilities,  in  respect  to  the  unique  needs  of  blind  and  visually  impaired  students. 

I  am  most  happy  to  report  that  such  a  piece  of  legislation  is  now  being  carefully  evaluated 
and  discussed  in  the  U.S.  Senate,  and  I  was  told  that  in  all  probability  the  future  for  blind 
graduating  college  students  looks  much  brighter,  because  of  Senator  Simon's  and  Senator  Bill 
Frist's  diligence  and  dedicated  hard  work. 

When  allocating  funds  in  the  Appropriation's  Bill  for  FY  1997,  please 
remember  this  enormously  worthy  and,  in  the  long  run,  cost-effective 
amendment. 


117 


-3- 


Braille  Training  Projects 

The  results  for  the  Braille  Training  Projects  in  the  Rehabilitation  Act,  which  were  funded 
for  the  past  three  years,  are  truly  extraordinary  and  heartwarming!  Throughout  the  nation,  many 
blind  persons'  place  in  society  has  and  will  be  improved  because  they  have  been  introduced  to 
braille,  and  taught  to  read  and  write  braille.  Hundreds  of  educators  and  rehabilitation  professionals 
in  the  blind  and  visually  impaired  field  throughout  the  nation  are  now  better  qualified,  and  most 
important,  more  enthusiastic  for  teaching  braille  skills. 

In  the  first  grant  competition  (FY  1993)  offered  by  the  Rehabilitation  Services  Administra- 
tion of  the  U.S.  Department  of  Education,  four  one-year  projects  received  funding  for  a  total  of 
approximately  $450,000.  The  project  of  the  Research  and  Development  Institute,  Sycamore, 
Illinois,  dealt  with  the  development  of  the  Computerized  Braille  Tutor,  a  software  tutorial  for 
learning  braille  or  upgrading  braille  skills  among  sighted  individuals.  The  Texas  Commission  for 
the  Blind  developed  a  state-wide  program  for  braille  teaching  for  training  personnel  of  rehabilita- 
tion agencies  throughout  the  State  of  Texas.  The  Department  of  Special  Education  at  the  San 
Francisco  State  University  developed  seven  excellent  video  tapes  which  demonstrate  the  various 
aspects  of  teaching  braille.  The  American  Foundation  for  the  Blind  (AFB)  trained  a  cadre  of 
experts  across  the  nation  to  act  as  mentors  in  helping  others  to  deliver  braille  training  to  blind 
individuals. 

*** 

In  the  second  round  of  grant  competitions  (FY  1994),  two  three-year  projects  each  for 
$200,000  per  year  received  funding.  Research  and  Development  Institute  (RDI)  and  the  Amer-  an 
Foundation  for  the  Blind  (AFB)  were  selected  as  grant  recipients.  The  RDI  project  deals  with  the 
development  of  a  software  luttrial  for  learning  the  Nemeth  Code,  the  code  for  braille  mathematics, 
and  the  development  of  a  manual  for  best  practices  for  teaching  mathematics  to  blind  persons,  m  a 
thorough  review  of  existing  literature,  the  project  staff  has  found  that  very  little  material  exist*  for 
learning  the  Nemeth  Code.  Over  the  years,  many  blind  adults  and  children  will  be  conversant  with 
the  Nemeth  Code,  and  will  actually  be  able  to  read  mathematics  in  braille. 

The  American  Foundation  for  the  Blind  has  expanded  and  extended  its  efforts  with  the 
second  grant  The  AFB's  "Braille  Literacy  Mentors  in  Training:  The  Next  Generation"  project 
provides  experienced  teachers  of  braille  with  the  skills  to  mentor  other  less  experienced  special 
education  and  rehabilitation  teachers.  This  "trainer  of  trainers"  model  is  used  in  developing  and 
implementing  two  levels  of  workshops.  In  1995,  a  total  of  approximately  80  teachers  went 
through  this  training  in  four  states:  New  Hampshire,  Utah,  Arkansas,  and  Arizona.  AFB 
estimates  that  at  least  800  people,  including  teachers,  parents,  and  other  service  providers  have 
benefited  from  the  training  the  mentors  have  provided.  For  spring  1996,  workshops  in  Minnesota 
and  on  the  West  Coast  are  planned 

*** 

The  creation  of  a  3  or  4-week  Summer  Braille  Music  Program  for  a  three-year  cycle  is  very 
dear  to  my  heart  My  blind  daughter  Heidi  intended  to  major  in  Music.  When  she  had  collected 
more  than  90  music  credit  hours—approximately  60  music  credit  hours  is  the  normal  requirement 
for  a  Music  major—  at  NEIU,  she  was  told  that  she  would  never  be  able  to  graduate  with  a  major  in 
Music,  because  score  reading  and  music  notation  form  an  integral  part  of  any  Music  education. 
What  "cruelty"  for  a  disabled  individual  to  receive  such  disappointment  after  five  years  working  so 
very  hard  and  enduring  sitting  through  lessons  after  lessons  without  knowing  what  is  written  on 
the  blackboard,  because  the  concept  of  music  score  reading  was  never  taught 
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Before  coming  to  NEIU,  Heidi  had  studied  piano  for  more  than  10  years  with  renowned 
Chicago  Symphony  Orchestra  Principal  Pianist  Mary  Sauer;  she  became  Heidi's  mentor.  As  a 
matter  of  fact,  while  observing  the  sensitivity  and  patience  of  Mary  Sauer  during  lesson  time,  the 
idea  of  giving  all  blind  gifted  students  the  benefit  of  pursuing  classical  music  careers  by  adding 
braille  music  to  their  studies  started  to  germinate  within  me  already  at  that  time— approximately  15 
years  ago. 

Many  young  blind  individuals  show  great  potentials  for  success  in  musical  careers,  yet 
teachers  for  braille  music  at  postseconclary  level  are  practically  non-existent,  and  rare  for 
elementary  and  secondary  level.  A  summer  Braille  Music  Training  Program  would  enable  young 
blind  music  students,  private  teachers  for  young  music  students,  and  accomplished  blind  musicians 
from  every  comer  of  the  nation  to  come  together  to  acquire  the  necessary  skills  for  braille  music 
score  reading  and  writing,  as  well  as  computer  skills  for  composition,  techniques  for  successful 
stage  performance,  etc.  For  the  fall  semester,  students  equipped  with  newly  acquired  skills  could 
return  to  their  home  institution  (elementary,  high  school  or  postsecondary  level)  for  integration 
with  sighted  music  students. 

Blind  pianist  Nicolas  Constantinidis  from  Akron,  Ohio,  who  has  been  acclaimed  in  concert 
halls  all  over  the  world,  states:  "If  you  go  to  college  as  a  Music  major,  you  really  need  to  know 
your  braille  music.  Nobody's  going  to  sit  around  and  teach  you  by  ear.  You  can  only  go  so  far  by 
ear,  and  then  it  stops,  because  the  complexity  of  the  work  becomes  so  overwhelming." 

Professor  Richard  Taesch  offers  his  opinion  in  The  Music  Teacher/Fdl\  1994:  "To  learn  by 
listening  only  is  merely  a  form  of  plagarism.  Reproduction  is  strongly  influenced  by  the 
interpretation  of  the  person  being  copied" 

Suggested  funding  for  Braille  Training  Projects  for  FY  1997:     $1  Million 

I  would  like  to  applaud  Commissioner  Frederic  Schroeder  of  the  Rehabilitatative  Service 
Agency,  a  blind  person  himself,  who  went  out  of  his  way  to  visit  the  NEIU  campus  to  address 
disabled  students,  administrators,  and  rehabilitation  professionals  in  November  1994.  His  humor 
when  addressing  us  accomplished  more  than  he  probable  intended.  He  woke  us  all  up:  Yes,  blind 
people  can  live  a  happy,  fully  independent  life  if  we,  as  the  sighted,  do  not  destroy  their  self- 
esteem  and  do  not  "withhold"  their  right  for  equal  educational  opportunities.  Unknowingly,  he 
planted  the  seeds  at  NEIU  for  a  six- week  Biology  Lab  course,  specially  designed  for  blind  and 
visually  impaired  students,  taught  by  Professor  Herb  Stoltze,  whose  carefully  designed  curriculum 
should  serve  as  a  model  for  universities  nationwide. 

It  seems  like  a  miracle  to  me  how  leaders  at  NEIU  and  the  Bureau  of  Blind  Services  of  the 
Illinois  Department  of  Rehabilitation  Services,  Governor  Jim  Edgar's  Office  and  Senator  Paul 
Simon  have  joined  hands  with  me  in  my  advocacy.  Over  the  telephone,  Mr.  Thomas  Livingston, 
Assistant  to  Governor  Edgar  for  Higher  Education,  recently  offered  the  following  proposal:  "Let 
us  make  the  State  of  Illinois  emerge  as  the  model  state  for  education  of  the  sight-handicapped  in  the 
nation! "  I  would  like  to  add  to  that:  "And  carry  the  torch  to  every  state,  and  beyond  our  borders! 
Then,  my  blind  daughter  Heidi  and  her  blind  friends  have  not  endured  so  much  emotional  pain  in 
vain. 

i  iiariK  you. 


***** 
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Mr.  Porter.  The  committee  will  stand  in  recess  until  2  p.m. 
[Recess.] 


Tuesday,  February  27,  1996. 

WITNESS 

DR.  MARC  S.  MICOZZI,  M.D.,  COLLEGE  OF  PHYSICIANS  OF  PHILADEL- 
PHIA 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

We  will  continue  our  public  witnesses,  beginning  with  Marc  S. 
Micozzi,  M.D,  Ph.D.,  Executive  Director,  representing  the  College 
of  Physicians  of  Philadelphia. 

Dr.  Micozzi,  nice  to  see  you  again. 

Dr.  Micozzi.  Good  to  see  you,  Congressman.  Thank  you. 

Mr.  Chairman,  I  want  to  thank  you  for  the  opportunity  to  testify 
here  today.  Several  months  ago  I  was  appointed  Executive  Director 
of  the  College  of  Physicians  in  Philadelphia.  Prior  to  this  appoint- 
ment, it  was  my  privilege  and  pleasure  to  spend  a  decade  working 
closely  with  former  Surgeon  General  C.  Everett  Koop  to  help  revi- 
talize the  National  Museum  of  Health  and  Medicine  as  a  national 
health  education  resource.  He  and  I  both  deeply  appreciate  this 
subcommittee's  steadfast  support  of  that  project  over  the  last  10 
years. 

The  College  of  Physicians  in  Philadelphia  was  the  first  medical 
society  in  the  United  States,  founded  in  1787.  One  of  our  co-found- 
ers, Dr.  Benjamin  Rush,  was  both  a  signer  of  the  Declaration  of 
Independence  and  one  of  the  first  great  figures  in  American  medi- 
cine. His  colleague,  Dr.  John  Morgan,  founded  the  Nation's  first 
medical  school  at  the  University  of  Pennsylvania.  Today,  our  mem- 
bership consists  of  approximately  2,000  of  many  of  the  distin- 
guished physicians  in  Pennsylvania,  New  Jersey  and  Delaware,  as 
well  as  non-resident  members  throughout  the  Nation. 

Three  of  the  elements  that  have  been  characteristic  of  the  Col- 
lege's activities  from  our  founding  in  1787  to  the  present  are  com- 
munity service,  continuing  education  for  physicians,  and  increas- 
ingly important  in  today's  society,  health  education  for  the  public. 
Inspired  by  its  founders,  the  College  has  long  been  a  pioneer  in  the 
field  of  public  health.  As  early  as  the  1820s,  our  institution  was 
warning  the  public  about  the  dangers  of  smoking  and  alcohol 
abuse.  By  the  1840s,  our  members  were  working  with  public  offi- 
cials in  Philadelphia  and  Harrisburg  to  protect  the  integrity  of  the 
region's  drinking  water.  During  the  1860s,  our  members  were  pio- 
neers in  treating  the  men  that  returned  from  the  Civil  War. 

Today,  our  members  are  greatly  concerned  about  the  growing 
communications  gap  which  divides  the  public  and  providers  of 
health  care.  We  believe  that  seeking  to  educate  and  empower  con- 
sumers with  physician  based  health  information  in  non-clinical  set- 
tings provides  an  important  opportunity  to  help  bridge  the  gap.  We 
feel  that  everyone  is  well  served  by  a  system  in  which  the  patient 
truly  becomes  the  physician's  partner  in  preventing  disease.  Pa- 
tient self  care  and  guided  self  cure  offer  great  potential  in  helping 
us  to  achieve  a  healthier  Nation. 
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The  College  has  opened  the  C.  Everett  Koop  Community  Health 
Information  Center,  to  help  consumers  who  want  to  take  that  more 
active  role  in  the  management  of  their  health  and  the  health  of 
their  families.  Visitors  to  the  Center  have  access  to  on-line  health 
data  bases,  CD-ROM,  video  cassettes,  and  a  special  library  of  more 
than  500  books  written  specifically  for  patients  and  health  care 
consumers.  The  Center  is  a  good  place  to  research  everything  from 
new  developments  in  treatment  of  cancer  to  the  importance  of  bal- 
anced nutrition  and  promoting  wellness  to  the  understanding  of  al- 
ternative medical  systems  and  approaches,  which  is  an  increasing 
phenomenon  in  popular  medicine. 

If  you're  seeking  tips  on  coping  with  allergies  or  want  to  respond 
to  a  child's  fear  about  a  pending  operation,  our  Koop  Center  can 
help.  Our  2,000  physician  members  represent  a  broad  range  of 
medical  specialists.  Should  there  be  doubts  about  whether  a  given 
book  or  a  source  of  public  information  is  appropriate,  we  can  get 
a  quick  answer  from  one  of  the  leading  experts  in  the  field.  We  feel 
that  the  Center  helps  people  stay  well,  makes  them  aware  of  treat- 
ment operations,  and  plays  a  role  in  motivating  them  to  change 
their  behavior. 

As  you  are  aware,  Chairman  Porter,  local  physicians'  groups  and 
provider  organizations  across  the  U.S.  are  working  with  their  con- 
sumers to  empower  them  with  knowledge  about  health  care.  Our 
Koop  Center  is  one  of  many  projects  around  the  Nation.  As  local 
physicians  and  provider  groups  work  to  meet  information  needs  of 
health  care  consumers,  several  PHS  agencies  under  this  sub- 
committee's jurisdiction  are  generating  information  for  health  care 
consumers.  These  agencies  include  the  Centers  for  Disease  Control 
and  Prevention,  the  Health  Resources  and  Services  Administration, 
and  the  Agency  for  Health  Care  Policy  and  Research. 

The  College  believes  that  an  additional  appropriate  function  for 
these  PHS  agencies,  especially  the  CDCP,  would  be  to  fund  innova- 
tive provider  based  local  health  education  programs.  The  purpose 
of  funding  such  programs  would  be  to  determine  the  degree  to 
which  innovative  approaches  are  contributing  to  increased 
consumer  knowledge  about  health  care,  whether  increased  knowl- 
edge is  leading  to  changes  in  behavior,  and  whether  such  programs 
can  be  replicated  in  communities  throughout  the  U.S. 

The  College  has  initiated  discussions  with  CDCP  to  improve  co- 
ordination between  Federal  agencies  and  local  provider  organiza- 
tions on  delivery  of  quality  consumer  health  information.  The  Col- 
lege requests  this  subcommittee's  support  for  its  efforts  to  work  lo- 
cally and  nationally  to  empower  consumers  of  health  care  and  to 
bridge  the  widening  gap  between  consumers  and  the  medical  pro- 
fession. 

Thank  you  for  this  opportunity  to  testify,  Mr.  Chairman. 

Mr.  Porter.  Dr.  Micozzi,  thank  you  very  much.  We  particularly 
appreciate  your  staying  within  your  time  limit.  You  did  a  very  good 
job  of  that.  And  we  certainly  will  take  your  ideas  into  account  in 
formulating  the  budget. 

Dr.  Micozzi.  Thank  you,  Mr.  Chairman. 
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Tuesday,  February  27,  1996. 

WITNESS 

KATHERINE  McCARTER,  MHS,  THE  COALITION  FOR  HEALTH  FUNDING 

Mr.  Porter.  Katherine  McCarter,  MHS,  Immediate  Past  Presi- 
dent of  the  Coalition  for  Health  Funding. 

Ms.  McCarter.  Good  afternoon,  Mr.  Chairman,  and  members  of 
the  Committee. 

Fm  Katherine  McCarter,  Fm  the  Associate  Executive  Director  of 
the  American  Public  Health  Association.  Fm  here  today  represent- 
ing the  Coalition  for  Health  Funding,  as  their  immediate  past 
President.  We're  really  delighted  to  have  the  opportunity  to  present 
to  you  today  our  funding  level  suggestions  for  fiscal  year  1997  for 
the  agencies  and  the  programs  of  the  Public  Health  Service. 

Our  coalition,  The  Coalition  for  Health  Funding,  is  a  25-year-old 
alliance  of  40  national  health  associations  with  a  combined  mem- 
bership of  40  million  public  health  professionals,  researchers,  lay 
volunteers  and  consumers.  The  coalition  is  dedicated  to  working 
with  Congress  on  behalf  of  Federal  health  discretionary  programs, 
with  a  particular  emphasis  on  the  agencies  and  programs  of  the 
Public  Health  Service. 

We  have  appreciated  in  the  past,  and  continue  to  value  the 
strong  and  continued  support  that  you,  Mr.  Chairman,  and  the 
members  of  this  subcommittee  have  given  to  health  discretionary 
programs  in  the  past.  And  we  are  particularly  grateful  for  the  re- 
cent support  of  increased  year  long  funding  for  fiscal  year  1996  for 
the  National  Institutes  of  Health  and  the  Centers  for  Disease  Con- 
trol and  Prevention. 

We're  looking  forward  to  working  with  the  subcommittee  and 
with  the  Administration  to  seek  year  long  support  for  fiscal  year 
1996  for  the  remaining  agencies  and  programs  of  the  Public  Health 
Service.  We  know,  and  I  know  you  know,  that  a  strong  and  effec- 
tive public  health  endeavor  requires  investment  as  a  Nation  in  a 
continuum  of  public  health  activity,  which  includes  biomedical,  be- 
havioral and  health  services  research,  targeted  health  care  deliv- 
ery, health  professional  training  and  prevention  services. 

Programs  that  have  not  received  year  long  funding,  the  recent 
series  of  short  term  curtailed  funding  measures  have  been  seriously 
disrupting  their  ability  to  serve  our  Nation  and  to  serve  individuals 
in  need  of  vital  health  care  services.  Many  of  these  services  are 
preventive  in  nature  and  postponed  care  often  means  more  costly, 
acute  care  will  be  needed  later. 

In  addition,  many  of  the  programs  which  are  currently  lacking 
sufficient  funds  have  been  unable  to  make  timely  bulk  purchases 
of  necessary  items  such  as  insulin,  heart  medication  or  x-ray  films, 
for  an  example.  And  smaller  purchases  of  these  items  are  often 
much  more  costly  and  costs  have  increased  almost  ten-fold. 

The  Coalition  for  Health  Funding  believes  that  the  relatively 
small  proportion  of  Federal  funding  now  spent  on  public  health  is 
an  important  investment  in  the  future  and  ultimately  will  save  bil- 
lions of  dollars.  As  a  proportion  of  overall  health  expenditures,  pub- 
lic health  activities  account  for  under  3  percent  of  the  aggregate 
amount  spent  on  health  care  in  the  United  States.  And  yet  these 
public  health  expenditures,  which  are  quite  small,  are  among  the 
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most  cost  effective  uses  of  taxpayer  dollars.  Millions  of  dollars  in 
medical  care  costs  and  productivity  losses  are  saved  by  ongoing 
monitoring  of  infectious  disease  and  toxic  agents  and  rapid  re- 
sponse in  community  emergencies. 

Public  health  prevention  programs  are  on  the  front  line  identify- 
ing environmental  and  behavioral  factors  that  are  associated  with 
conditions  such  as  lung  cancer  and  heart  disease.  And  then  these 
same  programs  will  develop  strategies  to  protect  communities  at 
risk  and  from  risk. 

Public  health  also  targets  hard  to  reach  populations  with  clinical 
services.  Current  levels  of  immunizations  prevent  millions  of  cases 
of  measles,  mumps  and  other  diseases  that  would  otherwise  cost  $1 
billion  a  year  in  medical  care.  We  have  all  heard  it  said  and  we 
know  it  to  be  true  that  for  every  dollar  spent  on  public  health  pro- 
grams which  are  offered  for  prenatal  services  to  low-income,  under- 
educated  pregnant  women,  $3  are  saved  in  direct  medical  care 
costs  during  the  infant's  first  year  of  life. 

Other  public  health  programs  are  effective  reaching  increased 
numbers  of  individuals  with  tuberculosis,  and  through  the  applica- 
tion of  what  is  known  as  directly  observed  treatment,  we  are  reduc- 
ing the  number  of  drug-resistant  strains  of  the  disease.  Our  Na- 
tion's Public  Health  Service  also  represents  our  most  important  in- 
vestment in  the  future,  through  the  support  of  biomedical  and  be- 
havioral research  which  can  directly  lead  to  new,  cost  effective 
treatment  and  prevention  strategies. 

Each  year,  our  coalition  works  with  other  national  health  alli- 
ances to  determine  an  appropriate  level  of  Federal  support  for 
health  discretionary  programs.  For  fiscal  year  1997,  the  coalition  is 
recommending  $24  billion  be  provided  to  address  the  Nation's  need 
in  the  areas  of  biomedical,  behavioral  and  health  services  research, 
health  professions  training,  mental  health  and  substance  abuse 
treatment  and  prevention,  and  health  promotion  and  prevention 
initiatives. 

Our  written  testimony  contains  a  fuller  description  of  the  coali- 
tion's findings  and  recommendations  for  the  four  largest  public 
health  agencies.  Also,  we  have  attached  a  table  with  recommended 
funding  levels  for  all  of  the  public  health  service  agencies. 

Our  coalition  appreciates  this  opportunity  to  provide  the  sub- 
committee with  its  recommendations  for  fiscal  year  1997  funding, 
for  these  discretionary  programs,  and  we're  really  looking  forward 
to  working  with  you  in  meeting  the  very  difficult  challenges  that 
are  ahead.  We  fully  appreciate  that  the  budget  constraints  facing 
the  subcommittee  in  fiscal  year  1997  are  severe.  But  we  are  even 
more  acutely  aware  that  reducing  the  funding  for  our  Nation's  Pub- 
lic Health  Service  will  result  in  substantially  increased  loss  to  the 
taxpayers. 

Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  the  Coalition  for  Health  Funding  is  pleased  to  provide  the  Subcommittee  with  a 
statement  recommending  FY  1997  funding  levels  for  the  agencies  and  programs  of  the  Public  Health 
Service.  The  Coalition  is  a  twenty-five  year  old  alliance  of  40  national  health  associations  with  a  combined 
membership  of  40  million  health  care  professionals,  researchers,  lay  volunteers,  and  consumers.  The 
Coalition  is  dedicated  to  working  with  Congress  on  behalf  of  federal  health  discretionary  programs, 
primarily  the  agencies  and  programs  within  the  Public  Health  Service. 

We  sincerely  appreciate  the  strong  and  continued  support  that  you,  Mr.  Chairman,  and  this  Subcommittee 
have  given  to  health  discretionary  programs.  We  particularly  appreciate  recent  support  of  increased,  year 
long  funding  for  FY  '96  for  the  National  Institutes  of  Health  and  the  Centers  for  Disease  Control  and 
Prevention.  We  hope  the  Subcommittee  soon  will  also  support  year  long  funding  for  FY  '96  for  the 
remaining  agencies  and  programs  of  the  public  health  service.  A  strong,  effective  public  health  endeavor 
requires  investment,  as  a  nation,  in  a  continuum  of  public  health  activity.  It  is  not  enough  to  invest  in 
basic  biomedical  and  behavior  research  if  we  do  not  also  develop  and  support  the  strategies  for 
implementing  the  discoveries  that  follow.  We  cannot  only  treat  disease  that  occurs  among  those  who  can 
afford  to  purchase  health  care  services  in  the  private  marketplace.  Disease  among  our  most  vulnerable 
populations  and  the  additional  cost  that  ensues  from  medical  neglect  affects  us  all  sooner  or  later.  The 
private  marketplace  has  yet  to  demonstrate  it  will  train  needed  health  professions  in  short  supply,  or  place 
adequate  numbers  of  health  professionals  in  medically  underserved  rural  and  urban  areas. 

For  those  public  health  programs  that  have  not  received  year-long  funding,  the  recent  series  of  short  term, 
curtailed  funding  measures  have  seriously  disrupted  their  ability  to  serve  individuals  in  need  of  vital  health 
care  services.  Many  of  these  services  are  preventive  in  nature  and  postponed  care  often  means  more 
costly,  acute  care  will  be  needed  later.  In  addition,  many  programs  lacking  sufficient  funds,  have  been 
unable  to  make  timely,  bulk  purchases  of  necessary  items  such  as  insulin,  heart  medication  and  x-ray  film. 
Smaller  purchases  of  these  items  can  increase  costs  ten-fold. 

The  Coalition  for  Health  Funding  believes  the  relatively  small  proportion  of  federal  funding  now  spent  on 
public  health  is  an  important  investment  in  the  future  and  ultimately  saves  billions  of  dollars.  Overall,  the 
federal  government  paid  nearly  $270  billion  in  Medicare  and  Medicaid  in  FY  '95.  Compare  that  amount 
with  the  $21.6  billion  that  was  spent  on  public  health  programs  during  the  same  year;  it  represents  only 
eight  percent  of  federal  Medicare  and  Medicaid  expenditures.  As  a  proportion  of  overall  health 
expenditures,  public  health  activities  account  for  under  three  percent  of  the  aggregate  amount  spent  on 
health  care  in  the  United  States. 

And  yet  public  health  expenditures  are  among  the  most  cost-effective  uses  of  taxpayer  dollars.  Millions  of 
dollars  in  medical  care  costs  and  productivity  losses  are  saved  by  ongoing  monitoring  of  infectious  disease 
and  toxic  agents  and  rapid  response  in  community  emergencies.  Public  health  prevention  programs  are  on 
the  front  line,  identifying  environmental  and  behavioral  factors  that  are  associated  with  conditions  such  as 
lung  cancer  or  heart  disease,  and  developing  strategies  to  protect  communities  from  risk  Public  health 
also  targets  hard-to-reach  populations  with  clinical  services.  Current  levels  of  immunization  prevent 
millions  of  cases  of  measles,  mumps,  and  other  diseases  that  would  otherwise  would  cost  $1.4  billion  a 
year  in  medical  care.  The  public  health  service  ensures  that  this  cost-saving  protection  is  extended  to  our 
nation's  poorest  children.  For  every  dollar  spent  on  public  health  programs  offering  pre-natal  services  to 
low-income,  uneducated  pregnant  women,  three  dollars  are  saved  in  direct  medical  care  costs  during  an 
infant's  first  year  of  life.  Other  public  health  programs  are  effectively  reaching  the  increased  numbers  of 
individuals  with  TB,  and  through  the  application  of  what  is  known  as  "Directly  Observed  Treatment"  they 
are  reducing  the  number  of  drug  resistant  strains  of  the  disease. 

Finally,  our  nation's  public  health  service  also  represents  our  most  important  investment  in  the  future 
through  support  of  biomedical  and  behavioral  research  at  the  National  Institutes  of  Health.  The  United 
States'  leadership  in  developing  cost-effective  treatment  and  prevention  strategies  is  the  direct  result  of  a 
long-standing  investment  in  basic  and  clinical  research. 

Each  year  the  Coalition  for  Health  Funding  works  with  other  national  health  alliances  to  determine  an 
appropriate  level  of  federal  support  for  health  discretionary  programs.  For  FY  '97  the  Coalition  is 
recommending  $24  billion  be  provided  to  address  the  nation's  needs  in  the  areas  of  biomedical, 
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behavioral,  and  health  services  research;  health  professions  training;  mental  health  and  substance  abuse 
treatment  and  prevention;  and  health  promotion  and  prevention  initiatives. 

The  following  is  a  partial  list  of  the  Coalition's  findings  and  recommendations: 


The  Coalition  for  Health  Funding  recommends  a  FY  '97  funding  level  of  $12,715  billion  for  NTH.  This 
represents  a  6.5  percent  increase  over  FY  '96  funding  and  is  the  professional  judgement  budget 
recommendation  for  the  agency.  This  amount  of  funding  would  help  NTH  move  toward  a  goal  of  funding 
at  least  one-third  of  competing  research  project  grant  applications  in  all  fields  of  biological,  behavioral,  and 
medical  sciences,  while  at  the  same  time  maintaining  the  integrity  of  the  peer  review  process  in  developing 
scientific  and  budgetary  priorities.  In  recent  years,  the  number  of  approved  applications  funded  has  been 
about  one  in  four,  and  in  some  NIH  institutes,  less  than  one  in  five.  For  new  research  project  grant 
applications,  the  problem  is  even  more  critical  with  some  judged  to  be  in  the  top  10-12  percent  going 
unfunded  causing  the  loss  of  many  important  scientific  leads. 

The  professional  judgement  funding  level  would  also  allow  NTH  to  better  support  its  clinical  research 
activities  which  have  not  kept  pace  with  the  explosive  advances  in  knowledge  or  with  current  health  care 
needs.  Clinical  research  activities  both  stimulate  and  utilize  basic  research  findings  while  working  to 
understand  the  mechanisms  that  underlie  individual  conditions,  to  study  disease  management,  to  identify 
segments  of  the  population  at  special  risk  for  diseases,  and  to  assess  health  care  delivery.  NTH  funds 
clinical  research  activities  through  a  variety  of  support  mechanisms,  including  cooperative  agreements, 
contracts,  and  through  research  centers,  both  at  the  Warren  G.  Magnuson  Clinical  Center  on  the  NIH 
campus,  and  at  medical  schools  and  major  teaching  hospitals  throughout  the  country. 

A  robust  and  diverse  base  of  scientific  talent  is  critical  to  ensure  the  future  success  of  the  nation's  medical 
research  efforts  and  associated  industries.  The  professional  judgement  funding  recommendation  would 
permit  NTH  to  support  the  same  number  of  National  Research  Service  Award  trainees  in  FY  '97  as  in 
recent  years,  while  providing  a  cost-of-living  increase  for  stipends.  It  would  also  permit  a  modest  increase 
in  MD-PhD  students  trained  under  the  Medical  Scientists  Training  Program.  The  training  of  physician- 
scientists  has  proven  to  be  among  the  most  productive  ways  to  integrate  basic  science  with  clinical 
research.  Finally,  the  professional  judgement  funding  level  for  FY  '97  would  also  permit  increased 
opportunities  for  interdisciplinary  training  and  encourage  greater  participation  by  members  of  minority 
groups  and  women  in  medical  research  careers. 


The  Coalition  for  Health  Funding  recommends  an  overall  funding  level  of  $2.5  billion  for  the  CDC  in  FY 
'97.  This  is  17  percent  more  than  FY  '96,  reflecting  the  need  to  make  prevention  efforts  even  more  of  a 
priority  when  fiscal  times  are  tight  The  Coalition's  recommendation  for  the  CDC  would  permit  the 
National  STD-Related  Infertility  Prevention  Program  to  be  extended  from  the  current  19  states  to  the  rest 
of  the  nation.  This  program  provides  chlamydia  screening  and  treatment  to  women  attending  family 
planning  and  STD  clinics,  plus  their  partners,  in  four  U.S.  Public  Health  Service  regions.  The  Coalition's 
recommendation  also  would  permit  the  Breast  and  Cervical  Cancer  Program  to  be  extended  to  every  state. 
This  program  supports  state  health  departments  in  building  a  national  infrastructure  to  provide  education, 
screening,  follow-up  and  test  quality  assurance  for  breast  and  cervical  cancer.  Early  detection  and  follow- 
up  could  prevent  virtually  all  cervical  cancer  deaths  and  more  than  30  percent  of  breast  cancer  deaths. 
Delayed  detection  also  increases  health  care  costs:  from  as  low  as  $13,800  for  cases  detected  early  to  as 
much  as  $84,000  for  advanced  cases. 

The  Coalition's  FY  '97  recommendation  for  CDC  would  assist  in  extending  the  Diabetes  Translation 
Program  to  every  state.  Diabetes  is  the  seventh  leading  cause  of  death  in  the  U.S.  It  is  estimated  that  at 
least  half  of  the  13,300  new  cases  of  diabetes  related  end-stage  renal  disease  could  be  prevented,  saving 
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approximately  $240  million  annually.  Every  state  needs  the  cost-effective  services  of  the  Diabetes 
Translation  Program.  The  Coalition  for  Health  Funding's  recommendation  for  CDC  would  also  support 
increased  funding  for  the  TB  Elimination  Program.  Additional  resources  would  allow  the  agency  to  make 
progress  toward  the  important  goal  of  increasing  to  90  percent  the  number  of  new,  active  TB  patients 
started  on  direcUy  observed  therapy  (DOT),  a  proven  effective  measure.  Additional  resources  would  also 
permit  expansion  of  the  evaluation  of  the  effectiveness  of  TB  occupational  prevention  strategies;  increase 
the  number  of  state  and  large  metropolitan  laboratories  that  identify  mycobacterium  tuberculosis  in  clinical 
specimens  and  report  results  to  health  care  providers  within  four  days;  and  increase  targeted  screening  and 
preventive  treatment  programs  among  populations  at  high  risk  for  TB.  The  Coalition's  FY  '97 
recommendation  would  permit  increased  funding  for  a  mutifaceted  approach  to  cardiovascular  disease 
(CVD)  prevention  designed  to  reduce  the  prevalence  of  risk  behaviors.  CVD  is  the  leading  killer  in  the 
U.S.  for  both  men  and  women  across  all  ethnic  groups.  The  Coalition's  recommendation  would  also 
provide  increased  funding  for  HIV/ AIDS  prevention.  AIDS  is  now  the  leading  cause  of  death  for  men  and 
the  fourth  leading  cause  of  death  for  women  between  the  ages  of  25  and  44. 

The  Coalition's  FY  '97  recommendation  would  also  increase  funding  for  two  important  centers  within 
CDC  whose  mission  and  effectiveness  have  sometimes  been  misunderstood.  The  National  Institute  for 
Occupational  Safety  and  Health  (NIOSH)  combines  laboratory  and  population-based  health  research  with 
engineering  and  behavioral  research  to  prevent  workplace  injuries  and  illness.  It  is  a  research,  not  a 
regulatory,  agency.  More  than  50,000  Americans  died  of  work  injuries  and  diseases  last  year  and 
employers  reported  more  than  six  million  work  injuries  and  over  500,000  cases  of  occupational  illness.  In 
carrying  out  its  mission,  NIOSH  partners  with  universities,  state  and  local  health  departments,  and 
industry  which  looks  to  NIOSH  for  guidance  in  implementing  cost-effective  workplace  safety  measures. 
The  National  Center  for  Injury  Prevention  and  Control  (NOPC)  has  a  similar  mission  for  non- working 
populations.  Injury  is  the  leading  cause  of  death  among  children  and  adults  through  age  44;  it  is  the  fourth 
leading  cause  of  death  for  Americans  of  all  ages.  NCIPC  collects  injury  data,  monitors  trends  in  injuries 
and  develops  and  tests  strategies  for  preventing  a  range  of  causative  factors.  Examples  include  publishing 
and  distributing  recommendations  on  use  of  bicycle  helmets;  funding  projects  in  Kansas,  Maryland, 
Oklahoma,  Minnesota  and  Arkansas  to  promote  the  use  of  smoke  detectors  and  reduce  death  from 
residential  fires;  sponsoring  studies  in  a  number  of  states  to  develop  fair  and  accurate  criteria  to  predict 
driving  ability  and  car  crashes  in  old  age,  and  to  assess  the  association  between  certain  medical  conditions 
and  medications  on  crash  risk;  support  for  organized  systems  of  trauma  care  which  have  been  shown  to 
reduce  the  preventable  death  rate  for  seriously  injured  individuals  by  more  than  50  percent  the  first  year 
such  systems  are  implemented. 

Health  Resources  and  Services  Administration  (HRSA) 

FY  1995  comp.                          FY  1996  app.  CHF  FY  1997  rec. 

$3,028  billion    $3,200  billion 

The  Coalition  for  Health  Funding  recommends  an  overall  funding  level  of  $3.2  billion  for  HRSA  in  FY 
'97,  which  is  5.6  percent  more  than  the  FY  '95  appropriation.  This  is  a  very  modest  request  for  an  agency 
that  provides  vital  health  care  services.  This  requested  funding  level  would  permit  the  health  cluster  of 
programs  (i.e.,  community,  migrant,  homeless  and  public  housing)  to  continue  services  to  over  9  million 
low-income  people  in  all  50  states,  as  well  as  allow  health  centers  to  extend  services  to  an  additional 
750,000  underserved  people  in  at  least  150  new  communities. 

The  Coalition's  recommendation  for  FY  '97  would  increase  the  number  of  primary  health  care  providers 
by  increasing  support  for  health  professions  training  programs  under  Title  VII  and  Title  Vm  of  the  Public 
Health  Service  Act.  These  programs  also  are  geared  toward  increasing  the  number  of  health  professionals 
providing  basic  and  preventive  health  care  services  for  those  living  in  medically  underserved  areas. 

The  Coalition's  FY  '97  recommendation  includes  a  modest  three  percent  increase  for  the  Maternal  and 
Child  Health  Block  Grant.  This  increase  would  enable  expansion  of  cost-effective  programs  such  as  those 
providing  prenatal  care,  newborn  screening,  home  visiting  and  well-child  care  for  over  16  million  pregnant 
women,  children,  and  children  with  disabilities.  Increased  funding  for  Title  V,  as  recommended  by  the 
Coalition,  would  provide  419,076  additional  children  with  preventive  and  primary  care;  217,920 
additional  women  with  reproductive  and  prenatal  care  services;  and  45,000  additional  children  with 
specialty  care  services. 
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The  Coalition's  recommendation  for  FY  '97  also  permits  increases  for  ADDS  care  and  training  programs 
which  provide  vital  assistance  to  communities  and  families  hard-hit  by  the  AIDS  epidemic.  The  Ryan 
White  CARE  Act  provides  life  prolonging  and  cost  effective  medical  and  support  services  and  prescription 
drugs  to  low  income  people  living  with  HIV  and  AIDS.  The  AIDS  Education  and  Training  Centers 
provide  critical  training  to  health  care  providers  nationwide  in  the  evolving  standard  of  care  for  people  with 
AIDS. 

Finally,  the  Coalition's  recommendation  for  FY  '97  also  provides  additional  resources  for  Title  X  family 
planning  services,  which  enable  community-based  clinics  to  provide  basic  reproductive  health  care  to  more 
than  five  milhon  clients  in  over  4,000  clinics  nationwide.  Family  planning  services  improve  maternal  and 
child  health  outcomes,  lower  the  incidence  of  unintended  pregnancy,  and  reduce  the  incidence  of  abortion. 
For  every  dollar  spent  on  family  planning  services,  more  than  $4  are  saved  in  mandatory  federal  spending 
programs. 

Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA) 
FY  1995  comp.                          FY  1996  app.  CHF  FY  1997  rec. 

$2,181  billion    $2,645  billion 

The  Coalition  for  Health  Funding's  FY  '97  recommendation  for  SAMHSA  is  $2,645  billion,  a  21  percent 
increase  over  the  FY  '95  appropriation.  This  increase  is  warranted  because  most  of  the  programs 
administered  by  SAMHSA  have  either  received  no  increases  in  funding  for  several  years  or  have  suffered 
deep  cuts  in  funding.  In  addition,  the  Coalition  recommends  that  each  of  SAMHSA's  three  centers  be 
appropriated  as  three  separate  line  items  to  ensure  the  maintenance  of  distinct  funding  streams  for  each  of 
these  discrete  disciplines. 

The  Coalition's  recommendation  would  permit  increased  resources  for  the  Center  for  Mental  Health 
Services  (CMHS)  which  are  clearly  needed  as  35  states  downsize  or  close  their  mental  hospitals  placing 
increased  stress  on  community  based  mental  health  facilities.  In  addition,  as  local  jurisdictions  privatize 
their  public  sector  mental  health  programs  and  shift  recipients  into  managed  care  the  CMHS  program  will 
play  a  vital  role  in  the  development  of  new  treatment  interventions  and  vigorous  outcome  measures  to 
support  appropriate  care.  Nearly  40  million  Americans,  including  1 1  million  children,  suffer  from  mental 
or  addictive  disorders.  Failure  first  to  invest  in  prevention  or  early  intervention  services  and  then  failure  to 
provide  access  to  cost-effective  treatment  for  those  who  succumb  to  mental  illness  or  substance  abuse  adds 
enormous  costs  to  our  health  care,  welfare,  and  criminal  justice  systems. 

The  Coalition's  recommendation  would  also  provide  increased  resources  for  substance  abuse  prevention 
efforts.  With  substance  use  among  America's  youth  on  the  rise  and  anti-drug  attitudes  declining,  the 
Center  for  Substance  Abuse  Prevention  needs  additional  resources  to  fund  the  refinement  and  expansion  of 
successful  community  based  prevention  strategies,  messages  and  programs. 

Finally,  the  Coalition's  recommendation  includes  a  substantial  increase  in  the  Substance  Abuse  and 
Prevention  Block  Grant.  This  increase  is  needed  to  provide  essential  treatment  and  prevention  services  to 
individuals  currently  on  waiting  lists,  AFDC  mothers,  former  SSDI/SSI  recipients,  and  children.  Over 
630,000  mothers  receiving  Aid  to  Families  with  Dependent  Children  (AFDC),  and  over  250,000  Social 
Security  Disability  Income  (SSDI)  and  Supplemental  Security  Income  (SSI)  recipients  are  in  need  of 
substance  abuse  treatment.  As  these  individuals'  benefits  are  terminated  or  time-limited,  as  called  for  in 
several  Congressional  proposals,  the  public  treatment  system  will  need  additional  assistance  to  handle  this 
vast  increase  in  demand. 

The  Coalition  appreciates  the  opportunity  to  provide  the  Subcommittee  with  its  recommendations  for 
FY  1997  funding  for  health  discretionary  programs  and  looks  forward  to  working  with  the  Subcommittee 
in  meeting  the  very  difficult  challenges  ahead.  We  appreciate  that  the  budget  constraints  facing  the 
Subcommittee  in  FY  '97  are  severe.  But  we  even  more  acutely  aware  that  reducing  the  funding  for  our 
nation's  public  health  service  will  result  in  substantially  increased  costs  to  the  taxpayer,  not  less. 
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Mr.  Porter.  Ms.  McCarter,  what  does  the  $24  billion  compare 
with  in  terms  of  current  funding? 

Ms.  McCarter.  The  current  1995  comparable  is  approximately 
$21  billion. 

Mr.  Porter.  And  what  percentage  does  that  represent,  then? 
Ms.  McCarter.  I  should  have  done  the  math,  sir. 
Mr.  Porter.  Must  be  10  percent. 

Ms.  McCarter.  At  least  10,  it's  approximately  12  percent. 

Mr.  Porter.  Twelve  percent,  yes.  Okay,  thank  you  very  much  for 
your  testimony.  We  very  much  appreciate  it.  And  obviously,  we 
share  a  common  concern  about  funding  in  this  area  as  well  as  oth- 
ers. Thank  you  for  coming  here  to  testify. 

Ms.  McCarter.  We  appreciate  that.  Thank  you. 


Tuesday,  February  27,  1996. 

WITNESS 

HENRY  A.  FERNANDEZ,  J.D.,  ASSOCIATION  OF  UNIVERSITY  PROGRAMS 
IN  HEALTH  ADMINISTRATION 

Mr.  Porter.  Henry  A.  Fernandez,  J.D.,  President  and  CEO  of 
the  Association  of  University  Programs  in  Health  Administration. 
Mr.  Fernandez,  nice  to  see  you  again. 

Mr.  Fernandez.  Thank  you,  Mr.  Chairman.  Good  to  see  you,  sir, 
and  good  afternoon,  Congresswoman  Pelosi. 

I'm  Henry  Fernandez,  and  I'm  President  and  CEO  of  the  Associa- 
tion of  University  Programs  in  Health  Administration.  I  thank  you 
for  the  opportunity  to  appear  today  and  share  with  you  the  inter- 
ests and  concerns  of  health  management  educators  in  this  country. 

AUPHA  was  established  in  1948  and  we  represent  nationally 
every  accredited  higher  education  graduate  program  and  many  un- 
dergraduate programs  that  educate  and  train  both  new  practition- 
ers and  the  evolving  leadership  of  the  health  care  delivery  system. 
In  addition  to  more  than  100  colleges  and  universities,  our  mem- 
bership includes  over  200  affiliate  members  that  are  primarily 
health  care  institutions  and  providers  that  support  the 
professionalization  of  administration. 

We  also  boast  support  from  nearly  120  international  programs  in 
50  countries  that  recognize  that  our  programs  are  the  world  class 
programs.  Our  programs  are  in  literally  every  State  that's  rep- 
resented here  today,  but  with  one  exception:  every  member  of  this 
committee  represents  five  or  more  of  our  programs.  You,  Congress- 
woman  Pelosi,  represent  our  program  at  Berkeley.  Northwestern 
University  is  one  of  our  world  class  programs  as  well. 

Our  graduates  are  found  at  every  level  of  the  health  care  deliv- 
ery system.  They  administer  some  of  the  most  complex  and  difficult 
health  care  institutions  in  the  country.  Gail  Warden,  who  has  spo- 
ken before  this  committee  in  the  past,  from  Henry  Ford,  is  a  grad- 
uate of  our  programs. 

Equally  important  is  the  critical  role  they  play,  that  managers 
play,  in  smaller  rural  hospitals  and  clinics,  where  sound  manage- 
ment can  be  the  difference  between  survival  and  closure.  Our  grad- 
uates' expertise  is  appreciated  throughout  the  industry  and  in  state 
and  local  governments  as  well.  In  spite  of  their  critical  importance 
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to  the  delivery  of  effective  and  efficient  health  services,  health  ad- 
ministration education  programs  receive  really  a  modest  amount  of 
support  under  Title  VII  of  the  Public  Health  Service  Act.  The  cur- 
rent level  is  under  $1  million.  And  given  today's  fiscal  realities, 
that  is  what  we  expect  will  remain  in  place  for  the  rest  of  the  fiscal 
year.  However  modest,  the  amount  these  funds  support  however  36 
traineeships  at  36  universities  and  13  special  research  projects 
around  the  country. 

We're  working  closely  with  the  House  Commerce  Committee  in 
an  effort  to  ensure  the  reauthorization  bill  this  year.  While  our  pro- 
grams continue  to  receive  modest  support,  we  are  strongly  support- 
ive of  reauthorization.  We  believe  that  this  committee,  as  well  as 
the  authorizers,  should  give  careful  consideration  to  the  future  role 
of  health  management  educators  and  our  graduates  in  the  work- 
ings of  our  complex  health  system. 

Our  Government  spends  literally  billions  of  tax  dollars  through 
Medicare,  Medicaid,  CHAMPUS,  the  Veterans  Health  Administra- 
tion, FEHB,  and  more.  And  it  is  axiomatic  that  effective  manage- 
ment of  the  health  care  delivery  system  will  save  the  Federal  Gov- 
ernment significant  sums  of  money.  But  it  will  also  save  individ- 
uals, employers,  private  insurers,  the  state  governments  and  most 
importantly,  their  taxpayers,  even  more  money. 

In  last  year's  committee  report,  Mr.  Chairman,  you  recognized 
the  dramatic  changes  in  the  health  care  delivery  system.  And  you 
took  a  significant  step  by  directing  the  Health  Care  Financing  Ad- 
ministration to  review  the  training  requirements  for  health  admin- 
istrators and  report  back  to  the  committee  on  what  changes,  if  any, 
it  would  recommend.  We  congratulate  Congressman  Riggs,  who  of- 
fered the  language,  for  his  leadership,  and  thank  you,  Mr.  Chair- 
man, for  your  support.  We  are  looking  forward  to  reviewing  what 
the  Health  Care  Financing  Administration  recommends  to  improve 
the  system. 

However,  I  can  tell  you  what  one  national  expert  has  recently 
concluded.  Dr.  Eugene  Schneller,  an  economist  from  Arizona  State 
University,  in  a  soon  to  be  published  paper,  has  concluded  that  the 
migration  of  a  wide  range  of  discrete  organizations  into  networks 
and  systems  in  the  public  and  private  sector  means  that  as  many 
as  2,000  such  managers  will  be  needed  in  the  very  near  future. 

Our  health  care  system  today  is  increasingly  complex.  It  is  not 
easy  to  have  a  facility  that  runs  smoothly,  efficiently,  financially 
sound  and  provides  quality  services  all  simultaneously.  Health  care 
providers,  clinicians  who  simply  move  over  from  providing  clinical 
care  to  providing  administrative  services  need  training,  exactly  the 
training  that  is  offered  by  AUPHA  members  and  supported  by  Title 
VII  funding. 

If  effective  management  training  is  not  considered  as  a  basic 
foundation  of  our  health  care  system,  our  economy  and  you  as  our 
Government's  representatives,  will  be  asked  to  continue  to  pay  the 
inflated  price  of  health  care.  Before  concluding,  Mr.  Chairman,  I 
would  be  remiss  to  not  add  a  few  words  about  the  fiscal  1996  ap- 
propriations, which  we  all  hope  will  be  finally  resolved  within  the 
next  several  weeks.  Your  success,  Mr.  Chairman,  in  funding  NIH 
and  CDC  for  the  entire  year  is  a  remarkable  achievement  and  you 
are  to  be  congratulated. 
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Those  two  agencies  represent  the  research  and  prevention  legs  of 
a  three  legged  stool.  The  third  leg  is  the  provision  of  services  to  im- 
plement the  research  and  prevention,  and  that  occurs  through  the 
Health  Resources  and  Services  Administration.  I  know  the  sub- 
committee and  its  staff  have  been  hard  at  work  on  this,  and  I  urge 
you  to  see  that  no  matter  what  happens  in  the  bigger  budget  and 
appropriations  picture  on  March  15,  that  HRSA  receives  its  full 
year  allocation  for  fiscal  1996. 

Your  past  support,  as  well  as  that  of  Mr.  Riggs,  concerning  the 
committee  report  language  I  had  discussed  earlier,  is  also  greatly 
appreciated  throughout  the  health  management  education  commu- 
nity. We  look  forward  to  continuing  to  work  closely  with  the  com- 
mittee in  the  months  ahead  and  to  build  upon  the  past  successes. 

Thank  you  again,  Mr.  Chairman,  and  thank  you,  Congress- 
woman  Pelosi.  AUPHA  and  our  member  colleges  and  universities 
stand  ready  to  assist  you  in  any  way  you  deem  appropriate  and 
possible.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee  on  Labor  -  Health  and  Human 
Services  -  Education  Appropriations,  my  name  is  Henry  Fernandez  and  I  am  the  President 
and  Chief  Executive  Officer  of  the  Association  of  University  Programs  in  Health 
Administration  (AUPHA).  Thank  you  for  the  opportunity  to  meet  with  you  this 
afternoon  to  share  the  interests  and  concerns  of  health  management  educators. 

AUPHA  was  established  in  1948  and  we  represent  nationally  every  accredited 
graduate  and  many  undergraduate  programs  that  educate  and  train  both  new  practitioners 
and  the  evolving  leadership  in  the  health  care  delivery  system.  We  promote  the  latest, 
cutting  edge  practice  in  the  diverse  and  evolving  field  of  health  administration  and 
management.  Our  membership  also  includes  nearly  200  affiliate  members  that  are 
primarily  health  care  institutions  committed  to  the  professionalization  of  the  field  of 
health  administration.  We  also  boast  the  support  of  nearly  120  international  programs 
located  in  50  foreign  countries  which  view  our  programs  as  world  class  and  leaders  in  the 
profession.  Indeed,  when  other  countries  want  to  learn  how  to  operate  health  care 
facilities,  systems  and  networks,  they  look  to  us  to  give  them  the  answers. 

Our  programs  ~  such  as  those  at  Northwestern  University  and  the  University  of 
Chicago  in  Illinois,  and  at  the  University  of  Wisconsin,  just  to  pick  a  few  —  are 
international  leaders  in  health  management  education.  Graduates  of  AUPHA-member 
institutions  are  found  at  every  level  of  our  health  care  system.  They  administer  some  of 
our  nation's  largest,  most  complex  —  and  most  successful  -  health  care  institutions.  Just 
as  important,  however,  is  the  critical  role  our  graduates  play  throughout  the  system  in 
smaller  rural  hospitals  and  clinics.  Indeed,  our  graduates'  expertise  has  been  appreciated 
throughout  the  industry,  and  in  state  and  local  governments  as  well. 

Despite  their  critical  importance  to  the  effectiveness  and  efficiency  of  the  health 
care  delivery  system,  health  administration  education  programs  receive  a  modest  amount 
of  support  under  Title  VII  of  the  Public  Health  Service  Act.  The  current  appropriation  is 
just  under  $1 .0  million  and  we  hope  it  will  remain  at  least  at  that  level  through  the  rest  of 
this  fiscal  year.  These  funds  support  traineeships  at  36  institutions  around  the  country.  In 
addition,  the  funds  are  used  for  special  projects  related  to  health  administration.  In  the 
most  recent  fiscal  year  for  which  complete  information  is  available,  22  such  projects  were 
approved  for  these  grants,  although  only  1 3  were  actually  funded  due  to  a  shortage  of 
money. 

As  you  know,  Title  VII  was  due  to  be  reauthorized  last  year.  Legislation  is  out  of 
committee  in  the  Senate  where  it  is  currently  delayed  by  amendments  that  are  unrelated  to 
the  substance  of  the  program.  We  are  also  working  closely  with  the  House  Commerce 
Committee  in  the  hope  that  it,  too,  will  be  able  to  produce  a  bill  this  year.  While  AUPHA 
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programs  receive  very  modest  levels  of  support  under  Title  VII,  we  are  strongly 
supportive  of  its  reauthorization.  We  believe  that  this  committee,  as  well  as  the 
authorizing  committee,  should  give  very  careful  consideration  to  the  future  role  of  health 
management  educators  and  our  graduates  in  the  future  workings  of  our  complex  health 
care  system. 

Mr.  Chairman,  as  you  well  know,  the  federal  government  spends  scores  of  billions 
of  taxpayers'  dollars  on  direct  health  care  services  through  Medicare,  Medicaid, 
CHAMPUS,  the  Veterans  Health  Administration,  the  Federal  Employees  Health  Benefits 
Program  and  others.  It  is  axiomatic  that  effective  management  of  the  health  care  delivery 
system  will  save  the  federal  government  substantial  sums  of  money.  But,  it  is  critical  to 
realize  that  sound  management  will  also  save  individuals,  employers,  private  insurers  and 
the  state  governments  and  their  taxpayers  even  more  money. 

If  we  believe  that  our  health  care  delivery  system  contains  inefficiencies, 
mismanagement  and  waste,  then  it  is  incumbent  upon  each  one  of  us  to  step  up  to  the 
plate  and  do  something  about  it. 

This  Committee  took  a  significant  step  in  that  direction  last  year,  Mr.  Chairman, 
when  it  added  language  to  the  Health  Care  Financing  Administration  portion  of  the 
Committee  Report  directing  HCFA  to  review  the  training  requirements  for  health 
administrators  and  report  back  to  the  Committee  on  what  changes,  if  any,  it  would 
recommend  in  that  training.  We  congratulate  Congressman  Riggswho  offered  the 
language  for  his  foresight  and  his  leadership  and  thank  you,  Mr.  Chairman,  as  well  for 
your  support  of  its  inclusion.  Like  you,  we  are  looking  forward  to  reviewing  what  HCFA 
recommends  to  improve  the  system.  v 
s 

AUPHA  and  our  member  programs  represent  part  of  a  solid,  practical  investment  h 
in  a  cost  effective  health  care  system.  Although  the  rate  of  increase  in  health  care  costs  ( 
has  declined  in  the  last  two  years,  those  costs  continue  to  drain  our  economy  of  funds  that 
could  be  better  used  by  companies  and  individuals  for  productive  investment.  Our 
students  and  graduates,  an  increasing  number  of  whom  come  with  substantial  clinical 
experience,  are  trained  to  run  all  elements  of  the  health  care  system:  hospitals,  long-term 
care  facilities,  health  maintenance  organizations,  rural  and  community  health  clinics,  and 
other  facilities. 

Dr.  Eugene  S.  Schneller  of  Arizona  State  University,  in  a  soon-to-be  published 
paper  entitled  "Accountability  for  Health  Care:  A  White  Paper  on  Leadership  and 
Management  for  the  Health  Care  System  for  the  United  States"  notes  that  "(a)  standard  of 
excellence  in  management  must  be  achieved  for  managers  who  are  responsible  for 
discrete  operational  units  (e.g.,  departments  within  hospitals  to  group  practices,  and  home 
health  care  agencies  within  the  health  care  system);  and  those  who  manage  complex  parts 
of  vertically  integrated  systems  (hospitals  and  long  term  care  facilities);  and  those  who 
are  charged  with  managing  at  the  upper  levels  of  integrated  delivery  systems  or 
networks." 
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Dr.  Schneller  continues,  "While  the  number  of  individuals  trained  for  such  roles 
remains  uncertain,  the  migration  of  a  wide  range  of  discrete  organizations  into  network 
and  systems  in  the  public  and  private  sector  means  that  as  many  as  2,000  such  managers 
will  be  needed  in  the  near  future"(pages  4-5).  That  is  the  level  of  need  that  we  must 
address. 

Strong  administration  and  management  of  health  care  facilities  and  systems  is 
particularly  important  in  those  areas  where  every  dollar  counts:  our  rural  and  inner  city 
facilities.  Doctors,  nurses,  and  all  other  health  care  workers  can  be  most  effective  when 
the  environment  in  which  they  are  working  is  well  run,  operated  efficiently  with  minimal 
waste  or  interference  from  poor  management.  Effective  and  efficient  management  is 
what  our  graduates  offer  and  what  the  subcommittee  can  help  to  sustain  by  funding  Title 
VII  programs  in  the  Health  Resources  and  Services  Administration. 

Before  concluding,  Mr.  Chairman,  I  would  be  remiss  if  I  did  not  add  a  few  words 
about  the  fiscal  1996  appropropriations  which  we  all  hope  will  be  finally  resolved  in  the 
next  several  weeks.  The  subcommittee  is  to  be  congratulated,  of  course,  for  its 
persistence  in  trying  to  bring  this  issue  to  some  finality  in  spite  of  the  Senate's  failure  to 
bring  the  legislation  to  the  floor.  Those  of  us  with  an  interest  in  health  care  were  pleased 
to  see  both  the  National  Institutes  of  Health  and  the  Centers  for  Disease  Control  and 
Prevention  funded  for  the  entire  year.  That  is  good  news  for  all  Americans  and  you  are  to 
be  congratulated. 

Those  two  agencies,  Mr.  Chairman,  represent  two  legs  -  research  and  prevention 
~  of  a  three-legged  stool.  The  third  leg  is  the  provision  of  services  to  implement  the 
research  and  prevention  and  that  occurs  through  the  Health  Resources  and  Services 
Administration  (HRSA).  I  know  the  subcommittee  and  its  staff  have  been  working  hard 
on  this,  Mr.  Chairman,  and  I  urge  you  to  see  that,  no  matter  what  happens  on  March  1 5  in 
the  bigger  picture,  that  HRSA  receives  its  full  year  allocation  for  fiscal  1996. 

Mr.  Chairman,  your  past  support  as  well  as  that  of  Mr.  Riggs  concerning  the 
Committee  Report  language  that  I  discussed  earlier,  is  greatly  appreciated  throughout  the 
health  management  education  community.  We  look  forward  to  continuing  to  work 
closely  with  the  Committee  in  the  months  ahead  to  build  upon  the  successes  of  the  past. 

Thank  you  for  this  opportunity  to  address  the  Committee  this  afternoon,  Mr. 
Chairman.  AUPHA  and  our  member  colleges  and  universities  stand  ready  to  assist  you 
in  any  way  possible.  Thank  you. 
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Mr.  Porter.  Mr.  Fernandez,  I  certainly  share  your  goal  of  com- 
pleting the  third  leg,  as  you  describe  it.  I  don't  know  that  we  have 
any  easy  options  there.  We  may  have  run  out  of  options  with  the 
first  two  legs. 

Representative  Pelosi  and  I  will,  on  demand,  engage  in  our  de- 
bate as  to  where  we  go  from  here.  But  we're  hopeful,  at  least  I 
think  all  the  members  are  hopeful  that  there  can  be  agreement  be- 
tween the  Administration  and  the  Congress  to  get  this  process  re- 
solved for  the  last  fiscal  year  within  the  framework  of  working  to- 
ward a  balanced  budget.  And  I  think  all  of  us  have  that  as  our  pri- 
mary goal  for  this  immediate  period,  so  we  don't  have  to  go  back 
under  these  ongoing  CRs. 

One  other  thing,  just  for  your  information,  although  I  am  a  grad- 
uate of  Northwestern  University,  and  after  this  last  football  season 
I  readily  admit  that  

[Laughter.] 

Mr.  Porter  [continuing].  I  no  longer — in  fact,  since  1982,  I  have 
not  had  Northwestern  University  within  my  Congressional  District. 
So  you've  got  to  tell  me  another  institution  that  receives  funding 
there. 

Mr.  Fernandez.  I've  got  six  in  Illinois  alone,  Congressman. 
Ms.  Pelosi.  Mr.  Chairman? 
Mr.  Porter.  Ms.  Pelosi. 

Ms.  Pelosi.  If  Northwestern  is  anything  like  the  universities  in 
our  area,  they  never  confine  themselves  to  their  geographic  loca- 
tion. Their  influence  goes  well  beyond  those  boundaries.  So  while 
you  may  not  physically  geographically  represent  them,  I  think 
they're  not  going  to  give  you  up  very  easily. 

Mr.  Porter.  All  the  faculty  lives  in  my  district,  yes.  [Laughter.] 

Thank  you,  Mr.  Fernandez.  We  really  appreciate  your  testimony 
and  your  being  here  with  us. 

Mr.  Fernandez.  Thank  you  again,  Mr.  Chairman,  and  thank 
you,  Congresswoman  Pelosi. 


Tuesday,  February  27,  1996. 

WITNESS 

PATRICK  B.  HARR,  M.D.,  AMERICAN  ACADEMY  OF  FAMILY  PHYSICIANS 

Mr.  Porter.  Patrick  B.  Harr,  M.D.,  President-elect,  of  the  Amer- 
ican Academy  of  Family  Physicians. 

Dr.  Harr.  Thank  you,  Mr.  Chair,  Congresswoman. 

I  am  Patrick  B.  Harr,  M.D.,  President-elect  of  the  80,000  member 
American  Academy  of  Family  Physicians.  On  behalf  of  the  Acad- 
emy, I  would  like  to  thank  you  for  the  opportunity  to  testify  on 
funding  for  family  practice  programs  and  appropriations  for  the 
Agency  for  Health  Care  Policy  and  Research,  AHCPR. 

The  Academy  supports  funding  Section  747  of  the  Public  Health 
Service  Act  at  $87  million,  and  appropriations  of  $25  million  for  the 
Center  for  Primary  Care  Research.  We  also  support  maintaining 
Section  747  as  a  separate  program  from  other  health  professions 
programs.  The  Academy  has  taken  this  position  because  this  coun- 
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try  suffers  from  a  severe  shortage  of  family  doctors  and  other  pri- 
mary care  physicians. 

The  compelling  evidence  for  this  shortage  is  found  in  the  market- 
place. Since  1986,  the  number  of  federally-designated  professional 
health  shortage  areas  has  increased  from  1,949  to  2,492.  And  the 
number  of  primary  care  physicians  needed  to  eliminate  these  short- 
ages has  grown  from  4,314  to  4,677.  Additionally,  52  percent  of 
community  health  centers,  which  rely  heavily  on  primary  care  phy- 
sicians, report  difficulty  in  recruiting  these  doctors. 

Forty-three  percent  of  salaried  and  29  percent  of  capitated  man- 
aged care  organizations,  which  are  mostly  urban  based  and  aggres- 
sively recruit  family  physicians,  report  that  it  takes  one  year  or 
more  to  recruit  a  new  primary  care  doctor.  There  are  currently  over 
600  vacancies  in  family  practice  faculty.  In  fact,  seven  out  of  ten 
residence  programs  have  at  least  one  faculty  position  unfilled.  In 
the  next  two  years,  it  is  estimated  that  this  need  will  rise  to  1,300 
new  faculty. 

In  addition,  a  recent  study  by  KPMG  Peat  Marwick  found  that 
Medicare  spending  could  be  cut  by  at  least  $48.9  billion  and  as 
much  as  $271.5  billion  over  the  next  six  years  if  primary  care  phy- 
sicians were  50  percent  of  the  total  physician  work  force.  Family 
physicians  are  the  most  cost  effective  primary  care  physicians. 
Right  now,  the  percentage  of  primary  care  physicians  in  the  United 
States  is  30  percent.  Family  physicians  represent  13  percent  of  the 
total  work  force. 

Unfortunately,  the  marketplace  is  not  going  to  solve  the  shortage 
of  family  physicians.  Even  though  we  need  more  primary  care  doc- 
tors, medical  schools  and  teaching  hospitals  that  train  physicians 
have  been  and  continue  to  be  unresponsive  to  the  shortage  of  fam- 
ily doctors. 

Medicare  GME  funding  goes  only  to  hospitals  where  subspecialist 
physicians  receive  most  of  their  training,  rather  than  to  the  ambu- 
latory care  sites,  such  as  clinics  and  offices  where  family  doctors 
receive  their  training.  By  contrast,  Section  747  is  the  only  Federal 
program  that  provides  targeted  funding  for  residency  training,  es- 
tablishing and  maintaining  departments  of  family  medicine,  or 
predoctoral  programs  in  faculty  development.  Title  VII  is  effective 
and  meets  these  objectives. 

Residency  training  programs  efficiently  produce  family  doctors. 
In  fact,  95  percent  of  their  graduates  enter  practice  as  family  phy- 
sicians and  remain  in  primary  care.  More  family  medicine  depart- 
ments means  more  family  doctors.  In  October,  1994,  a  GAO  report 
indicated  that  students  who  went  to  medical  schools  with  family 
practice  departments  were  57  percent  more  likely  to  pursue  pri- 
mary care  as  a  career. 

Funding  predoctoral  programs,  the  third  year  medical  year  clerk- 
ships where  students  learn  primary  care  clinical  skills,  encouraged 
students  to  choose  careers  in  family  medicine.  This  same  1994 
GAO  report  stated  that  students  who  attended  schools  requiring  a 
third  year  clerkship  were  more  likely  to  pursue  primary  care. 

The  funding  for  faculty  development  is  essential.  As  of  this  time, 
there  are  over  600  faculty  slots  vacant  in  family  medicine  pro- 
grams. The  PPRC,  CGME,  The  PEW  Foundation,  the  Institute  of 
Medicine,  the  AMA,  the  AAMC,  all  support  increasing  the  supply 
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of  generalist  physicians.  Substantially  more  family  medicine  teach- 
ers must  be  supported  to  train  the  additional  primary  care  physi- 
cians needed  in  our  communities,  rural  and  urban  alike. 

Finally,  a  primary  care  research  agenda  is  crucial.  And  the  newly 
created  Center  for  Primary  Care  Research  at  AHCPR  should  spear- 
head this  primary  care  research  effort.  At  a  time  when  policy  mak- 
ers are  critically  reviewing  Government  programs  for  their  cost  ef- 
fectiveness and  overall  value,  we  feel  Section  47  is  a  program  that 
scores  high  on  both  fronts.  It  does  work. 

We  ask  you  to  then  appropriate  this  $87  million  for  Section  747 
and  $25  million  for  the  Center  for  Primary  Care  Research  at 
AHCPR.  We  thank  you  for  your  attention  to  these  issues,  and  look 
forward  to  your  future  work. 

[The  prepared  statement  follows:] 
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I  am  Patrick  B.  Hair,  MD,  President-Elect  of  the  American  Academy  of  Family  Physicians.  On 
behalf  of  the  Academy's  80,000  members,  I  am  delighted  to  speak  with  you  this  afternoon  about 
an  issue  of  critical  importance  to  our  organization,  appropriations  for  Section  747  of  the  Public 
Health  Service  Act  for  family  practice  training  and  appropriations  for  the  Center  for  Primary 
Care  Research  at  the  Agency  for  Health  Care  Policy  and  Research. 

The  American  Academy  of  Family  Physicians  strongly  supports  increased  funding  for  Section 
747  and  maintaining  it  as  a  separate  program.  Section  747  is  the  only  federal  program  that 
provides  targeted  funding  through  grants  for  residency  training  and  funding  for  establishing  and 
maintaining  departments  of  family  medicine,  predoctoral  programs  and  faculty  development. 
While  Section  747  must  be  reauthorized  this  year,  it  is  currently  authorized  at  $54  million  and 
received  an  appropriation  of  $46.1  million  in  FY  1995.  Due  to  the  budget  situation,  Title  VII 
will  continue  to  receive  FY  1995  funding  until  at  least  March  15  of  this  year. 

Recommendation 

Based  on  a  review  of  the  future  needs  of  the  country  for  a  more  appropriate  number  of  family 
physicians,  the  Academy  supports  a  new  FY  1997  funding  level  of  $87  million  for  Section  747. 
This  recommendation  would  provide  funds  for  60  new  and  developing  residency  training 
programs,  15  new  and  developing  departments,  50  medical  school  clerkships,  900  new  faculty 
and  a  number  of  innovative  demonstration  projects.  The  recommendation  is  the  result  of  a 
strategic  plan  developed  by  the  Academic  Family  Medicine  Organizations,  which  includes  all 
five  family  medicine  organizations. 

Background 

Any  attempts  to  control  costs  and  maintain  quality  in  the  American  health  care  system  will  be 
frustrated  by  a  structural  problem  in  our  country:  the  shortage  of  generalist  physicians.  While 
in  most  countries  at  least  50  percent  of  physicians  are  generalists  (family  physicians,  general 
internists  and  general  pediatricians),  the  U.S.  physician  workforce  is  made  up  of  more  than  70 
percent  subspecialists  and  only  30  percent  generalists.  Family  physicians  make  up  only  13 
percent  of  the  total.  The  Physician  Payment  Review  Commission,  Council  on  Graduate 
Medical  Education,  The  PEW  Foundation,  Institute  of  Medicine,  American  Medical  Association 
and  Association  of  American  Medical  Colleges  all  advocate  increasing  the  supply  of  generalist 
physicians. 

Medicare  payment  policies  are  largely  responsible  for  the  overspecialization  of  physicians. 
These  policies  promote  training  in  the  expensive  inpatient  specialties  that  involve  numerous 
procedures  rather  than  in  family  practice  and  other  generalist  specialties.  Medicare  GME 
payments  go  exclusively  to  hospitals,  where  subspecialist  physicians^iii^jrirh^nly  trained,  rather 
than  to  ambulatory  care  sites,  i.e.,  clinics  and  offices,  where  generalist  doctors  receive  much  of 
their  training.  A  May,  1994  General  Accounting  Office  (GAO)  report  reiterated  that  "barriers 
to  primary  care  training  persist  in  Medicare's  payment  method."  In  addition,  several  studies 
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show  that  generalist  physicians  are  more  cost-effective  due  to  their  prudent  use  of  hospital 
services,  tests  and  procedures. 

Moreover,  a  recent  study  conducted  by  KPMG  Peat  Marwick  in  September,  1995,  and 
commissioned  by  the  Academy,  indicated  that  Medicare  spending  could  be  reduced  by  at  least 
$48.9  billion  and  as  much  as  $271.5  billion  over  the  next  six  years  if  primary  care  physicians 
were  50  percent  of  the  total  physician  workforce.  The  analysis  revealed  a  direct  correlation 
between  the  availability  of  primary  care  physicians  and  the  reduction  of  health  care  costs.  The 
Role  of  Primary  Care  Physicians  in  Controlling  Health  Care  Costs:  Evidence  and  Effects  is  a 
comprehensive  review  of  existing  studies  on  the  role  of  primary  care  physicians  in  controlling 
health  care  costs. 

Federal  Funding  for  Family  Practice 

Section  747  is  essential  to  offset  the  financial  disadvantages  that  family  medicine  residencies 
and  departments  face.  Until  Medicare  GME  preferentially  supports  primary  care  training, 
family  practice  residency  programs  and  medical  school  departments  will  remain  highly 
dependent  on  grants  from  Title  VII. 

Unmet  Need  for  Family  Physicians 

•  Family  physicians  are  distributed  in  urban  and  rural  areas  in  the  same  proportion  as  the 
U.S.  population  as  a  whole  --  unlike  any  other  physician  specialty.  Even  so,  149  counties 
representing  550,000  individuals  have  no  physician  at  all. 

•  Managed  care  organizations  are  preferentially  recruiting  family  physicians.  However,  43 
percent  of  salaried  and  29  percent  of  capitated  plans  report  that  it  takes  one  year  or 
more  to  recruit  a  new  primary  care  physician. 

•  In  community  health  centers,  which  rely  heavily  on  primary  care  physicians,  52  percent 
report  difficulty  recruiting  primary  care  physicians. 

•  The  U.S.  population  65  years  of  age  and  older  will  rise  about  2  percent  per  year  between 
now  and  the  year  2020.  These  individuals  will  require  a  wide  range  of  health  care 
services,  including  preventive,  primary,  long-term,  rehabilitative  and  hospice  care  - 
services  that  will  require  a  substantial  increase  in  the  number  of  family  physicians. 

Data  and  Outcomes  that  Prove  Section  747  Works 

Family  Practice  Residency  Training  Programs 

Approximately  95  percent  of  physicians  who  complete  family  practice  residency  programs  work 
in  direct  primary  patient  care  and  are  able  to  handle  85-90  percent  of  their  patient's  problems. 
(In  contrast,  55-68  percent  of  internal  medicine  residents  subspecialize  along  with  18-40  percent 
of  pediatric  residents.)  Section  747  grants  to  family  practice  residency  programs  have  increased 
the  number  of  training  programs  from  175  to  380  between  1975  and  1990.  However,  the  nation 
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needs  30-40  new  programs  and  significant  expansion  of  existing  programs  to  achieve  a  balanced 
workforce. 

In  contrast  to  other  specialties,  80  percent  of  family  practice  residencies  are  located  in 
community  settings  rather  than  in  major  tertiary  care  teaching  hospitals.  These  residencies 
provide  more  ambulatory  training  than  any  other  residencies.  As  a  result,  family  practice 
residencies  do  not  have  access  to  the  considerable  resources  that  flow  to  teaching  hospitals. 
Furthermore,  24  percent  of  family  practice  residencies  occur  in  public  hospitals.  These 
hospitals  receive  low  reimbursement  for  patient  care  services,  as  well  as  low  numbers  of 
Medicare  patients.  As  a  result,  they  do  not  receive  large  amounts  of  Medicare  graduate 
medical  education  dollars.  Section  747  is  vital  to  the  survival  and  expansion  of  these  critical 
residency  programs. 

Family  Medicine  Departments  in  Medical  Schools 

Section  747  grants  for  establishing  departments  of  family  medicine  have  resulted  in  seven  new 
departments  in  the  past  four  years.  However,  fourteen  of  the  nation's  126  medical  schools  still 
do  not  have  departments  of  family  medicine.  An  October,  1994  GAO  report  indicated  that 
"students  who  attended  schools  with  family  practice  departments  were  57  percent  more  likely  to 
pursue  primary  care."  The  same  report  indicated  that  "students  attending  medical  schools  with 
more  highly  funded  family  practice  departments  were  18  percent  more  likely  to  pursue  primary 
care."  Section  747  dollars  are  crucial  to  establishing  these  family  practice  departments  and  to 
graduating  students  into  primary  care  careers. 

Predoctoral  Programs 

Funding  for  predoctoral  programs  -  third-year  medical  school  clerkships  in  which  students  learn 
primary  care  clinical  skills  -  under  Section  747  encourages  medical  schools  to  create  required 
third-year  clerkships  in  family  medicine.  However,  nearly  40  of  the  nation's  126  medical 
schools  still  do  not  have  required  third-year  clerkships  in  family  medicine.     Requiring  a  third- 
year  clerkship  of  more  than  four  weeks  duration  results  in  15.6  percent  of  a  school's  graduates 
choosing  careers  in  family  medicine,  compared  to  6.9  percent  of  the  graduates  of  schools 
without  required  third-year  clerkships.  Moreover,  the  October,  1994  GAO  report  indicated  that 
"students  who  attended  schools  requiring  a  third-year  family  practice  clerkship  were  18  percent 
more  likely  to  pursue  primary  care." 

Faculty  Development 

There  is  an  acute  shortage  of  faculty  for  family  practice  residency  programs  and  family 
medicine  departments  as  the  discipline  has  been  successful  at  placing  its  graduates  in  practice 
settings  serving  communities  of  need  rather  than  in  full-time  faculty  positions.  Faculty 
development  funding  authority  must  be  expanded  to  build  the  residencies  and  clerkships  needed 
to  meet  the  nation's  physician  workforce  goals  needed  currently. 
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Agency  for  Health  Care  Policy  and  Research 

While  American  medicine  is  praised  worldwide  for  its  excellence  in  biomedical  research,  it  has 
often  failed  to  translate  these  breakthroughs  to  practical  treatment  that  will  apply  to  the 
population  at  large.  It  is  imperative  that  U.S.  research  facilities  complement  their  superb 
understanding  of  high-tech  research  with  a  similar  dedication  to  primary  care  issues. 

Therefore,  the  Academy  strongly  supports  the  newly-created  Center  for  Primary  Care  Research 
within  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR).  The  Academy  supported 
AHCPR's  establishment  and,  in  particular,  the  agency's  statutory  authority  to  support  clinical 
practice  research  to  include  primary  care  and  practice-oriented  research.  In  fact,  the  1992 
Senate  Report  102-426  accompanying  P.L.  102-410,  which  reauthorized  AHCPR  most  recently, 
states  that  the  Agency  should  strengthen  its  commitment  to  family  practice  and  primary  care 
research.  The  report  asserts  that, 

"The  committee  believes  that  inadequate  attention  has  been  given  to  conditions  that  affect 
the(se)  vast  majority  of  Americans  --  that  is,  the  undifferentiated  problems  individuals  present 
to  their  generalist  physicians.  A  focus  on  family  practice/primary  care  research  is  essential  if 
we  are  to  redirect  the  U.S.  health  care  system  that  is  currently  skewed  toward  high  technology 
medicine  for  catastrophic  diseases." 

Although  over  95  percent  of  all  medical  conditions  have  been  evaluated  and  treated  outside  of 
hospitals  over  the  last  30  years,  physicians  are  educated  and  trained  using  a  knowledge  base 
derived  from  hospitalized  patients,  or  patients  with  complex  conditions  who  were  referred  to 
specialists.  This  base  of  knowledge  has  frequently  little  relevance  to  the  basic,  entry-level 
concerns  that  affect  most  people.  As  a  result,  American  health  care  is  tilted  toward  institutions 
and  systems  that  employ  highly  technological  methods  to  treat  catastrophic  and  end-stage 
disease.  The  consequences  of  this  situation  are  serious;  the  U.S.  health  care  system  has 
inadequate  emphasis  on  cost-saving  preventive  care,  scarce  medical  resources  are  delivered 
inefficiently,  and  costs  continue  to  spiral  upward. 

Primary  Care  Research 

As  a  result,  a  primary  care  research  agenda  is  crucial.  This  agenda  should  be  designed  to 
provide  new  tools  to  family  physicians  and  other  generalist  physicians  as  they  serve  the  millions 
of  patients  they  see  each  year.  Such  an  agenda  would  include  research  to  improve  diagnostic 
accuracy  because  most  people  go  to  doctors  with  cluster  of  ill-defined  symptoms.  The  job  of 
the  generalist  physician  is  to  make  sense  out  of  these  symptoms;  determining  whether  or  not 
they  constitute  a  short-term  problem  or  one  requiring  ongoing  or  intensive  treatment,  and  then 
initiating  effective  therapy.  Primary  care  research  would  assist  physicians  in  streamlining  the 
diagnostic  process  and  increasing  accuracy  while  at  the  same  time  reducing  their  use  of 
expensive,  unnecessary  or  potentially  dangerous  medical  tests. 
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Finally,  generalise  and  subspecialists  must  learn  to  work  together  to  provide  a  continuum  of 
appropriate  medical  care.  Familiar  symptoms  such  as  chest  pain,  headache,  fatigue  and 
insomnia  bring  millions  of  Americans  to  their  physicians  each  year,  symptoms  that  may  or  may 
not  represent  serious  conditions.  It  is  imperative  that  generalists  and  subspecialists  work 
together  to  discern  the  causes,  evolution  and  management  of  human  suffering. 

To  support  this  critical  -  and  timely  -  line  of  research,  the  Academy  requests  that  additional 
appropriations  be  provided  to  the  Agency  for  Health  Care  Policy  and  Research,  and  that  dollars 
be  targeted  specifically  to  the  Center  for  Primary  Care  Research.  We  believe  that 
supplementary  funding,  coupled  with  direction  from  Congress,  will  permit  AHCPR  to  address 
primary  care  issues.  We  recommend  $25  million  for  this  effort. 

Conclusion 

Section  747  of  the  Public  Health  Service  Act  is  a  program  that  successfully  produces  family 
physicians  who  serve  both  urban  and  rural  parts  of  our  nation,  are  preferentially  recruited  by 
managed  care  organizations  and  who  can  take  care  of  85-90  percent  of  their  patient's  problems. 
Numerous  organizations  and  reports  point  out  the  cost-effective  nature  of  family  physicians,  as 
well  as  how  family  practice  residency  programs,  departments,  predoctoral  programs  and  faculty 
development  programs  efficiently  produce  more  family  physicians  for  this  country. 

At  a  time  when  policymakers  are  critically  reviewing  government  programs  for  their  cost- 
effectiveness  and  overall  value,  Section  747  is  a  program  that  scores  high  on  both  fronts;  it 
works.  On  behalf  of  the  American  Academy  of  Family  Physicians,  we  ask  you  to  appropriate 
funding  for  Section  747  of  $87  million. 

Finally,  scant  research  is  available  on  basic  patient  care.  The  American  Academy  of  Family 
Physicians  recommends  $25  million  for  the  Center  for  Primary  Care  Research  at  the  Agency  for 
Health  Care  Policy  and  Research.  . 

Thank  you  for  your  attention  to  these  important  requests. 
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Mr.  PORTER.  Dr.  Harr,  thank  you  very,  very  much  for  your  testi- 
mony today.  We're  hopeful  about  where  we  will  ultimately  come 
out  on  AHCPR.  And  Senator  Specter  and  I  have  been  informally 
conferencing,  even  though  they've  never  passed  the  bill  in  the  Sen- 
ate, to  see  if  we  can't  find  some  common  ground  to  bring  that  good 
result  about  for  AHCPR.  There  were  substantial  cuts,  as  you  may 
remember,  made  on  the  floor  of  the  House  in  that  account. 

Dr.  Harr.  Yes. 

Mr.  Porter.  And  we  have  to  see  whether  we  can  resolve  those 
differences  in  a  favorable  way.  Thank  you  very  much  for  your  testi- 
mony. 

Dr.  Harr.  Thank  you  very  much. 


Tuesday,  February  27,  1996. 

WITNESS 

HENRY  LEWIS,  III,  M.D.,  ASSOCIATION  OF  MINORITY  HEALTH  PROFES- 
SIONS SCHOOLS 

Mr.  Porter.  Dr.  Henry  Lewis,  III,  Dean  of  the  Florida  A&M  Uni- 
versity College  of  Pharmacy,  testifying  in  behalf  of  the  Association 
of  Minority  Health  Professions  Schools.  Dr.  Lewis,  thank  you  for 
being  with  us. 

Dr.  Lewis.  Thank  you,  Mr.  Chairman,  Ms.  Pelosi. 

My  name  is  Henry  Lewis.  I'm  Dean  of  the  College  of  Pharmacy 
and  Pharmaceutical  Sciences  at  Florida  A&M,  and  the  immediate 
past  president  of  the  Association  of  Minority  Health  Professions 
Schools,  otherwise  known  as  AMHPS.  AMHPS  is  an  organization 
which  represents  the  11  historically  black  health  professions 
schools  in  the  country. 

Combined,  our  institutions  have  graduated  60  percent  of  the  Na- 
tion's African- American  pharmacists,  50  percent  of  the  African- 
American  physicians  and  dentists,  and  75  percent  of  the  African- 
American  veterinarians.  As  I  speak  today,  our  11  schools  are  be- 
coming even  more  ethnically  and  culturally  diverse  in  the  numbers 
of  Hispanic  and  Native  American  students  that  make  up  our  grad- 
uates, and  indeed  our  student  bodies  as  well. 

While  African-Americans  represent  approximately  12  percent  of 
the  U.S.  population,  only  2  to  3  percent  of  the  Nation's  health  work 
force  is  African-American.  Studies  have  demonstrated  than  when 
African-Americans  and  other  minorities  are  trained  in  the  health 
professions,  they  are  much  more  likely  to  serve  in  medically  under- 
served  areas,  more  likely  to  take  care  of  other  minorities,  and  more 
likely  to  accept  Medicare  or  Medicaid  recipients  or  otherwise  poor 
people.  For  this  reason,  it  is  imperative  that  the  Federal  commit- 
ment to  training  African-Americans  and  the  other  minorities  in  the 
health  professions  continue  to  be  strong. 

As  a  nation,  we  must  address  the  shocking  and  disturbing  dis- 
parities in  our  health  care  system.  In  addition  to  a  higher  preva- 
lence of  violence  and  drug  use,  minority  communities  have  a  higher 
rate  of  infant  mortality,  cancer,  emphysema,  stroke,  heart  disease, 
AIDS,  and  other  abnormalities.  Many  of  the  programs  supported  by 
your  subcommittee  help  our  institutions  meet  these  challenges 
head  on.  We  are  committed  to  face  these  issues,  and  your  commit- 
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ment  to  providing  resources  will  be  a  vital  component  to  our  suc- 
cess, and  indeed,  our  quest  for  excellence. 

Permit  me  to  look  at  several  areas  that  we  are  requesting  sup- 
port through  our  association,  Mr.  Chairman.  There  have  been  sev- 
eral reports  recently,  including  releases  by  the  PEW  Foundation, 
the  Institution  of  Medicine  and  the  Council  on  Graduate  Education, 
that  predicted  general  oversupply  of  physicians  and  other  health 
care  providers.  This  is  emphatically  not  the  case  at  all  among  mi- 
nority providers.  In  fact,  the  opposite  is  true.  This  Nation  needs 
many  more  minority  physicians,  many  more  minority  pharmacists, 
many  more  minority  dentists,  many  more  minority  allied  health 
professionals. 

The  health  professions  programs  supported  by  your  subcommit- 
tee are  the  only  Federal  initiatives  that  are  designed  to  deal  with 
acknowledged  shortages  among  diverse  populations  and  in  geo- 
graphic areas.  The  Minority  Centers  of  Excellence  initiative,  the 
Health  Careers  Opportunities  program,  and  other  health  profes- 
sions initiatives,  recognize  and  support  the  institutions  that  have 
a  track  record  and  existing  mission  and  commitment  to  addressing 
these  shortages. 

The  support  provided  for  the  Centers  of  Excellence  Program  rep- 
resents, very  frankly,  Mr.  Chairman,  a  difference  between  keeping 
the  doors  open  or  closed  at  several  historically  minority  health  pro- 
fessions programs.  Let  us  initially  view  the  National  Institutes  of 
Health.  The  institutions  which  I  represent  today  are  committed  to 
narrowing  the  health  status  gap  among  minorities  when  compared 
to  the  general  population. 

Our  institutions  can  achieve  this  national  goal  by  improving  our 
research  capabilities  through  continued  development  of  our  re- 
search labs,  faculty  improvement,  biomedical  facility  construction, 
and  information  technology  enhancements.  Almost  every  health 
professions  training  and  research  institution  in  this  country  was 
built  and  developed  with  significant  contributions  from  Federal 
sources.  At  this  stage  in  our  development,  Mr.  Chairman,  we  are 
prepared  to  accept  this  same  kind  of  support. 

Two  programs  specifically  addressing  developing  the  research  in- 
frastructure at  our  institutions  worthy  of  support  and  recognition, 
the  Research  Centers  at  Minority  Institutions  program,  funded 
through  the  National  Center  for  Research  Resources  at  NIH,  is 
helping  us  develop  the  research  capability  to  solve  health  problems 
disproportionately  impacting  minorities.  Secondly,  the  Extramural 
Facility  Construction  program  also  at  NCRR  can  help  our  schools 
catch  up  with  our  non-minority  counterpart  institutions  by  provid- 
ing resources  to  help  build  adequate  research  laboratories. 

We  are,  however,  Mr.  Chairman,  very  disappointed  that  despite 
a  provision  in  the  facility  construction  statute  that  designates  25 
percent  of  the  appropriated  funds  to  institutions  of  emerging  excel- 
lence, none  of  the  30  applications  by  a  minority  institutions  were 
funded  in  fiscal  year  1995.  Instead,  funding  went  to  five  non-minor- 
ity institutions.  We  believe  that  NIH  has  not  followed  the  law  in 
this  respect,  despite  your  subcommittee's  recommendation  that 
they  do  so. 

Let  me  briefly  focus  on  strengthening  historically  black  graduate 
institutions  and  higher  education.  Title  III,  Part  B,  Section  326,  is 
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a  program  of  extreme  importance  to  the  AMHPS  institutions.  This 
program  allows  historically  black  graduate  institutions,  including 
those  represented  by  my  association,  to  participate  in  Part  B  pro- 
grams for  strengthening  our  schools.  The  funding  for  this  program 
is  utilized  by  our  institutions  to  establish  and  strengthen  develop- 
ment offices,  to  begin  endowment  and  development  campaigns,  and 
to  enhance  our  educational  capabilities  at  the  graduate  level. 

The  Higher  Education  Act,  Reauthorization  Act,  added  11  his- 
torically black  graduate  schools  to  Section  326,  making  a  total  of 
16  schools  now  eligible  for  this  funding.  In  order  to  accommodate 
these  new  schools  at  the  minimum  level  of  funding  and  to  continue 
the  progress  being  made  by  existing  schools,  increased  funding  is 
necessary  in  fiscal  year  1997.  A  funding  level  of  at  least  $20  million 
is  requested  to  accommodate  each  of  the  existing  and  11  new 
schools  added  during  the  reauthorization. 

For  the  record,  I  will  be  submitting  a  progress  report  from  our 
institutions  which  have  received  Title  III,  Part  B,  Section  326 
funds  since  the  inception  of  this  program.  I  hope  that  you  will 
agree,  upon  receipt  of  this  report,  that  significant  progress  has 
been  made. 

In  closing,  Mr.  Chairman,  please  allow  me  to  offer  our  sincere 
appreciation  to  you  and  the  members  of  the  subcommittee  for  the 
support  you  have  provided  our  institutions  and  our  students.  With 
Congressionally  funded  programs  for  minority  health  and  health 
professions  education  such  as  those  I  mentioned  today,  we  can 
overcome  the  disparity  in  health  status  in  this  country.  We  must 
be  careful  not  to  eliminate,  paralyze  or  strangle  those  programs 
that  have  been  proven  to  work. 

There  are  success  stories,  but  not  enough  of  them.  The  lack  of 
participation  by  minorities  in  medicine  and  in  the  sciences  is  char- 
acteristic of  a  long  term,  complex,  multi-faceted  set  of  variables 
which  will  require  a  sustained,  vigorous  and  visionary  commitment 
from  our  high  schools,  our  colleges,  our  medical  schools  and  sup- 
port organizations  and  from  your  subcommittee  as  well. 

Thank  you  very  much,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the 
opportunity  to  present  the  views  of  the  Association  of  Minority  Hearth 
Professions  Schools  (AMHPS).  I  am  Dr.  Henry  Lewis,  III,  Dean  of  Florida  A&M 
University  College  of  Pharmacy,  and  Immediate  Past  President  of  the 
Association  of  Minority  Health  Professions  Schools  (AMHPS). 

AMHPS  is  an  organization  which  represents  eleven  (11)  historically  black 
health  professions  schools  in  the  country.  Combined,  our  institutions  have 
graduated  60%  of  all  the  nation's  African-American  pharmacists,  50%  of  the 
African-American  physicians  and  dentists,  and  75  %  of  the  African-American 
veterinarians.  As  I  speak  today,  our  eleven  schools  are  becoming  even 
more  ethnically  and  culturally  diverse  in  terms  of  Hispanic  students  and 
Native  American  students,  and  most  of  these  students  and  graduates 
matriculate  from  and  are  working  in  the  nation's  underserved  rural  and  inner- 
city  communities. 

While  African-Americans  represent  approximately  12%  of  the  U.S. 
population,  only  2-3%  of  the  nation's  health  professions  workforce  is  African- 
American.  Studies  have  demonstrated  that  when  African-Americans  and 
other  minorities  are  trained  in  the  health  professions,  they  are  much  more 
likely  to  serve  in  medically  underserved  areas,  more  likely  to  take  care  of 
other  minorities  and  more  likely  to  accept  patients  who  are  Medicaid 
recipients  or  otherwise  poor.  For  this  reason,  it  is  imperative  that  the  federal 
commitment  to  training  African-Americans  and  other  minorities  in  the  health 
professions  be  strong. 

In  spite  of  our  proven  success  in  training  minority  health  professionals, 
our  institutions  endure  a  financial  struggle  that  is  inherent  in  our  missions  to 
train  disadvantaged  individuals  to  serve  in  underserved  areas.  The  financial 
plight  of  the  majority  of  our  students  has  affected  our  schools  in  numerous 
ways,  such  that  we  are  not  able  to  depend  on  tuition  as  a  means  by  which 
to  respond  to  the  discontinuation  of  funding  or  other  forms  of  federal 
support  for  health  professionals  education.  Additionally,  due  to  the  fact  that 
the  patient  populations  served  by  the  AMHPS  institutions  have  historically 
been  poor,  our  institutions  have  not  earned  money  from  the  process  of 
patient  care  at  the  time  when  the  average  medical  school  gets  40  to  50% 
of  its  revenue  from  patient  care. 

As  a  nation,  we  must  address  the  shocking  and  disturbing  disparities 
in  our  health  care  system.  In  addition  to  a  higher  prevalence  of  violence 
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and  drug  use,  minority  communities  have  a  higher  rate  of  infant  mortality, 
cancer,  emphysema,  stroke,  heart  disease,  AIDS,  and  other  diseases.  Many 
of  the  programs  supported  by  your  Subcommittee  help  our  institutions  meet 
these  challenges  head  on.  We  are  committed  to  face  these  issues,  and 
your  commitment  to  providing  resources  will  be  a  vital  component  to  our 
success. 


Specific  Key  Programs  Supported  by  AMHPS 


Health  Professions/Disadvantaaed  Minority  Training 

Mr.  Chairman,  there  have  been  several  reports  recently,  including 
reports  by  the  PEW  Foundation,  The  Institute  of  Medicine,  and  the  Counsel 
on  Graduate  Education,  that  predict  a  general  over-supply  of  physicians 
and  other  health  care  providers.  This  is  not  the  case  at  all  among  minority 
providers  --  in  fact  the  opposite  is  true.  This  nation  needs  many  more 
minority  physicians,  dentists,  pharmacists,  veterinarians,  and  allied  health 
professionals. 

The  health  professions  programs  supported  by  your  subcommittee  are 
the  only  federal  initiatives  that  are  designed  to  deal  with  acknowledged 
shortages  among  diverse  populations  and  in  geographic  areas. 

The  Minority  Centers  of  Excellence  initiative,  the  Health  Career 
Opportunity  program  and  other  health  professions  programs  recognize  and 
support  the  institutions  that  have  a  track  record  and  existing  mission  and 
commitment  to  addressing  those  shortages.  The  support  provided  for  the 
Centers  of  Excellence  program  represents,  very  frankly/  the  difference 
between  keeping  the  doors  open  or  closed  at  several  historically  minority 
health  professions  schools. 

National  Institutes  of  Hearth 

The  historically  minority  institutions  which  I  represent  today  are 
committed  to  narrowing  the  health  status  gap  among  minorities  when 
compared  to  the  general  population.  Our  institutions  can  achieve  this 
national  goal  by  improving  our  research  capabilities  through  continued 
development  of  our  research  labs,  faculty  improvement,  and  other  learning 
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resources. 

Almost  every  health  professions  training  and  research  institution  in  this 
country  was  built  and  developed  with  a  significant  contribution  from  federal 
sources.  At  this  stage  in  our  development  we  are  prepared  to  accept  this 
same  kind  of  support. 

Two  programs  specifically  address  developing  the  research 
infrastructure  at  our  institutions: 

The  Research  Centers  at  Minority  Institutions  program  at  NCRR  is 
helping  us  develop  the  research  capability  to  solve  health  problems 
disproportionately  impacting  minorities. 

Secondly,  the  Extramural  Facility  Construction  program  at  NCRR  can 
help  our  schools  catch  up  to  our  non-minority  counterpart  institutions  by 
providing  us  the  resources  to  build  adequate  research  facilities. 

We  were,  however  Mr.  Chairman,  disappointed  that  despite  a 
provision  in  the  facility  construction  statute  that  designates  25%  of 
appropriated  funds  to  Institutions  of  Emerging  Excellence,  none  of  the  3 
quality  applications  by  minority  schools  were  funded  in  FY95'.  Instead,  the 
funding  went  to  5  non-minority  institutions.  We  believe  that  NIH  has  not 
followed  the  law  in  this  respect,  despite  your  Subcommittee's 
recommendation  that  they  do  so. 

Centers  for  Disease  Control 

Mr.  Chairman,  minority  populations  of  all  ethnic  backgrounds  are  at 
significantly  increased  risk  of  infectious  disease,  low  birth  weight,  Hepatitis  B, 
sexually  transmitted  diseases,  tuberculosis,  and  other  chronic  disorders. 

The  Centers  for  Disease  Control  has  taken  a  leadership  role  in 
combating  these  problems  by  supporting  initiatives  to  control  infectious  and 
chronic  diseases  among  disadvantaged  minority  populations  through  CDC's 
plan,  "Addressing  Emerging  Infectious  Disease  Threats:  A  Preventative 
Strategy  for  the  United  States". 

With  additional  resources,  CDC  could  begin  to  support  community- 
based  infectious  disease  prevention  programs  in  each  state. 
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Strengthening  Historically  Black  Graduate  Institutions/  Higher  Education 

Title  III,  Part  B,  Section  326  is  a  program  of  extreme  importance  to  the 
AMHPS  institutions.  This  program  allows  historically  black  graduate  institutions, 
including  those  represented  by  AMHPS  to  participate  in  the  Part  B  program 
for  strengthening  our  schools.  The  funding  from  this  program  is  utilized  by 
our  institutions  to  establish  and  strengthen  development  offices,  to  begin 
endowment  development  campaigns  (a  definite  need  of  all  HBCUs),  and 
to  enhance  our  educational  capabilities  on  the  graduate  level. 

The  Higher  Education  Act  Reauthorization  added  eleven  (11) 
Historically  Black  Graduate  and  Professional  Schools  to  Section  326  of  Title 
III,  making  sixteen  (16)  schools  eligible  for  this  funding.  In  order  to 
accommodate  these  new  schools  at  the  minimum  funding  level  and 
continue  the  progress  being  made  at  existing  schools,  increased  funding  is 
a  necessity  in  the  fiscal  year  1 997  appropriation  for  this  program.  A  funding 
level  of  at  least  $20  million  is  necessary  to  accommodate  each  of  the 
existing  and  the  1 1  new  schools  added  during  the  reauthorization. 

For  the  hearing  record,  I  would  like  to  submit  a  progress  report  from 
our  institutions  which  have  received  Title  III,  Sec. 326  support  since  the 
beginning  of  the  program.  I  hope  you  will  agree  that  we  have  made 
significant  progress. 

In  Closing 

Mr.  Chairman,  please  allow  me  to  offer  our  most  sincere  appreciation 
to  you  and  the  members  of  this  subcommittee  for  the  support  they  have 
provided  for  our  institutions  and  their  students.  With  Congressionally  funded 
programs  for  minority  health  and  health  professions  education,  such  as 
those  I  have  mentioned  today,  we  can  overcome  the  disparity  in  hearth 
care  in  this  country.  We  must  be  careful  to  not  eliminate,  paralyze  or 
strangle  the  programs  that  have  proven  to  work.  There  are  success  stories, 
but  not  enough  of  them.  The  lack  of  participation  by  minorities  in  medicine 
and  in  the  sciences  is  characteristic  of  a  long-term,  complex,  multi-faceted 
set  of  variables  which  will  require  a  sustained,  vigorous,  and  visionary 
commitment  from  our  high  schools,  colleges,  medical  schools,  and  support 
organizations  -  and  from  this  Subcommittee  and  the  entire  Congress. 

I  am  pleased  to  respond  to  any  questions  you  may  have. 
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Mr.  Porter.  Dr.  Lewis,  I  was  about  to  ask  you  a  question  that 
maybe  you  have  just  indicated  doesn't  have  any  simple  answer.  But 
we  had  heard,  in  testimony  last  year,  about  the  drop  in  the  number 
of  post-graduate  students  at  historically  black  colleges  and  univer- 
sities. And  now  you're  telling  me  the  same  thing  occurs  in  the  field 
of  medicine  and  related  fields.  And  I  think  in  your  closing  sentence 
you  said  that  there  are  many,  many  reasons  for  this.  I  was  going 
to  ask  you  if  there's  any  principal  reasons  that  we  can  point  to. 

Dr.  Lewis.  There  are  a  number.  Obviously,  when  we  look  at  the 
number  of  students  who  are  falling  out  of  our  pipeline  system,  that 
is  from  the  K  through  12  and  the  high  school  and  on  into  four  year 
colleges  and  schools,  we're  seeing  a  tremendous  drop  in  the  minor- 
ity populations  in  particular.  I  think  efforts  are  underway,  and 
must  be  strengthened,  in  order  to  increase  that  pipeline,  to  get 
more  students  interested  in  the  sciences,  interested  in  medicine, 
early  on.  The  National  Institutes  of  Health  has  several  programs 
that  are  helping  us  in  that  regard  right  now. 

Mr.  Porter.  There's  obviously  a  demand  here. 

Dr.  Lewis.  No  doubt. 

Mr.  Porter.  The  supply  is  the  problem. 

Dr.  Lewis.  That's  exactly  the  problem. 

Mr.  Porter.  And  it's  a  supply  that  isn't,  if  I  understand  it  cor- 
rectly, it's  not  only  down  in  percentage  terms,  it's  down  in  absolute 
numbers. 

Dr.  Lewis.  Absolute  numbers  as  well. 
Mr.  Porter.  Yes.  It's  very  worrisome. 

Dr.  Lewis.  Right.  And  particularly  when  you  see  these  same  in- 
dividuals disproportionately  serving  the  people  who  need  the  help 
the  most  in  our  communities  right  now.  So  we've  got  to  do  some- 
thing to  do  that.  Our  11  schools  have  already  trained  almost  half 
of  the  black  health  professionals  in  the  whole  country.  And  that's 
a  sad  commentary  for  America  right  now. 

Mr.  Porter.  Yes,  I  agree  with  you. 

Well,  thank  you  very  much  for  your  testimony,  Dr.  Lewis. 
Dr.  Lewis.  Thank  you. 


Tuesday,  February  27,  1996. 

WITNESS 

SUZANNE  HAMMERSBERG,  EdD,  MT,  AMERICAN  SOCIETY  OF  CLINICAL 
PATHOLOGISTS 

Mr.  Porter.  Suzanne  Hammersberg,  Doctor  of  Education,  MT — 
you'll  have  to  tell  us  what  that  is — Dean  of  the  Health  and  Human 
Services  at  Moraine  Valley  Community  College  in  Chicago,  and 
representing  the  American  Society  of  Clinical  Pathologists. 

What  does  MT  stand  for? 

Dr.  Hammersberg.  Medical  Technologist.  I'm  a  registered  medi- 
cal technologist  with  the  ASCP. 

Mr.  Chairman,  Ms.  Pelosi,  my  name  is  Suzanne  Hammersberg, 
Dean  of  Health  and  Human  Services  at  Moraine  Valley  Community 
College  in  suburban  Chicago.  And  I'm  very  pleased  to  present  you 
a  statement  on  behalf  of  the  American  Society  of  Clinical  Patholo- 
gists. 
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ASCP  is  a  non-profit  medical  specialty  society  organized  for  edu- 
cational and  scientific  purposes.  Its  75,000  members  include  board 
certified  pathologists,  other  physicians,  clinical  scientists  and  cer- 
tified technologists  and  technicians. 

I  am  here  today  to  highlight  the  fact  that  the  allied  health  pro- 
fessions, which  represent  over  200  distinctive  health  care  special- 
ties and  60  percent  of  the  Nation's  health  care  work  force,  are  an 
invaluable  asset  to  the  Nation's  public  health.  Allied  health  special- 
ties are  represented  in  almost  every  tier  of  America's  health  care 
delivery  system,  including  hospitals,  clinical  laboratories,  hospices, 
extended  care  facilities,  health  maintenance  organizations,  physi- 
cians offices  and  schools. 

The  Allied  Health  Project  Grants  program,  under  Section  767, 
Title  VII  of  the  Public  Health  Service  Act,  has  been  helpful  in  sat- 
isfying the  training  and  educational  needs  of  the  allied  health  pro- 
fessions. But  further  strides  in  funding  are  still  needed  to  increase 
the  number  of  allied  health  professionals  to  an  adequate  level. 

This  shortage  is  clearly  illustrated  by  the  current  vacancy  rates 
of  some  of  the  allied  health  professions.  Cytotechnologists,  who  are 
responsible  for  examining  cells  for  signs  of  cancer,  as  in  PAP 
smears,  have  a  vacancy  rate  of  19.2  percent.  Histotechnologists, 
who  assist  pathologists  in  examining  body  tissues  for  signs  of  can- 
cer, have  a  vacancy  rate  that  has  more  than  doubled  to  over  12 
percent  since  1988.  There  are  a  total  of  37,750  unfilled  allied 
health  positions  across  the  country. 

Several  rural  clinically  underserved  areas  have  had  outstanding 
success  with  programs  made  possible  from  the  Allied  Health 
Project  grants.  Because  of  these  grants,  the  University  of  Nebraska 
Medical  Center,  located  in  Omaha,  Nebraska,  has  established  and 
continues  to  operate  an  off-campus  student  laboratory  in  the  rural 
community  of  Kearney,  Nebraska,  which  is  linked  to  several  other 
rurally  based  clinical  education  sites. 

After  training  through  video  links  at  Kearney  and  on  the  main 
campus,  the  students  perform  their  clinical  rotations  at  one  of  the 
several  rural  sites  located  throughout  the  State.  This  has  allowed 
the  university  to  successfully  attract  and  maintain  students  dedi- 
cated to  clinical  practice  in  such  areas.  In  fact,  89  percent  of  the 
program's  rural  graduates  are  currently  employed  in  rural  facili- 
ties. 

Allied  Health  Project  grant  funding  also  played  a  crucial  role  in 
the  University  of  Indiana's  effort  to  improve  the  histologic  techni- 
cian national  vacancy  rate.  This  program  is  designed  to  meet  both 
urban  and  rural  needs  by  establishing  a  linkage  between  the  uni- 
versity and  23  hospital  host  sites  nationwide,  allowing  students  to 
receive  coursework  and  credit  without  relocating  to  Indiana's  urban 
settings. 

The  required  courses  are  broadcast  to  the  host  sites,  where  stu- 
dents will  learn  the  material  and  complete  four  additional  lab  ori- 
ented courses  under  the  supervision  of  a  registered 
histotechnologist  on  site.  This  program  has  served  a  minimum  of 
25  students  per  year,  who  then  proceed  to  practice  in  various  urban 
and  rural  settings. 

Meeting  the  national  goal  of  creating  a  successful  minority  re- 
cruiting and  retention  program  for  medical  technologists  was  the 
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focus  of  a  University  of  Maryland  project  initiated  by  Allied  Health 
Grant  funding  in  1991.  Through  utilizing  a  four-phase  design 
which  begins  with  career  awareness  activities  for  elementary  and 
middle  school  students,  this  model  provides  a  continuum  of  activi- 
ties which  progressively  focuses  on  identifying  and  retaining  inter- 
ested students  to  the  completion  of  a  baccalaureate  degree.  Because 
of  this  program,  the  University  of  Maryland  has  attained  a  52  per- 
cent minority  medical  technology  student  enrollment  average  in  a 
majority  institution,  and  a  95  percent  student  retention  rate,  plac- 
ing it  among  the  highest  in  the  country. 

In  light  of  the  success  of  these  programs  and  the  continuing  need 
for  additional  allied  health  professionals  in  our  Nation's  health  care 
delivery  system,  we  appreciate  your  past  funding  and  urge  you  to 
consider  funding  the  Allied  Health  Grants  program  at  $10  million 
for  fiscal  year  1997. 

Thank  you  for  the  opportunity  to  address  the  subcommittee,  and 
I  would  be  pleased  to  answer  any  questions  you  may  have. 

Mr.  Porter.  Dr.  Hammersberg,  thank  you  very  much  for  your 
very  good  testimony.  We  very  much  appreciate  your  coming  and 
joining  us  this  afternoon. 

Dr.  Hammersberg.  Thank  you. 


Tuesday,  February  27,  1996. 

WITNESS 

KENNETH  L  MILLAR,  Ph.D.,  NATIONAL  ASSOCIATION  OF  SOCIAL 
WORKERS 

Mr.  Porter.  Kenneth  I.  Millar,  Ph.D.,  Dean  of  the  Louisiana 
State  University  School  of  Social  Work,  representing  the  National 
Association  of  Social  Workers.  Dr.  Millar. 

Dr.  Millar.  Thank  you,  Mr.  Chairman,  Congresswoman  Pelosi. 
I  am  Kenneth  Millar,  Dean  of  the  School  of  Social  Work  at  Louisi- 
ana State  University.  And  I  am  here  representing  the  160,000 
members  of  the  National  Association  of  Social  Work  as  well  as  the 
Action  Network  for  Social  Work  Education  and  Research. 

Today,  our  testimony  will  focus  on  two  particular  areas,  the  need 
for  continued  support  for  training  programs  that  ensure  more 
qualified  health,  mental  health  and  child  welfare  professionals  who 
provide  effective,  cost  efficient  services  to  high  risk  children  and 
families,  and  secondly,  to  behavioral  and  social  sciences  research  at 
the  National  Institutes  of  Health. 

Child  welfare  services  are  among  the  Nation's  most  important  so- 
cial service  programs.  They  include  family  support  programs  which 
provide  prevention  and  treatment  services  for  abused  and  neglected 
children,  foster  care,  family  preservation,  and  adoption  services.  A 
1995  survey  found  that  more  than  3  million  children  were  phys- 
ically abused  and  1  million  were  sexually  abused  by  their  parents. 
Yet  only  25  percent  of  child  welfare  case  workers  in  this  country 
have  social  work  training,  and  50  percent  have  no  previous  experi- 
ence working  with  children  and  families  at  all.  Studies  have  shown 
clearly  that  trained  social  workers  obtain  much  better  results  in 
dealing  with  these  complex  and  difficult  cases. 
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Section  426,  Title  IV-B  of  the  Social  Security  Act,  is  adminis- 
tered by  the  Children's  Bureau.  And  through  it,  grants  are  award- 
ed to  schools  of  social  work  and  other  public  and  private  non-profit 
institutions  of  higher  learning  to  develop  and  improve  education, 
training  and  resources  for  child  welfare  workers.  Congresswoman, 
San  Francisco  State  is  one  of  the  recipients  of  those  grants. 

Students  receiving  traineeships  under  Title  IV-B  are  required  to 
work  following  graduation  in  child  welfare  agencies.  These  funds 
have  been  invaluable  in  directing  more  trained  workers  into  the 
public  child  welfare  field. 

With  increasing  numbers  of  abused  and  neglected  children,  and 
the  demand  for  more  skilled  child  welfare  workers,  NASW  would 
like  to  see  the  funds  for  Title  IV-B  increased.  So  we  are  requesting 
at  least  fiscal  year  1995  funding  for  the  next  fiscal  year.  The  need 
for  more  trained  mental  health  professionals  is  more  crucial  than 
ever,  with  the  staggering  increase  of  such  problems  as  HIV/AIDS, 
teenage  pregnancy,  suicide,  mental  illness,  violence,  and  substance 
abuse. 

Statistics  tell  the  story,  7.5  million  children  suffer  from  mental 
and  emotional  disturbances,  30,000  Americans  commit  suicide 
every  year,  and  too  many  of  those  are  adolescents,  about  1  in  10 
15  to  19  year  old  women  get  pregnant  each  year,  and  HIV/AIDS 
has  become  the  major  killer  of  young  adults  in  urban  areas. 

Yet  an  alarming  number  of  people  with  these  problems  continue 
to  go  untreated,  and  for  poor,  underserved  communities  with  lim- 
ited services  and  limited  access  to  health  and  mental  health  serv- 
ices, these  problems  are  worse.  The  Center  for  Medical  Health 
Services,  Clinical  and  AIDS  training  program  provides  funding  and 
support  for  trained  social  workers  and  other  mental  health  profes- 
sionals, particularly  disadvantaged  minority  students,  to  work  with 
high  risk  populations  in  underserved  areas. 

This  is  the  only  Federal  program  that  specifically  trains  mental 
health  professionals  to  serve  in  the  public  mental  health  sector.  It 
is  our  preference  that  the  CMHS  Clinical  and  AIDS  training  pro- 
gram be  preserved  as  an  autonomous  program  with  increased  fund- 
ing at  $10  million.  However,  if  the  subcommittee  carries  out  its 
consolidation  plan  initiated  last  year,  we  believe  it  is  vital  that  the 
function  of  mental  health  training  be  truly  maintained  within  that 
single  line  item.  We  are  concerned  that  training  activities  will  not 
be  adequately  funded  under  a  consolidated  program. 

The  Bureau  of  Health  Professionals  in  the  Health  Resources  and 
Services  Administration  administers  Title  VII  and  Title  VIII  of  the 
Public  Health  Services  Act.  These  health  professions  and  nursing 
education  programs  are  designed  to  meet  the  need  for  more  pri- 
mary health  care  providers,  train  more  health  professionals  where 
there  are  shortages,  improve  the  geographic  distribution  of  health 
professionals  and  increase  access  to  health  care  in  underserved 
areas. 

At  a  time  when  health  care  costs  are  skyrocketing,  in  part  due 
to  an  oversupply  of  specialists,  the  need  for  more  trained  primary 
health  professionals,  including  social  workers,  is  critical  to  ensure 
access,  reduce  health  care  costs,  and  ensure  better  outcomes  in 
terms  of  the  overall  level  of  health  care.  NASW  believes  that  the 
Federal  Government  has  a  responsibility  to  promote  the  training  of 
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highly  qualified  health  professionals  who  are  committed  to  working 
in  underserved  communities.  With  planned  cutbacks  in  many  Fed- 
eral programs,  continued  funding  of  Title  VII  becomes  even  more 
important  for  training  social  workers  and  other  primary  health 
care  professionals,  particularly  for  minorities  and  those  committed 
to  working  in  underserved  communities. 

Therefore,  NASW  requests  that  the  Bureau  of  Health  Professions 
be  funded  at  the  fiscal  year  1995  level  of  $278,977,000.  Let  me  end 
my  testimony  by  thanking  you,  Mr.  Chairman,  as  others  have  be- 
fore me,  for  your  leadership  in  fighting  for  and  winning  a  5.7  per- 
cent increase  for  the  National  Institutes  of  Health  for  the  remain- 
der of  fiscal  year  1996.  This  funding  is  essential  to  ensure  continu- 
ity and  the  support  of  critical  biomedical  research. 

We  also  thank  the  subcommittee  members  for  your  support  of 
the  Office  of  Behavioral  Social  Sciences  Research.  The  scientific 
evidence  that  behavioral  and  social  factors  are  significant  predic- 
tors of  illness  and  death,  of  quality  of  life,  and  of  optimal  and  cost 
effective  utilization  of  medical  treatment  and  health  services,  is 
considerable.  As  medical  providers  of  health  care  services,  social 
workers  are  particularly  concerned  about  ensuring  adequate  fund- 
ing for  research  in  high  risk  populations  and  serious  behaviorally 
related  health  problems. 

In  recent  years,  NIH  has  increased  support  for  social  research 
and  the  development  of  social  research  capacity  in  schools  of  social 
work.  This  research  is  critical  to  helping  inform  social  workers  and 
other  professionals  who  are  on  the  front  lines  and  to  build  an  em- 
pirical knowledge  base  that  forms  the  foundation  for  more  effective 
social  work  training. 

But  the  enormity  of  these  social  and  behavioral  problems  calls 
for  increased  research  dollars  if  we  are  going  to  make  a  difference. 
NASW  is  requesting  increased  funding  for  the  National  Institute  of 
Mental  Health,  the  National  Institute  of  Drug  Abuse,  and  the  Na- 
tional Institute  of  Child  Health  and  Human  Development.  At  a 
minimum,  increases  in  funding  should  equal  biomedical  inflation. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  in  front 
of  you.  Our  testimony  is  elaborated  in  our  written  presentation. 
Thank  you,  Congresswoman  Pelosi. 

[The  prepared  statement  follows:] 


158 


OFFICE  OF  GOVERNMENT  RELATIONS 


NASW 


National  Association  of  Social  Workers 

JayJ.  Cayner,  ACSW,  LSW,  President  •  Margaret  L.  Palmiter,  PhD,  ACSW,  Deputy  Executive  Director 


NATIONAL  ASSOCIATION  OF  SOCIAL  WORKERS 


Testimony  on 

Fiscal  Year  1997  Appropriations  for 
Social  Work  Research  and  Training 


Before  the 

U.S.  House  of  Representatives 
Labor,  Health  and  Human  Services,  Education  and 
Related  Agencies  Appropriations  Subcommittee 

Representative  John  Edward  Porter,  Chairman 


Presented  by 

Kenneth  I.  Millar,  Ph.D. 
Dean,  Louisiana  State  University  School  of  Social  Work 
Baton  Rouge,  Louisiana 

On  behalf  of 

National  Association  of  Social  Workers 
and 

Action  Network  for  Social  Work  Education  and  Research 


February  27, 1996 


750  First  Street,  NE,  Suite  700,  Washington,  DC  20002-4241  •  (202)336-8284  •  (800)  638-8799  ext.  284  •  TTD:  (202)  336-8396 


159 


Mr.  Chairman,  members  of  the  Subcommittee,  I  am  Kenneth  I.  Millar,  Ph.D.,  Dean  of  the  Louisiana 
State  University  School  of  Social  Work.  Thank  you  for  the  opportunity  to  testify  on  behalf  of  the 
National  Association  of  Social  Workers  (NASW)  and  the  Action  Network  for  Social  Work  Education 
and  Research  (ANSWER),  a  coalition  of  deans  and  directors  of  baccalaureate,  masters,  and  doctoral 
social  work  programs;  the  Council  on  Social  Work  Education;  and  the  Institute  for  the  Advancement  of 
Social  Work  Research  (IASWR),  the  profession's  research  organization..  NASW  is  the  largest  social 
work  organization  in  the  nation,  representing  160,000  professional  social  workers  who  practice  in  a 
broad  range  of  service  settings,  including  health,  mental  health,  child  welfare,  aging,  family  services, 
education,  criminal  justice,  and  industry. 

Our  testimony  today  will  highlight  the  need  for  continued  support  for  1)  training  programs  that  ensure 
more  qualified  health,  mental  health,  and  child  welfare  professionals  who  provide  effective,  cost- 
efficient  services  to  high-risk  children  and  families  and  2)  behavioral  and  social  sciences  research  at  the 
National  Institutes  of  Health  (NTH). 

BACKGROUND 

In  this  era  of  budget  constraints  and  program  cutbacks,  federal,  state,  and  local  programs  are  seeking  to 
fund  services  that  have  a  proven  record  of  effectiveness,  that  produce  positive  outcomes,  and  are  cost 
efficient.  Social  workers  in  child  welfare  agencies,  health  or  mental  health  care  settings,  and  schools  are 
concerned  with  solving  real-life  problems;  tackling  the  needs  of  vulnerable,  high-risk  populations; 
maximizing  human  potential;  and  helping  children,  adolescents,  and  families  live  more  productive, 
happier  lives.  Whether  in  the  public  or  the  private  sector,  such  as  managed  care,  social  workers  are 
often  the  professionals  that  integrate  the  services  needed  to  ensure  the  most  effective,  cost-efficient 
care.  Social  work  research  examines  what  prevention  and  intervention  approaches  work  best  and  uses 
this  knowledge  to  improve  training  and  practice  in  the  field.  But  historically  social  work  research, 
training,  and  services  has  been  underfunded. 

SOCIAL  WORK  TRAINING 

Child  Welfare  Training.  Title  IV-B  of  the  Social  Security  Act 

Child  welfare  services  are  among  the  nation's  most  important  social  service  programs  for  children  and 
families  in  need.  They  include  family  support  programs  which  provide  prevention  and  treatment 
services  for  abused  and  neglected  children,  foster  care,  family  preservation,  and  adoption  services.  A 
1995  survey  found  that  more  than  3  million  children  were  physically  abused  and  1  million  were  sexually 
abused  by  their  parents.  The  media  has  reported  numerous  horror  stories  about  child  abuse.  According 
to  the  National  Commission  on  Children,  only  25  percent  of  child  welfa»  e  case  workers  have  social 
work  training,  and  50  percent  have  no  previous  experience  working  with  children  and  families.  Studies 
have  clearly  shown  that  trained  social  workers  obtain  much  better  results  in  dealing  with  complex, 
difficult  cases. 

Administered  by  the  Children's  Bureau,  Section  426,  Title  IV-B  of  the  Social  Security  Act  grants  are 
awarded  to  schools  of  social  work  and  other  public  and  private  nonprofit  institutions  of  higher  learning 
to  develop  and  improve  education,  training,  and  resources  for  child  welfare  workers.  Students  receiving 
traineeships  under  Title  IV-B  are  required  to  work  following  graduation  in  child  welfare  agencies. 
These  funds  have  been  invaluable  in  directing  more  trained  workers  into  the  public  child  welfare  field. 
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I  would  like  to  share  the  results  of  one  Title  IV-B  program.  In  1991,  Southern  Illinois  University  (SIU) 
was  awarded  a  five-year  child  welfare  training  grant.  Referred  to  as  the  "Delta  Links  Project,"  the  grant 
created  a  partnership  between  SIU  and  Mississippi  Valley  State  University,  a  historically  black  college 
in  the  Mississippi  Delta.  Sixty-six  students  have  received  stipends  through  the  grant.  In  both  states,  the 
funding  was  the  impetus  for  the  development  of  partnerships  between  state  agencies  and  the 
universities.  At  SIU,  a  major  part  of  the  project  was  building  a  competency-based  child  welfare 
curricula.  In  Illinois,  it  was  directly  responsible  for  the  development  of  a  center  for  research  and 
training  in  public  child  welfare.  Delta  Links  has  recently  expanded  to  include  my  school,  Louisiana 
State  University.  Although  the  funding  will  expire  at  the  end  of  this  year,  this  project  has  resulted  in  the 
delivery  of  improved  child  welfare  services  in  the  Mississippi  Delta. 

Despite  the  proven  benefits  of  this  program,  funding  for  Title  IV-B  has  declined  dramatically  from  $9.5 
million  in  1980  to  $4.4  million  in  1994.  This  Subcommittee  reduced  the  program  further  to  $2  million 
for  fiscal  year  1996.  With  the  current  continuing  resolution,  it  appears  the  program  wiil  receive  25 
percent  of  the  1995  level  of  $4,398  million.  With  increasing  numbers  of  abused  and  neglected  children 
and  the  demand  for  more  skilled  child  welfare  workers,  NASW  would  like  to  see  the  funds  for  Title 
IV-B  increased,  but  we  are  requesting  at  least  fiscal  year  1995  funding  for  the  next  fiscal  year. 
Title  IV-B  makes  a  measurable  difference  in  helping  needy  children  and  families.  If  adequate  resources 
are  not  made  available,  then  we  all  bear  the  responsibility  of  promoting  a  child  welfare  workforce  that 
will  be  ill-equipped  to  deliver  critical  services  to  many  children  and  families  in  need. 

Clinical  and  AIDS  Training.  Center  for  Mental  Health  Services  (CMHS),  Substance  Abuse  and 
Mental  Health  Services  Administration  (SAMHSA) 

The  need  for  more  trained  mental  health  professionals  is  more  crucial  than  ever  with  the  staggering 
increase  of  such  problems  as  HTV/AIDS,  teenage  pregnancy,  suicide,  mental  illness,  violence,  and 
substance  abuse.  The  statistics  tell  the  story:  7.5  million  children  suffer  from  mental  and  emotional 
disturbances,  30,000  Americans  commit  suicide  every  year  (too  many  of  these  are  adolescents),  about 
one  in  ten  15  to  19  year  old  women  gets  pregnant  each  year,  and  HTV/AIDS  has  become  the  major 
killer  of  young  adults  in  urban  areas.  Yet,  an  alarming  number  of  people  with  these  problems  continue 
to  go  untreated.  For  poorer,  underserved  communities  with  limited  services  and  limited  access  to 
adequate  health  and  mental  health  services,  these  problems  are  worse. 

Center  for  Mental  Health  Services'  Clinical  and  AIDS  Training  Program  provides  funding  and  support 
for  training  social  workers  and  other  mental  health  professionals,  particularly  disadvantaged  minority 
students,  to  work  with  high-risk  populations  in  underserved  areas.  The  program  was  funded  at  $5,379 
million  in  fiscal  year  1995  and  has  proven  to  be  very  successful.  As  of  1995,  almost  7,300  people  have 
completed  their  training,  and  93  percent  of  the  graduates  have  fulfilled  their  requirement  to  pay  back  in 
service.  Evaluation  studies  also  show  that  over  three-quarters  of  the  trainees  continue  to  work  in  public 
and  private  nonprofit  mental  health  settings  after  completing  the  service  obligations.  This  is  the  only 
federal  program  that  specifically  trains  mental  health  professionals  to  serve  in  the  public  mental 
health  sector. 

In  1995,  NASW  was  awarded  an  AIDS  Training  contract,  renewable  for  three  years,  to  educate  and 
train  social  workers  on  the  mental  health  aspects  of  HIV  disease.  Like  most  health  professionals,  many 
social  workers  routinely  have  contact  with  people  with  HTV/AIDS,  and  yet  many  social  workers  are  not 
trained  to  work  specifically  with  this  population.  Ultimately,  the  project  will  reach  at  least  2,500  social 
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workers  in  all  fields  of  practice  to  train  them  to  work  more  effectively  with  people  suffering  from 
HTV/AIDS. 

It  is  our  preference  that  the  CMHS  Clinical  and  AIDS  Training  Program  be  preserved  as  an 
autonomous  program  with  increased  funding  at  $10  million.  However,  if  the  Subcommittee 
carries  out  its  plan  initiated  last  year  to  consolidate  SAMHSA  mental  health  categorical 
programs,  reflecting  Administration  and  Congressional  proposals,  into  a  single  demonstration 
and  training  program,  we  believe  it  is  vital  that  the  function  of  mental  health  training  be  truly 
maintained  within  that  single  line  item.  We  are  concerned  that  training  activities  will  not  be 
adequately  funded  under  a  consolidated  program. 

Additionally,  I  want  to  bring  to  your  attention  an  impressive  Mental  Health  Managed  Care  and 
Workforce/Training  Project,  funded  by  CMHS,  that  is  responding  to  the  rapidly  changing  health  care 
environment  by  working  with  state  public  mental  health  systems,  private  managed  care  organizations, 
and  universities  to  identify  the  training  needs  in  managed  care.  We  would  like  to  see  report  language 
that  encourages  the  continued  funding  of  this  three-year  project. 

Health  Professions  Training,  Title  VTI  of  the  Public  Health  Service  Act 

The  Bureau  of  Health  Professions  in  the  Health  Resources  and  Services  Administration  (HRSA) 
administers  Title  VII  and  VIII  of  the  Public  Health  Service  Act.  These  health  professions  and  nursing 
education  programs  are  designed  to  meet  the  need  for  more  primary  health  care  providers,  train  more 
health  professionals  where  there  are  shortages,  improve  the  geographic  distribution  of  health 
professionals,  and  increase  access  to  health  care  in  underserved  areas.  For  fiscal  year  1996,  this 
Subcommittee  recommended  $278.9  million  for  the  health  professions  and  proposed  consolidation  of 
the  various  categorical  programs  into  a  single  line  item,  reflecting  Administration  and  Congressional 
consolidation  proposals. 

In  a  time  when  health  care  costs  are  skyrocketing,  in  part  due  to  an  oversupply  of  specialists,  the  need 
for  more  trained  primary  health  professionals,  including  social  workers,  is  critical  to  ensure  access, 
reduce  health  care  costs,  and  ensure  better  outcomes  in  terms  of  the  overall  level  of  health  care.  Title 
VII  programs  promote  interdisciplinary  primary  care  practice,  bring  more  diversity  to  the  workforce, 
link  academic  health  training  programs  with  community-based  services  that  serve  high-risk  and 
underserved  populations,  and  encourage  greater  partnership  with  state  and  local  governments  and 
academic  institutions.  In  these  communities  social  workers  provide  essential  mental  health  services  as 
part  of  interdisciplinary  primary  care  teams.  Additionally,  social  work  services  have  shown  to  both 
reduce  medical  utilization  and  costs. 

One  example  is  an  interdisciplinary  rural  health  care  project  funded  through  the  University  of  Hawaii 
School  of  Social  Work.  Beginning  in  1992,  the  project  funded  36  social  work,  nursing,  medical,  public 
health,  psychology,  and  dental  hygiene  students  to  work  in  a  collaborative,  cross-cultural,  rural 
community  health  model.  The  purpose  was  to  train  more  rural  health  care  practitioners.  The  project 
has  been  very  successful  both  in  attracting  the  students  into  rural  health  care  practice  and  in  helping  to 
establish  a  state  rural  health  association  to  increase  quality  and  access  to  health  care. 

NASW  believes  that  the  federal  government  has  a  responsibility  to  promote  the  training  of  highly 
qualified  health  professionals  who  are  committed  to  working  in  underserved  communities.  With 
planned  cutbacks  in  many  federal  social  programs,  continued  funding  of  Title  VII  becomes  even  more 
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important  for  training  social  workers  and  other  primary  care  health  professionals,  particularly  for 
minorities  and  those  committed  to  working  in  underserved  communities.  Therefore,  NASW  requests 
that  the  Bureau  of  Health  Professions  programs  be  funded  at  the  fiscal  year  1996  level  ($278,977 
million). 

SOCIAL  WORK  RESEARCH  AT  Nffl 

Let  me  begin  my  comments  on  social  work  research  by  thanking  you,  Mr.  Chairman,  for  your  leadership 
fighting  for  and  winning  a  5  .7  percent  increase  for  the  National  Institutes  of  Health  (NTH)  for  the 
remainder  of  fiscal  year  1996.  This  funding  is  essential  to  ensure  continuity  in  the  support  of  critical 
biomedical  research.  We  also  thank  the  Subcommittee  members  for  your  support  of  the  Office  of 
Behavioral  and  Social  Science  Research.  This  office,  under  the  capable  leadership  of  Dr.  Norman 
Anderson,  is  moving  ahead  to  enhance  support  for  social  and  behavioral  science  research  throughout 
the  Institutes  --  a  goal  we  strongly  support. 

The  scientific  evidence  that  behavioral  and  social  factors  are  significant  predictors  of  illness  and  death, 
of  quality  of  life,  and  of  optimal  and  cost-effective  utilization  of  medical  treatments  and  health  services 
is  considerable.  Behavioral  and  social  factors  contribute  to  illness  and  death  as  well  as  affect  utilization 
of  health  services.  In  addition,  each  year  adverse  behavioral  patterns  contribute  to  50  percent  of  all 
deaths  in  the  nation.  There  is  growing  evidence  that  psychosocial  treatments  and  interventions  (alone  or 
in  combination  with  pharmacological  and  medical  treatments)  produce  positive  health  benefits  and 
reduce  overall  costs  of  medical  care  and  lost  productivity. 

As  major  providers  of  health  care  services,  social  workers  are  particularly  concerned  about  ensuring 
adequate  funding  for  research  on  high-risk  populations  and  serious  behaviorally  related  health  problems. 
Social  workers  routinely  encounter  victims  of  violence  and  abuse,  people  with  cognitive  impairment, 
children  from  severely  troubled  and  unstable  homes,  people  suffering  from  co-morbid  conditions,  and 
people  with  serious  substance  abuse  problems,  to  mention  a  few.  Often  these  problems  are  further 
exacerbated  by  poverty  and  inadequate  family  and  social  supports. 

In  recent  years,  NTH  has  increased  support  for  social  work  research  and  the  development  of  social  work 
research  capacity  in  schools  of  social  work.  This  research  is  critical  to  helping  inform  social  workers 
and  other  professionals  who  are  on  the  frontlines  and  to  build  an  empirical  knowledge  base  that  forms 
the  foundation  for  more  effective  social  work  training.  But  the  enormity  of  these  social  and  behavioral 
problems  call  for  increased  research  dollars  if  we  are  going  to  make  a  difference.  NASW  is  requesting 
increased  funding  for  National  Institute  of  Mental  Health  (NIMH),  the  National  Institute  of 
Drug  Abuse  (NDDA),  and  the  National  Institute  of  Child  Health  and  Human  Development 
(NICHD)  -  at  a  minimum  increases  equal  to  biomedical  inflation. 

National  Institute  of  Mental  Health  (NIMH) 

In  1991,  the  NTMH  released  a  report  by  the  Task  Force  on  Social  Work  Research  that  identified  a 
serious  lack  of  NTH  support  for  doctoral  and  postdoctoral  research  training  and  research  career 
development  in  social  work,  in  sharp  contrast  to  NTH's  history  of  research  support  for  other  health 
professions.  To  address  these  concerns,  the  NTMH  launched  several  initiatives  including  social  work 
research  development  centers  and  a  series  of  technical  assistance  programs  to  help  ensure  that  research 
on  the  populations  served  by  social  workers  and  on  the  services  provided  by  social  workers  was 
adequately  represented  within  the  NIMH  portfolio.  The  payoff  from  these  investments  is  beginning  to 
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emerge,  and  continued  efforts  in  this  area  are  needed  to  further  advance  knowledge  in  the  provision  of 
treatments  and  interventions  to  high-risk  populations  in  health  and  mental  health  delivery  systems.  We 
urge  continued  and  expanded  support  for  these  initiatives. 

National  Institute  of  Drug  Abuse  (NIDA) 

Drug  abuse  must  be  listed  among  the  nation's  most  serious  social  problems.  NIDA  is  at  the  cutting 
edge  of  science  in  addressing  this  all  too-prevalent  problem.  Increased  funding  for  NIDA  is 
recommended  to  ensure  that  the  full  range  of  physical  and  psychosocial  facets  of  drug  abuse  are 
adequately  addressed  and  that  more  social  work  researchers  are  trained.  Social  workers  and  other 
mental  health  professionals  are  currently  hampered  by  gaps  in  knowledge  about  effective  prevention  and 
treatment  interventions  for  drug  abuse. 

Child  Abuse  and  Neglect  Research  Initiative 

Child  abuse  and  neglect  is  far  more  prevalent  today  throughout  the  nation  than  previously  known.  We 
believe  that  research  in  this  area  must  be  expanded  and  more  fully  integrated  into  the  NTH  agenda, 
where  adequately  funded  empirical  research  can  support  prevention  and  intervention  strategies  that  can 
make  a  difference.  A  recent  National  Research  Council  Report  convincingly  documented  the  striking 
lack  of  federal  investment  in  this  area.  NASW  and  the  Institute  for  the  Advancement  of  Social  Work 
Research  (IASWR)  have  proposed  a  research  initiative  that  would  coordinate  and  focus  NTH  research 
on  child  abuse  and  neglect,  develop  increased  support  for  research  and  training  fellowships  for  scientist- 
practitioners,  including  social  workers  and  psychologists,  interested  in  research  on  child  abuse  and 
neglect;  create  a  research  agenda  in  coordination  with  NTH's  Office  of  Behavioral  and  Social  Science 
Research,  relevant  outside  organizations,  and  recognized  experts  in  the  field;  and  establish  a  mechanism 
for  disseminating  NTH-funded  research  findings  on  child  maltreatment  to  other  involved  federal 
agencies.  We  wanted  to  alert  you  to  this  initiative  and  to  encourage  your  support.  NASW  and 
IASWR  request  $70  million  to  fund  this  initiative  that  would  involve  appropriate  NTH  Institutes 
and  the  Office  of  Behavioral  and  Social  Science  Research.  NTH  currently  spends  approximately  $46 
million  on  child  abuse  and  neglect  research. 


CENTERS  FOR  DISEASE  CONTROL  AND  PREVENTION  (CDC) 
NASW  urges  the  Subcommittee  to  continue  substantial  levels  of  funding  for  prevention  activities 
of  the  CDC. 

EDUCATION 

Additionally,  we  add  our  voices  to  the  concerns  of  many  about  the  severe  reductions  in  education 
programs.  Our  nation's  school-age  population  has  become  increasingly  poor,  racially  and  ethnically 
diverse,  and  at  risk  of  school  failure.  Because  of  the  additional  services  associated  with  educating  poor 
and  other  at-risk  students,  many  schools  face  increased  costs  and  must  find  ways  to  stretch  current 
funding  levels  to  pay  for  these  services.  Successfully  educating  at-risk  populations  depends,  in  part,  on 
adequate  and  equitable  funding,  including  supportive  or  pupil  personnel  services.  We  urge  that  the 
Subcommittee  provide  increased  funding  for  the  Individuals  with  Disabilities  Education  Act 
related  service  programs  and  the  Safe  and  Drug  Free  Schools  program,  state  school  improvement 
funds  for  the  disadvantaged,  and  bilingual  education  support  services.  These  programs  are 
essential  to  helping  all  children,  including  those  who  are  high  risk,  to  realize  their  full  potential. 

Thank  you  again  for  the  opportunity  to  testify. 
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Mr.  Porter.  Dr.  Millar,  thank  you. 

I'm  reading  a  very  interesting  book  now  by  Robert  Samuelson 
about  the  last  50  years,  and  why  we  are  such  a  discontented  Na- 
tion, it  would  seem.  And  I  wonder  if  you  could,  this  is  kind  of  a 
macro  question,  I  guess,  but  would  you  say  that  social  problems 
have  increased  in  recent  decades?  Or  are  we  simply  recognizing 
things  that  we  didn't  recognize  before? 

If  they've  increased,  there  was  a  thought  at  one  time  in  our  his- 
tory that  as  we  gained  greater  affluence  that  our  problems  would 
tend  to  become  smaller.  It  almost  seems  that  as  we've  gained  great- 
er affluence  over  the  last  50  years  or  so,  our  problems  have  actu- 
ally become  larger.  Is  the  thesis  wrong  there? 

Dr.  Millar.  I  don't  know  if  the  thesis  is  wrong,  Mr.  Chairman. 
It's  a  very  complicated  question.  Certainly  the  social  problems  that 
we  are  facing  today  are  substantial  and  certainly  are  larger  than 
we  faced  many  years  ago.  I  have  a  number  of  reasons  for  that: 
breakdown  of  community,  breakdown  of  the  nuclear  family,  in- 
creased school  dropouts  for  a  variety  of  different  reasons,  increased 
schisms  between  rich  and  poor  are  a  number  of  the  reasons  why 
those  problems  are  plaguing  society. 

Mr.  Porter.  Those  aren't  the  reasons,  those  are  the  problems.  In 
other  words,  one  would  hope  that  as  a  society  became  more  afflu- 
ent, those  kinds  of  breakdowns  wouldn't  occur.  But  they  seem  to 
have  increased. 

Dr.  Millar.  Well,  I'm  not  so  sure  if  they're  just  the  problems,  or 
they  are  not  the  reasons  for  the  problems.  I  think  that,  for  exam- 
ple, breakdown  in  sense  of  community,  strong  leadership  in  the  nu- 
clear family,  are  contributing  problems  to  the  kinds  of  social  issues 
that  we  have  today,  high  school  dropouts,  elementary  school  drop- 
outs as  was  addressed  earlier  as  well,  and  particularly  in  the  Afri- 
can-American community.  We  face  the  same  problems  as  the  gen- 
tleman just  previously  testifying  on  behalf  of  the  pharmacists  with 
respect  to  social  work  and  the  stream  of  students  that  we  have 
available  for  graduate  social  work  education,  for  the  very  same  rea- 
sons. 

Mr.  Porter.  Somehow  we  have  to  get  a  handle  on  these  things. 
Dr.  Millar.  Yes,  we  do. 

Mr.  Porter.  I  commend  this  book  to  you.  Maybe  after  you  read 
it,  if  you  haven't  already,  we  might  talk  further.  It  would  be  inter- 
esting. 

Dr.  Millar.  I  would  like  to.  I  would  like  to  get  the  reference  and 
I  will  read  it.  Thank  you. 
Mr.  Porter.  Thank  you. 


Tuesday,  February  27,  1996. 
witnesses 

PEGGY  CLARKE  AND  DR.  JOHN  TONEY,  AMERICAN  SOCIAL  HEALTH 
ASSOCIATION 

Mr.  Porter.  Peggy  Clarke,  President,  and  Dr.  John  Toney,  Medi- 
cal Director,  Florida  HIV/STD/TB  Prevention  Training  Center,  Uni- 
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versity  of  South  Florida,  representing  the  American  Social  Health 
Association.  And  if  you  want  to  take  a  stab  at  that  question  also, 
please  feel  free  to  do  so. 
Ms.  Clarke? 

Ms.  Clarke.  Thank  you.  Good  afternoon,  Chairman  Porter  and 
Congresswoman  Pelosi.  I'm  Peggy  Clarke,  the  President  of  the 
American  Social  Health  Association. 

And  I  appreciate  this  opportunity  to  testify  about  the  health  cri- 
sis caused  by  skyrocketing  rates  of  sexually  transmitted  diseases  in 
this  country,  or  STDs.  Women  and  infants  are  disproportionately 
affected  by  STDs.  Often  these  infections  show  no  symptoms,  result- 
ing in  dangerous  delays  in  treatment.  Untreated  STDs  are  known 
to  cause  cervical  cancer,  pelvic  inflammatory  disease,  infertility  and 
an  increased  chance  of  HIV/AIDS  transmission. 

Infants  can  contract  infections  and  can  suffer  premature  deliv- 
ery, pneumonia,  brain  damage  and  even  death.  Recent  research 
shows  that  93  percent  of  all  cervical  cancer  cases  are  caused  by  one 
STD:  human  papillomavirus  [HPV],  and  that  nearly  half  of  all  col- 
lege age  women  may  in  fact  be  infected  with  HPV.  STDs  are  also 
a  leading  risk  factor  for  AIDS.  A  woman  with  gonorrhea  is  nine 
times  more  likely  to  be  infected  with  HIV.  It's  little  wonder,  then, 
given  the  high  gonorrhea  rates,  that  young  women  are  acquiring 
AIDS  at  a  higher  rate  than  any  other  demographic  group. 

Fortunately,  effective  programs  to  combat  STDs  do  exist,  such  as 
the  Centers  for  Disease  Controls,  or  CDCs,  Infertility  Prevention 
Program,  which  screens  for  and  treats  chlamydia  and  gonorrhea, 
the  STDs  that  cause  infertility.  In  the  one  area  of  this  country 
where  this  program  has  been  fully  implemented,  chlamydia  infec- 
tion rates  have  dropped  by  over  50  percent  in  every  age  group.  Un- 
fortunately, lack  of  funding  has  prevented  full  implementation  in 
every  State. 

For  fiscal  year  1997,  the  American  Social  Health  Association  rec- 
ommends that  the  Infertility  Prevention  program  receive  $17  mil- 
lion, a  modest  $4  million  increase  that  will  enable  the  CDC  to  initi- 
ate services  in  all  50  states. 

CDC  grants  to  States  support  essential  clinics,  epidemiological 
surveillance  and  targeted  prevention  programs.  For  these  grant 
programs,  ASHA  recommends  funding  of  $106  million,  an  increase 
of  $11  million.  This  includes  a  special  syphilis  initiative  and  a 
training  program  for  physicians  in  STD  diagnosis  and  treatment. 

STD  research  provides  the  tools  needed  to  track  and  control  the 
STD  epidemic.  ASHA  recommends  funding  of  $75  million  for  the 
STD  branch  of  the  National  Institute  of  Allergy  and  Infectious  Dis- 
ease. 

Today,  I  came  to  talk  with  you  about  STDs.  But  in  the  end  my 
testimony  has  really  focused  on  cervical  cancer,  AIDS,  infertility 
and  sick  newborns.  An  investment  in  Federal  STD  prevention  and 
research  programs  will  yield  enormous  dividends  in  ameliorating 
these  problems.  Certainly,  STDs  are  too  costly  to  ignore. 

At  this  time  I  would  like  to  introduce  Dr.  John  Toney,  the  Medi- 
cal Director  of  the  Prevention  Training  Center  for  the  State  of  Flor- 
ida, and  Assistant  Professor  of  Medicine  at  the  University  of  South 
Florida  in  Tampa. 

Dr.  Toney.  Thank  you,  Ms.  Clarke. 
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It's  an  honor  for  me  to  appear  before  the  subcommittee  to  discuss 
the  STD  problem  from  my  perspective  as  a  physician  and  also  as 
the  director  of  the  STD  training  center  in  Florida. 

Ms.  Clarke's  recommendation  of  $2  million  to  improve  physician 
training  in  the  diagnosis  and  treatment  of  STDs  I  think  is  des- 
perately needed,  especially  for  this  purpose.  A  study  that  I  con- 
ducted of  physicians  and  trainees  reveal  that  many  individuals  do 
not  know  the  correct  treatment  for  some  of  the  most  common  STDs. 
Fortunately  for  us,  the  CDC  enabled  Florida  in  1988  to  establish 
an  STD  training  center  for  physicians  and  nurses  where  we've 
trained  nearly  5,000  physicians  and  nurses  since  1988  who  prob- 
ably would  not  have  received  training  elsewhere. 

Training  in  STD  treatment  and  diagnosis  really  should  not  be  an 
afterthought  in  medical  school  education.  The  funding  that  Ms. 
Clarke  proposes  would  enable  the  CDC  to  pursue  increased  train- 
ing at  the  medical  school  level.  Ms.  Clarke  also  recommends  $3 
million  for  a  special  initiative  to  combat  syphilis,  a  disease  that  un- 
fortunately Florida  has  had  all  too  much  experience  with.  America 
continues  to  struggle  with  periodic  epidemics  of  syphilis,  while  in- 
terestingly enough,  most  other  industrialized  nations  have  signifi- 
cantly reduced  this  disease.  The  limiting  factor  here  in  the  United 
States  is  funding.  Our  experience  in  Florida  really  clearly  dem- 
onstrates this. 

In  the  mid-1980s,  Florida  was  reporting  well  over  8,000  cases  of 
infections  syphilis  and  over  600  cases  of  congenital  syphilis  in  new- 
born infants  annually.  Fortunately,  the  CDC  recognized  this  public 
health  emergency  and  provided  Florida  with  additional  resources. 
Since  the  inception  of  this  concerted  effort,  the  syphilis  rates  in 
Florida  have  dropped  dramatically,  with  1995  syphilis  rates  95  per- 
cent lower  than  seven  years  ago,  congenital  syphilis  rates  dropped 
by  84  percent.  The  dramatic  impact  of  the  CDC's  involvement  is 
clearly  shown  in  the  graph  that's  attached  to  my  oral  statement. 

The  formula  in  our  struggle  against  syphilis  has  been  local  ex- 
pertise matched  with  Federal  funding.  The  syphilis  problem,  while 
reduced,  still  continues.  Last  year,  Florida  saw  94  babies  born  with 
syphilis.  Interestingly  enough,  that's  more  than  most  European 
countries  have  seen  in  the  last  decade. 

An  additional  concern  is  the  risk  that  syphilis  and  also  other 
genital  ulcer  sexually  transmitted  diseases  poses  in  terms  of  HIV 
transmission.  The  State  of  Florida  is  anticipating  an  increase  in 
HIV  and  AIDS  and  as  shown  in  the  attached  graph,  we've  already 
begun  to  experience  this  currently. 

Please  use  our  effort  as  a  model  for  what  you  in  Congress  can 
do  to  address  the  STD  and  AIDS  epidemic.  Much  work  still  really 
needs  to  be  done.  In  1994,  Mississippi  reported  over  4,500  cases  of 
syphilis,  Illinois  reported  over  250  cases  of  congenital  syphilis  in 
newborns,  and  Baltimore  saw  an  83  percent  increase  in  syphilis  in 
just  the  last  year.  As  someone  who  has  seen  the  impact  of  STDs 
first-hand,  and  HIV  infections  in  young  individuals  and  infected 
newborns,  I  can  urge  you  to  really  try  and  provide  additional  fund- 
ing that  Ms.  Clarke  recommended. 
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Thank  you,  Mr.  Chairman,  for  the  opportunity  to  relate  Florida's 
experience  with  STDs  and  the  need  for  additional  funding  to  ad- 
dress these  problems,  not  only  in  our  State,  but  across  the  country. 
Ms.  Clarke  and  I  would  be  happy  to  respond  to  any  questions  you 
might  have. 

[The  prepared  statement  follows:] 
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Testimony  of  Ms.  Peggy  Clarke 

President,  American  Social  Health  Association 

Good  afternoon  Mr.  Chairman  and  Members  of  the  Subcommittee.  I  am  Peggy  Clarke, 
President  of  the  American  Social  Heath  Association,  the  only  national  nonprofit  organization 
dedicated  solely  to  the  elimination  of  all  sexually  transmitted  diseases  (STDs).  For  over 
eighty  years  the  American  Social  Health  Association  has  combatted  America's  on-going 
epidemic  of  STDs  through  programs  of  education,  research,  and  public  policy. 

I  appreciate  the  opportunity  to  testify  before  this  Subcommittee  about  the  health  crisis  caused 
by  the  skyrocketing  rates  of  STDs  in  America,  and  about  the  programs  of  the  Centers  for 
Disease  Control  and  Prevention  (or  CDC)  and  the  National  Institutes  of  Health  (or  NTH)  that 
combat  these  diseases.  Before  I  mention  our  funding  recommendations,  I  will  take  a  brief 
moment  to  highlight  the  consequences  of  the  STD  epidemic  in  the  United  States. 

The  alarmingly  high  rate  of  STDs  is  one  of  the  most  critical  health  care  challenges  facing  the 
U.S.  today  due  to  extremely  high  infection  rates  in  young  people,  the  severe  and  costly 
consequences  for  women  and  infants,  and  the  role  STDs  play  as  serious  risk  factor  for  HIV 
transmission  and  as  a  cause  of  cervical  cancer.  Every  year  12  million  Americans  suffer  from 
a  new  STD  infection.  This  figure  -  12  million  annually,  or  33  thousand  every  single  day  - 
represents  the  highest  STD  infection  rate  in  the  entire  industrialized  world. 

Women  and  infants  are  disproportionatly  affected  by  these  STDs.  Often,  these  infections 
show  no  symptoms  in  women,  resulting  in  dangerous  delays  in  treatment.  Untreated  STDs 
are  known  to  cause  cervical  cancer,  pelvic  inflammatory  disease,  infertility,  life-threatening 
ectopic  pregnancy,  and  an  increased  chance  of  HIV  transmission.  Infants  can  contract 
infections  in  utero  or  during  birth,  and  can  suffer  premature  delivery,  eye  infections, 
pneumonia,  brain  damage,  or  death. 

STDs  also  put  women  at  risk  for  cancer.  Researchers  at  Johns  Hopkins  University  recently 
reported  that  93%  of  all  cervical  cancer  cases  are  caused  by  one  STD  -  human  papillomavirus 
or  HPV.  Five  thousand  American  women  die  from  this  cancer  annually.  Every  year  16,000 
new  cases  of  invasive  cervical  cancer,  and  65,000  cases  of  precancerous  dysplasia  are 
diagnosed  in  the  U.S.  An  increased  effort  to  prevent  the  spread  of  STDs  such  as  HPV  would 
certainly  have  a  dramatic  effect  on  the  health  of  women  in  America.  The  urgency  of  the 
problem  is  highlighted  by  the  fact  that  recent  studies  have  shown  that  as  many  as  46%  of  all 
college-age  women  in  America  may  be  infected  with  HPV. 

STD  infections  are  most  common  in  America's  adolescents  and  young  adults.  Two-thirds  of 
all  infections  occur  in  persons  under  the  age  of  25.  One  out  of  every  five  sexually  active 
teenagers  has  acquired  an  STD  by  the  age  of  21.  Gonorrhea  rates  remain  highest  among 
women  under  the  age  of  20.  Last  year,  the  CDC  reported  a  7%  increase  in  gonorrhea  in  girls 
ages  10-14.  This  disturbing  trend  places  young  women  at  a  greatly  increased  risk  of 
developing  life-threatening  medical  complications. 

STDs  are  also  a  leading  risk  factor  for  HIV/ AIDS.  NIH  officials  have  reported  that  a  women 
who  has  gonorrhea  is  nine  times  more  likely  to  become  infected  with  HIV.  It  is  little 
wonder,  then,  given  the  gonorrhea  rates  among  young  women,  that  this  population  is 
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acquiring  AIDS  at  a  higher  rate  than  any  other  demographic  group.  Men  with  syphilis 
experience  a  six  fold  increased  risk  of  HIV  infection.  As  HIV/ AIDS  follows  the  syphilis 
epidemic,  we  see  fifteen  thousand  teenagers  infected  with  HIV  every  year.  Thus,  the  tragic 
relationship  between  STDs  and  HIV/ AIDS  has  become  particularly  apparent  in  America's 
teenagers  and  young  women.  We  have  no  vaccine  against  AIDS,  and  we  can  not  cure  AIDS, 
but  we  can  help  prevent  the  disease  by  stopping  the  STDs  that  facilitate  its  transmission. 
STD  prevention  is  AIDS  prevention.  If  this  Subcommittee  wants  to  reduce  the  incidence  of 
AIDS  among  America's  teenagers  and  in  other  populations,  you  must  invest  in  the  CDC's 
STD  prevention  program. 

In  addition  to  the  considerable  emotional  and  physical  toll  exacted  by  STDs,  the  health  care 
expenditures  are  also  staggering.  The  CDC  estimates  that  over  $8  billion  is  spent  every  year 
to  treat  STDs  and  their  consequences.  The  vast  majority  of  these  expenses  could  be  saved 
through  prevention  and  early  detection.  For  instance,  $2.1  billion  is  spent  every  year  solely 
on  the  treatment  of  chlamydia  and  its  costly  sequela  of  pelvic  inflammatory  disease,  ectopic 
pregnancy,  and  infertility.  However,  if  chlamydia  is  diagnosed  in  the  early  stages,  treatment 
costs  as  little  as  $2.25  per  case. 

Fortunately,  effective  programs  to  combat  the  STD  epidemic  do  exist.  Of  considerable  note 
is  the  CDC's  Infertility  Prevention  Program.  This  program  focusses  on  screening  and 
treatment  for  chlamydia  and  gonorrhea,  the  STDs  that  cause  infertility.  In  the  one  area  of  the 
country  where  this  program  has  been  fully  implemented,  rates  of  chlamydia  infection  among 
teens  have  dropped  by  over  50%  in  every  age  and  group.  In  addition,  studies  are  showing 
that  every  infection  detected  and  treated  in  the  early  stages  saves  $1,000  in  health  care 
expenditures.  Unfortunately,  lack  of  funding  has  constrained  the  CDC  from  supporting  full 
implementation  in  every  state.  In  fact,  some  states  with  very  high  rates  of  infertility-related 
STDs  are  still  without  Federal  funding  to  begin  screening. 

Every  year,  the  American  Social  Health  Association  joins  the  45  member  Coalition  to  Fight 
Sexually  Transmitted  Diseases  in  recommending  funding  levels  for  the  STD  prevention, 
treatment,  and  research  programs  of  the  Federal  government.  For  fiscal  year  1997,  the 
Coalition  recommends  that  the  Infertility  Prevention  Program  receive  $17  million,  a 
modest  $4  million  increase.  Mr.  Chairman,  with  the  proven  track  record  of  this  program  I 
suggest  that  this  $4  million  may  be  the  best  investment  your  Subcommittee  can  make  to 
improve  health  and  reduce  health  care  costs. 

In  addition  to  the  infertility  prevention  program,  funding  for  the  CDC's  STD  programs 
supports  the  efforts  of  state  and  local  health  departments  and  community-based  organizations 
to  implement  prevention  strategies  that  are  responsive  to  this  continually  changing  epidemic. 
CDC  grants  to  States  support  essential  programs  such  as:  STD  clinics,  partner  notification, 
clinician  training,  education,  epidemiological  surveillance,  and  targeted  prevention  programs. 
For  these  grant  programs,  the  Coalition  to  Fight  Sexually  Transmitted  Diseases 
recommends  fiscal  year  1997  funding  of  $106.2  million,  an  increase  of  $11  million. 

STD  research  conducted  by  the  NIH  provides  our  public  health  system  with  the  tools  needed 
to  track  and  control  the  STD  epidemic.  Advances  are  being  made.  For  instance,  research 
recently  produced  a  new  reliable,  inexpensive,  non-intrusive  test  for  chlamydia,  as  well  as  a 
single-dose  cure.  Looking  forward,  the  National  Institute  of  Allergy  and  Infectious  Diseases 
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at  the  NIH  is  now  developing  topical  microbicides,  which  will  provide  a  simple  and  effective 
method  of  stopping  STDs  at  the  point  of  transmission.  The  Coalition  to  Fight  Sexually 
Transmitted  Diseases  recommends  fiscal  year  1997  funding  of  $75.5  million  for  the  STD 
Branch  of  the  NIAID.  Funding  at  this  level  will  allow  increased  research  into  the  role  of 
STD  treatment  in  HIV  prevention,  vaccines,  diagnostics,  and  testing  topical  microbicides. 

Mr  Chairman,  today  I  came  here  to  talk  with  you  about  STDs,  but  in  the  end  my  testimony 
has  really  focussed  on  cervical  cancer,  HIV/AIDS,  infertility,  and  sick  newborns.  An 
investment  in  Federal  STD  prevention  and  research  programs  will  yield  enormous  dividends 
in  ameliorating  these  problems.  Certainly,  STDs  are  too  costly  to  ignore. 

At  this  time,  I  would  like  to  introduce  Dr.  John  Toney,  the  Medical  Director  of  the 
HIV/STD/TB  Prevention  Training  Center  for  the  State  of  Florida,  and  Assistant  Professor  of 
Medicine  at  the  University  of  South  Florida  in  Tampa.  Dr.  Toney  is  an  expert  in  the  delivery 
of  STD  care,  and  he  has  extensive  personal  experience  in  the  effective  and  successful  use  of 
federal  STD  prevention  funds  at  the  state  level. 

Summary  of  Recommendations: 


FY  1996 


FY  1997  Recommendation 


CDC's  STD  Grant  Programs 


$95.2  million 


$106.2  million 


Infertility  Prevention  Grant  Program 


$13  million 


$17  million 


Total 


$108.2  million 


$123.2  million 


NIH  STD  Research 


$66  million 


$75.5  million 
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Testimony  of  Dr.  John  Toney 

Medical  Director,  Florida  HTV/STD/TB  Training  Center 
Assistant  Professor  of  Medicine,  University  of  South  Florida 

Thank  you,  Ms.  Clarke.  It  is  an  honor  for  me  to  appear  before  this  Subcommittee  to  discuss 
the  STD  problem  from  my  perspective  as  a  physician  and  director  of  the  STD  training  center 
in  Florida.  Those  of  us  who  administer  STD  programs  are  confronted  with  an  almost 
impossible  task:  we  must  combat  an  exploding  epidemic  of  sexually  transmitted  diseases 
with  far  less  relative  money  than  we  had  in  the  1940' s  and  the  monies  then  were  focussed  on 
only  one  STD~syphilis. 

I  would  like  to  focus  my  remarks  on  two  aspects  of  Ms.  Clarke's  funding  recommendations. 
Her  recommendation  includes  $2  million  to  improve  physician  training  in  the  diagnosis  and 
treatment  of  STDs  and  a  $3  million  increase  for  a  special  syphilis  initiative.  I  can  tell  you 
from  first-hand  experience  that  funds  appropriated  for  these  purposes  will  be  money 
extremely  well  spent. 

With  respect  to  the  medical  education  initiative,  I  can  relate  to  you  from  studies  that  I  have 
personally  undertaken  that  funding  is  desperately  needed  to  improve  physician  training  in 
STD  diagnosis  and  treatment.  A  survey  I  conducted  of  medical  students,  residents,  and 
trained  physicians  in  one  area  revealed  that  significant  numbers  of  physicians  and  physician 
trainees  do  not  know  the  correct  treatment  for  some  of  the  most  common  sexually  transmitted 
diseases.  In  my  survey,  only  66%  of  respondents  knew  the  "treatment  of  choice"  for  syphilis. 
Twenty  percent  did  not  know  the  correct  "treatment  of  choice"  for  chlamydia.  Fortunately,  in 
Florida,  we  have  established  an  STD  training  center  for  physicians  and  nurses.  Since  1988, 
we  have  trained  nearly  5,000  physicians  and  nurses  from  public  health  clinics  and  private 
practice  settings  in  the  iaiest  skills  for  the  diagnosis  and  treatment  of  STDs.  While  our 
program  has  been  effective,  it  should  merely  augment  prior  education.  Training  in  STD 
treatment  and  diagnosis  should  not  be  an  after  thought  in  a  physician's  education. 
Significantly  more  young  physicians  are  entering  "primary  care"  medicine  where  they  will  be 
the  first  to  encounter  patients  with  a  variety  of  STDS.  STD  training  needs  to  be  an 
emphasized,  vital  part  of  the  medical  school  curriculum.  The  funding  that  Ms.  Clarke 
proposes  would  enable  the  CDC  to  pursue  increased  training  at  the  medical  school  level. 

With  respect  to  syphilis,  we  in  Florida  have  had  all  too  much  tragic  experience.  Mr. 
Chairman,  it  is  a  disgrace  that  America  continues  to  struggle  with  periodic  epidemics  of 
syphilis  while  most  other  industrialized  nations  have  significantly  reduced  this  disease.  Those 
of  us  on  the  front  lines  of  public  health  know  what  to  do,  but  the  limiting  factor  is  money. 
Our  experience  in  Florida  demonstrates  this  clearly. 

In  the  mid-1980's,  Florida  experienced  an  outbreak  of  syphilis  surpassing  anything  we  had 
seen  in  the  past.  Well  ever  8,000  cases  of  infectious  syphilis  and  over  600  cases  of 
congenital  syphilis  in  newborn  infants  were  reported  annually  at  that  time.  Fortunately,  the 
CDC  recognized  this  public  health  emergency  and  provided  our  state  and  local  health 
departments  with  resources.  Additional  disease  intervention  specialists  were  detailed  to 
Florida,  and  additional  funding  enabled  us  to  intensify  prevention  and  treatment  programs. 
This  was  not  a  shot  in  the  dark.  We  all  knew  that  this  initiative  would  yield  results,  and  it 
has.  Since  the  inception  of  this  concerted  effort,  the  syphilis  rate  in  Florida  has  dropped 
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dramatically.  The  number  of  syphilis  infections  reported  in  1995  was  95%  lower  than  seven 
years  ago.  Congenital  syphilis  in  newborns  has  dropped  by  84%.  The  formula  in  our 
struggle  against  syphilis  has  been  local  expertise  matched  with  Federal  funding.  We  know,  in 
Florida,  what  needs  to  be  done,  but  without  the  infusion  of  Federal  dollars,  we  would  still  be 
struggling  with  astronomical  syphilis  rates. 

Let  me  emphasize  one  other  point:  America  is  a  mobile  society  with  people  moving  from 
state  to  state  daily,  and  STDs  do  not  stop  at  the  state  lines.  No  state  can  address  syphiiis  or 
any  other  STD  problem  if  the  epidemic  rages  on  in  the  states  that  surround  it.  If  you  look  at 
a  map  of  the  syphilis  epidemic,  it  runs  up  and  down  the  1-95  corridor  and  along  the 
Mississippi  river.  In  other  words,  as  individual  Members  of  Congress,  you  will  accomplish 
little  by  merely  extracting  a  larger  share  of  the  CDC's  STD  budget  for  your  state.  The 
budget  the  CDC  can  make  available  across  the  nation  must  grow  if  you  want  to  see  a  drop  in 
STDs  in  your  own  districts. 

Florida's  syphilis  problems,  while  reduced,  continues.  Even  with  our  declining  rates,  we  still 
saw  94  babies  born  in  Florida  last  year  with  syphilis.  That's  more  than  most  European 
countries  have  seen  in  the  past  decade!  Of  additional  concern,  as  Ms.  Clarke  outlined  for 
you,  is  the  risk  that  syphilis  poses  in  terms  of  HTV  transmission.  The  state  of  Florida  is 
bracing  for  the  increase  in  HIV/AIDS  among  adults,  adolescents  and  infants  that  we  anticipate 
as  a  result  of  our  recent  syphilis  epidemic. 

I  think  our  experience  in  Florida  demonstrates  to  you  the  wisdom  of  an  additional  CDC 
investment  in  syphilis  (and  other  STD)  prevention  and  treatment  as  Ms  'Jlarke  has 
recommended.  Please  use  our  effort  as  a  model  for  what  you  here  in  Congress  can  do  to 
address  this  public  health  emergency  and  international  stigma.  Much  work  needs  to  be  done: 
in  1994,  Mississippi  reported  over  4,500  cases  of  syphilis;  Illinois  reported  over  250  cases  of 
congenital  syphilis  in  newborns;  and  Baltimore  saw  an  83%  increase  in  syphilis  cases  just  last 
year.  As  someone  who  has  seen  the  impact  of  STDs  first-hand~the  sick  babies,  the 
HIV/ AIDS  infections  in  young  people— I  urge  you  to  provide  the  $123.2  million  that  Ms. 
Clarke  has  recommended  to  you. 

Thank  you  for  the  opportunity  to  relate  Florida's  experience  with  STDs  and  the  need  for 
additional  funding  to  address  these  problems  in  our  state  and  across  the  country.  Ms.  Clarke 
and  I  would  be  happy  to  respond  to  questions. 
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Reported  Cases  of  Infectious  Syphilis,  Congenita!  Syphilis, 
and  AIDS  in  Florida 
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Mr.  Porter,  Ms.  Clarke  and  Dr.  Toney,  thank  you  both  very 
much  for  your  excellent  testimony  in  this  very,  very  important 
area.  And  we  will  continue  to  do  the  best  we  can  to  provide  funding 
that  would  address  these  problems.  Thank  you  both  for  being  here. 


Tuesday,  February  27,  1996. 

WITNESS 

DAVID  MARSLAND,  M.D.,  ORGANIZATIONS  OF  ACADEMIC  FAMILY  MED- 
ICINE 

Mr.  Porter.  Next,  David  Marsland,  M.D.,  Chairman  of  the  De- 
partment of  Family  Practice,  Medical  College  of  Virginia,  testifying 
in  behalf  of  the  Organizations  of  Academic  Family  Medicine. 

Dr.  Marsland? 

Dr.  Marsland.  Mr.  Chairman  and  Congresswoman  Pelosi,  I  am 
here  today  representing  the  Organizations  of  Academic  Family 
Medicine  in  support  of  critical  funding  for  family  medicine  training 
programs  and  research.  I  thank  you  for  the  opportunity  to  testify. 

The  Academic  Family  Medicine  mission  is  to  produce  appropriate 
numbers  of  family  physicians  from  all  segments  of  our  society  to 
provide  primary  health  care  for  all  Americans,  to  have  the  best 
possible  education  programs  to  train  these  needed  physicians  and 
to  create  new  knowledge  to  provide  optimal  care  in  diverse  family 
practice  settings. 

Mr.  Chairman,  family  medicine  is  a  young  stepchild  of  the  aca- 
demic medical  training  family  compared  to  its  siblings  in  other  dis- 
ciplines. Why  is  this  the  case?  The  NIH  does  not  traditionally  sup- 
port ambulatory  practice  based  research.  Medicare  graduate  medi- 
cal education  funds  do  not  fund  training  in  ambulatory  settings, 
the  hallmark  of  family  medicine  training.  Practice  plan  revenues 
for  family  practice  departments  are  extremely  low  compared  to 
other  procedural  specialties. 

Where  does  this  leave  us?  Thanks  to  the  generosity  of  this  com- 
mittee, Section  747  of  Title  VII  has  provided  lifeline  funding  for 
family  medicine  departments  and  residency  programs  across  this 
country.  Two  recent  GAO  reports  stated  that  Title  VII  was  consid- 
ered important  in  the  creation  and  maintenance  of  family  medicine 
departments  and  divisions  in  medical  schools.  Students  who  attend 
schools  with  family  practice  departments  were  57  percent  more 
likely  to  pursue  primary  care.  Students  attending  medical  schools 
with  more  highly  funded  family  practice  departments  and  students 
attending  medical  schools  requiring  family  practice  clerkships  were 
18  percent  more  likely  to  pursue  primary  care. 

The  money  spent  on  Section  747  of  Title  VII  is  directly  targeted 
in  these  areas.  According  to  the  Division  of  Medicine  Data,  one,  the 
number  of  departments  of  family  medicine  has  increased  25  per- 
cent in  recent  years,  with  the  creation  of  eight  new  departments 
since  1992.  Two,  funds  available  for  predoctoral  clerkships  in  fam- 
ily medicine  helped  increase  family  medicine  clerkships  by  40  per- 
cent. You  should  know,  however,  that  50  schools  still  do  not  require 
them.  Three,  family  medicine  residency  training  programs  in- 
creased in  number  from  388  in  1990  to  450  in  January  of  this  year, 
the  largest  expansion  in  20  years. 
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Thus,  the  organizations  of  academic  family  medicine  support  the 
new  authorization  and  appropriated  level  of  $87  million  for  Section 
747,  family  medicine  training,  and  maintaining  its  separate  fund- 
ing from  other  health  professions  training  programs  within  a  con- 
solidated authorization. 

Why  is  a  continued  enhanced  Federal  role  necessary?  Managed 
care  organizations  are  preferentially  recruiting  family  physicians 
that  are  in  short  supply.  A  recent  national  survey  of  family  medi- 
cine departments  and  residency  programs  shows  that  nearly  500 
teaching  positions  were  unfilled  in  1994.  The  situation  is  worsen- 
ing. 

Yes,  family  physicians  are  preferentially  recruited  by  managed 
care.  But  this  just  exacerbates  the  shortage  in  academia  where  it 
is  difficult  to  recruit  competitively  with  the  private  market.  We  are 
currently  in  a  situation  where  student  interest  is  growing,  and 
straining  even  further  the  resources  of  the  faculty.  Given  that  fam- 
ily medicine  departments  average  only  12  faculty,  each  loss  to  the 
private  sector  is  critical. 

It  is  this  faculty  role  to  which  Section  747  is  crucial.  The  Federal 
partnership  with  family  medicine  has  been  critical  to  the  develop- 
ment of  academic  infrastructure  and  the  discipline  which  is  still  in 
its  early  stages.  Now  is  not  the  time  for  the  Federal  Government 
to  withdraw  this  much  needed  support. 

Finally,  a  primary  care  research  agenda  is  crucial.  In  addition  to 
family  medicine  training,  we  support  $25  million  in  funding  dedi- 
cated to  primary  care  research  within  the  Agency  for  Health  Care 
Policy  and  Research.  This  money  should  be  targeted  to  the  newly 
established  Center  for  Primary  Care  Research.  If  we  are  ever  to 
change  the  status  quo  in  this  country  and  examine  the  root  causes 
of  expensive  and  unnecessary  medical  care,  research  in  family  med- 
icine and  primary  care  is  essential.  A  center  for  such  research 
within  AHCPR,  with  dedicated  funding,  will  help  achieve  this  goal. 

Mr.  Chairman,  as  this  committee  critically  reviews  programs 
under  your  jurisdiction  for  their  cost  effectiveness  and  contribution 
to  the  national  good,  data  shows  that  Section  747  should  get  high 
marks.  It  works. 

Thank  you. 

[The  prepared  statement  follows:] 
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ORGANIZATIONS  OF  ACADEMIC  FAMILY  MEDICINE 

I SOCIETY  OF  TEACHERS  OF  FAMILY  MEDICINE 
ASSOCIATION  OF  DEPARTMENTS  OF  FAMILY  MEDICINE 
ASSOCIATION  OF  FAMILY  PRACTICE  RESIDENCY  DIRECTORS 
NORTH  AMERICAN  PRIMARY  CARE  RESEARCH  GROUP 


TESTIMONY  BEFORE  THE 
SUBCOMMITTEE  ON  LABOR/HHS, 
EDUCATION  AND  RELATED  AGENCIES 
HOUSE  COMMITTEE  ON  APPROPRIATIONS 

CONCERNING 

FAMILY  PRACTICE  TRAINING  PROGRAMS  AND  RESEARCH 


February  27,  1996 


Presented  by 

David  Marsland,  MD 
Chairman,  Department  of  Family  Practice 
Medical  College  of  Virginia 
Richmond,  Virginia 
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Mr.  Chairman,  I  am  David  Marsland,  MD,  Chairman  of  the  Department  of  Family  Practice  at  the 
Medical  College  of  Virginia,  and  President  of  the  Association  of  Departments  of  Family  Medicine. 
I  am  pleased  to  be  here  on  behalf  of  the  listed  academic  family  medicine  organizations  to  speak  in 
support  of  critical  funding  of  family  medicine  training  programs  and  research. 

Mr.  Chairman,  you  and  your  committee  have  been  extremely  supportive  of  family  medicine  training 
programs  in  the  past.  We  appreciate  how  difficult  this  past  year  has  been  for  the  committee  and 
thank  you  for  your  continued  support  of  our  training  programs.  We  know  the  FY97  appropriations 
process  will  be  just  as  difficult,  with  extremely  hard  choices.  We  ask  that  you  continue  to  value  the 
family  medicine  training  programs  under  Title  VII  as  federal  funds  targeted  where  they  can  do  the 
most  good.  I  am  here  today  because  we  believe  that  the  small  amount  of  funding  spent  on  Section 
747,  family  medicine  training,  of  Title  VQ  is  money  well  spent.  It  is  money  that  achieves  its  purpose 
-  the  production  of  generalist  physicians,  and  ones  who  serve  in  rural  and  urban  underserved  areas. 
Moreover,  this  funding  sows  the  seeds  for  a  more  cost-effective  utilization  of  health  care  dollars  in 
the  future. 

The  organizations  of  academic  family  medicine  ask  this  committee  to  support  these  programs  at  a 
new  authorized  and  appropriated  level  of  $87  million  for  Section  747,  family  medicine  training,  and 
maintaining  it  as  a  separate  authorization  from  other  health  professions  training  programs.  Section 
747  family  medicine  training  funds  are  used  to  help  develop  and  maintain  an  infrastructure  for  the 
production  of  family  physicians.  Funding  is  used  for  the  establishment  of  departments  of  family 
medicine  within  medical  schools,  the  development  of  third-year  clerkships  in  family  medicine  for 
medical  students,  the  training  of  family  practice  residents,  and  development  of  teaching  and  education 
skills  for  family  medicine  faculty. 

There  is  good  justification  for  this  funding  level.  Our  recommendation  would  provide  funds  for  60 
new  residency  training  programs,  15  new  departments,  51  additional  predoctoral  programs,  900  new 
faculty  and  a  number  of  collaborative  demonstration  projects.  This  recommendation  is  the  result  of 
a  strategic  plan  for  the  future  needs  of  family  medicine  developed  by  the  Academic  Family  Medicine 
Organizations,  which  is  represented  by  all  five  family  medicine  organizations.  At  the  very  least,  we 
require  the  current  FY95  levels  of  $46. 1  million  for  family  medicine  training  (within  a  combined 
authority  of  $279  million  for  all  health  professions  programs,  to  maintain  the  production  of  needed 
family  physicians. 

How  Do  We  Know  This  Title  VII  Money  Is  Well  Spent? 

Two  Government  Accounting  Office  (GAO),  reports  have  addressed  this  question.  A  July  1994 
report,  states  that  "the  programs  were  important  for  funding  innovative  projects  and  providing  "seed 
money"  for  starting  new  programs.  For  example,  Title  VII  was  considered  important  in  the  creation 
and  maintenance  of  family  medicine  departments  and  divisions  in  medical  schools..  ."(GAO/HEHS- 
94-164). 


1 


179 


The  GAO,  in  another,  more  recent  report,  states  in  October  1994,  that  "students  who  attended 
schools  with  family  practice  departments  were  57  percent  more  likely  to  pursue  primary  care."  In 
addition,  the  report  goes  on  to  say  that  "students  attending  medical  schools  with  more  highly  funded 
family  practice  departments  were  18  percent  more  likely  to  pursue  primary  care  and  students 
attending  schools  requiring  a  third-year  family  practice  clerkship  were  [also]  18  percent  more  likeiy 
to  pursue  primary  care."  The  money  spent  on  Section  747  of  Title  VII  is  directly  targeted  in  these 
areas.  (GAO/HEHS-95-9) 

Title  VTI  has  helped  build  much  needed  family  medicine  training  capacity  and  quality.  According  to 
Division  of  Medicine  data,  Title  VTI  grant  support  has  been  influential  in  the  following: 

•  The  number  of  Departments  of  Family  Medicine  has  increased  25  percent  from  88  in  1980 
to  110  in  1995.  A  funding  preference  for  new  departments  helped  establish  eight  new 
departments  since  1992. 

•  Funds  available  for  predoctoral  clerkships  in  family  medicine  helped  increase  family  medicine 
clerkships  by  40  percent  from  57  in  1990  to  80  in  1994.  There  are  still  approximately  fifty 
schools  without  required  third-year  clerkships. 

•  Family  practice  residency  training  programs  increased  in  number  from  388  in  1990  to  450  in 
January  of  this  year,  the  largest  expansion  in  twenty  years. 

Why  is  a  continued  and  enhanced  federal  role  necessary? 

Simply  put,  now  is  not  the  time  to  withdraw  life-line  funding  from  programs  that  are  successfully 
meeting  and  achieving  federal  policy  goals.  America  needs  family  physicians  preferentially  to  provide 
care  to  all  individuals,  from  cradle  to  grave,  in  all  areas  of  the  country,  in  a  cost-effective,  high-quality 
manner. 

There  is  a  tremendous  need  for  increased  production  of  family  physicians  and  other  generalist 
physicians  in  this  country.  Family  physicians  serve  in  rural  and  urban  underserved  areas  in  the  same 
proportion  as  the  population  which  no  other  specialty  does  and  serve  in  health  profession  shortage 
areas  and  community  and  migrant  health  centers  more  than  other  specialists.  Family  doctors  are 
especially  in  demand  in  those  sites  and  in  managed  care  organizations.  Family  physicians  also  provide 
the  most  cost-effective  care.  Medicare  data  (most  recent  available)  show  that  the  increased  presence 
of  family  physicians  in  a  population,  greatly  reduces  costs  and  mortality. 

Although  managed  care  organizations  are  preferentially  recruiting  family  physicians,  43  percent  of 
salaried,  and  29  percent  of  capitated  plans,  report  that  it  takes  almost  one  year  to  recruit  a  new 
primary  care  physician.  A  recent  national  survey  of  family  medicine  departments  and  residency 
programs  shows  that  nearly  500  positions  in  departments  of  family  medicine  and  family  medicine 
residency  programs  were  unfilled  in  1994,  and  that  an  additional  700  faculty  positions  will  be  created 
(but  not  necessarily  filled)  over  the  next  two  years.  (Fam.  Med.  1995;  27:  98-102). 
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Although  the  need  is  great,  the  federal  government  has  instituted  conflicting  incentives  that  have 
made  it  fiscally  difficult  to  develop  a  family  medicine  infrastructure.  Medicare  reimbursement  rates 
for  procedural  services,  Medicare  reimbursement  for  graduate  medical  education  in  a  hospital  setting, 
and  the  more  than  S10  billion  dollars  a  year  spent  on  NIH  research  all  serve  to  induce  the  academic 
medical  environment  to  greatly  produce  more  subspecialists  than  primary  care  physicians.  Given  the 
current  state  of  federal  incentives,  market  forces  alone  are  not  enough  to  bring  about  the  necessary 
changes  in  the  time-frame  needed.  There  is  ample  evidence  of  a  tremendous  unmet  need  for  family 
physicians  and  other  primary  care  physicians.  The  Physician  Payment  Review  Commission,  Council 
on  Graduate  Medical  Education,  American  Medical  Association  and  Association  of  American 
Medical  Colleges  ail  advocate  increasing  the  supply  of  generalist  physicians.  Now  is  not  the  time  to 
dilute,  or  diminish,  the  only  federal  program  designed  to  produce  more  family  physicians. 

The  medical  school  environment  is  not  a  level  playing  field.  Family  medicine  departments  and 
residencies  cannot  compete  successfully,  given  their  limited  resources,  and  limited  reimbursement 
potential.  Moreover,  there  remain  approximately  15  schools  without  departments  of  family  medicine 
and  nearly  50  schools  without  third  year  clerkships  in  family  medicine.  In  contrast,  internal  medicine 
and  pediatrics  departments  and  clerkships  are  found  in  all  schools.  Unlike  other  generalist  disciplines, 
exposure  and  training  in  family  medicine  is  not  yet  required  by  accrediting  bodies,  so  all  students  are 
not  yet  even  exposed  to  family  medicine  as  a  potential  career  choice. 

Family  medicine  has  not  yet  achieved  parity  with  other  primary  care  specialties  in  medicine  or 
academic  medicine.  An  average  department  of  internal  medicine  has  80  faculty.  The  average  pediatric 
department  has  greater  than  40  faculty.  Family  medicine  departments  average  only  12  faculty. 

Eighty  percent  of  family  practice  residency  programs  are  located  in  community  hospitals,  half  of 
which  have  no  other  specialty  residency.  This  is  a  key  reason  family  medicine  produces  physicians 
who  practice  in  all  areas  of  the  country,  but  also  one  of  the  reasons  there  is  not  a  great  deal  of  outside 
funding  available  to  these  programs.  This  is  especially  true  because  Medicare  does  not  reimburse 
hospitals  for  graduate  medical  education  (GME)  training  that  occurs  in  the  ambulatory  setting  —  the 
hallmark  of  family  medicine  residency  training.  Not  only  does  Medicare  GME  not  reimburse 
programs  for  such  training,  but  this  type  of  training  is  more  labor-intensive  and  more  expensive  than 
in-hospital  training. 

Yes,  family  physicians  are  preferentially  recruited  by  managed  care,  and  yes,  hospitals  and  medical 
schools  are  also  now,  heavily  recruiting  family  physicians,  but  there  is  a  tremendous  shortage  of 
family  physicians,  particularly  in  academia  where  it  is  difficult  to  recruit  competitively  with  the 
"market  forces"  that  are  finally  raising  salaries  for  primary  care  physicians  in  the  managed  care  sector. 
We  are  currently  in  a  situation  where  student  interest  is  growing,  at  both  the  predoctoral  and 
residency  levels,  constraining  even  further  the  resources  of  the  faculty  in  both  departments  and 
residency  programs. 

//  is  this  faculty  role  to  which  Section  747  is  crucial.  Family  medicine  training  funds  are  decisive 
in  providing  departments  and  residency  programs  with  the  minimum  funding  necessary  to  build  the 
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infrastructure  needed  to  produce  the  family  physicians  needed  to  meet  our  nation's  health  care 
needs.  The  federal  partnership  with  family  medicine  has  been  critical  to  the  development  of  the 
discipline,  which  is  still  in  its  early  stages.  Now  is  not  the  time  for  the  federal  government  to 
withdraw  this  much  needed  support. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH  (AHCPR) 

Also  of  concern  to  the  academic  family  medicine  community  is  funding  for  the  Agency  for  Health 
Care  Policy  and  Research  (AHCPR).  AHCPR's  mandate  specifies  clinical  practice  research  to 
include  primary  care  and  practice-oriented  research.  Research  funding  availability  is  an  important 
factor  in  increasing  the  number  of  physicians  going  into  primary  care  medicine. 

In  addition,  we  support  $25  million  in  funding  dedicated  to  primary  care  research  within  the 
Agency  for  Health  Care  Policy  and  Research.  This  money  should  be  targeted  to  the  newly 
established  Center  for  Primary  Care  Research.  This  supplemental  funding,  with  direction  from 
Congress,  will  urge  AHCPR  to  devote  increased  attention  to  primary  care  issues. 

It  is  estimated  that  less  than  $10  million  of  the  total  federal  investment  in  medical  research  is 
awarded  to  family  medicine  principal  investigators.  This  has  precluded  family  medicine 
researchers  from  developing  vigorous  investigational  programs  to  guide  family  physicians  and 
others  in  providing  primary  care.  Consequently,  while  our  country  has  invested  in  basic  medical 
science  research  through  NIH  programs,  there  has  been  little  support  to  answer  questions  of  major 
concern  to  family  physicians  or  to  develop  clinical  applications  from  new  basic  science  knowledge. 
As  a  consequence,  physicians  in  family  practice  or  other  primary  care  practice,  although  they 
provide  the  majority  of  care  to  the  American  people,  have  had  little  support  in  answering  research 
questions  arising  from  their  own  experience. 

Accordingly,  a  primary  care  research  agenda  is  crucial.  The  AHCPR  recently  committed  itself  to 
establishing  a  Center  for  Primary  Care  Research  within  the  agency.  Such  a  center,  if  adequately 
financed,  would  provide  new  tools  to  family  physicians  and  other  generalists  as  they  serve 
hundreds  of  millions  of  patients  each  year.  The  agenda  would  include  research  to  improve 
diagnostic  accuracy  and  streamline  the  diagnostic  process  while  at  the  same  time  reducing 
inappropriate  use  of  expensive,  unnecessary  or  potentially  dangerous  medical  tests.  Such  research 
also  would  help  primary  care  providers  and  subspecialists  to  better  coordinate  their  efforts  to 
provide  a  continuum  of  care  to  those  patients  with  serious  medical  problems.  Finally,  much  of 
primary  care  research  focuses  on  the  development  and  assessment  of  protocols  of  care  that  are 
intended  to  make  the  best  use  of  this  country's  strained  health  care  dollars. 

Although  a  bit  simplistic,  one  can  look  at  primary  care  research  as  research  into  the  best  ways  to 
implement  the  successes  of  biomedical  research.  In  other  words,  how  do  we  put  the  critical 
information  derived  from  biomedical  research  to  use  in  the  population.  This  mandate  to  the 
agency  has  given  hope  that  much  needed  primary  care  research  would  receive  federal  attention  and 
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support  and  be  able  to  provide  the  nation  with  a  great  deal  of  information  to  help  control  costs  of 
health  care  and  improve,  or  reduce,  morbidity  and  mortality.  If  we  are  ever  to  change  the  status 
quo  in  this  country  and  examine  the  root  causes  of  expensive  and  unnecessary  medical  care, 
research  in  family  medicine  and  primary  care  is  essential.  This  research  has  no  home  elsewhere  in 
the  federal  government.  We  implore  you  to  recognize  the  need  for  such  a  home  and  support  the 
Center  for  Primary  Care  Research  with  dedicated  funding  within  AHCPR. 

RECOMMENDATIONS  FOR  FAMILY  MEDICINE  TRAINING  AND  RESEARCH 

The  Organizations  of  Academic  Family  Medicine  have  three  main  recommendations  for  the  FY97 
Labor/HHS  Appropriations  bill.  They  are  as  follows: 

•  We  ask  that  you  continue  your  support  for  family  medicine  training,  and  bring  the 
appropriations  level  for  section  747  up  to  $87  million  for  FY  1997. 

•  We  ask  the  committee  to  express,  in  its  report,  the  need  for  designated  funding  for  family 
medicine  training  programs,  even  in  light  of  a  single  authorization  for  primary  care  training 
programs. 

•  In  order  to  support  critical  practice-oriented  primary  care  research  we  are  asking  that  an 
additional  $25  million  be  targeted  to  the  new  Center  for  Primary  Care  Research  at  the 
Agency  for  Health  Care  Policy  and  Research. 
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Mr.  Porter.  Dr.  Marsland,  I  thought  I  had  heard  earlier  Dr. 
Harr  say  that  there  were  1,300  teaching  positions  that  had  gone 
unfilled.  And  didn't  you  say  500  a  minute  ago? 

Dr.  Marsland.  Yes,  I  did,  sir. 

Mr.  Porter.  Did  you  say  1,300? 

Dr.  Harr.  It  is  estimated  in  the  next  two  years,  given  the  num- 
ber of  new  residency  training  programs  and  the  current  develop- 
ment, and  the  attrition  of  current  professors  to  private  practice, 
that  the  number  of  new  practitioners  will  be  

Mr.  Porter.  I  see.  So  yours  is  a  current  figure  and  yours  is  an 
estimated  future  figure  as  a  result  of  what's  happening  in  the  field? 

Dr.  Marsland.  Yes,  sir. 

Mr.  Porter.  We  felt  in  consolidating  the  health  professions  line 
item  that  actually  this  would  work  out  better  for  you.  In  other 
words,  the  money  could  be  placed  where  the  need  is  the  greatest. 
And  if  the  need  is  the  greatest  where  family  practice  physicians  are 
concerned,  then  the  Administration  has  discretion  to  put  more 
money  there  and  less  in  other  areas  where  the  need  may  be  less 
great. 

I  hear  from  what  you  both  said  that  you  don't  like  that.  You'd 
rather  have  a  separate  line  with  a  specific  number  then  you  would 
have  discretion  in  the  Administration  to  put  money  where  the 
needs  are  the  greatest. 

Dr.  Marsland.  I've  had  a  lot  of  experience  in  this  regard,  sir, 
back  home  in  Richmond  we  have  a  Robert  Wood  Johnson  General- 
ist  Initiative  that  we  are  doing  collaboratively  with  medicine  and 
pediatrics.  We  are  working  towards  working  on  it  together,  but 
these  funds  are  absolutely  essential  for  the  integrity  of  the  depart- 
ments on  the  long  haul.  And  for  our  department  back  in  Richmond 
it  has  meant  that  we  have  been  able  to  train  691  family  physicians 
in  25  years,  40  percent  of  whom  are  practicing  in  underserved  or 
rural  settings. 

Mr.  Porter.  No,  I'm  not  disputing  the  need.  I'm  simply  saying 
that  with  a  consolidated  line  item,  in  the  1996  appropriation  that 
the  Administration  then  can  put  more  money  into  the  account  than 
was  originally  asked  for,  if  the  need  is  greater  there  as  opposed  to 
other  areas  of  the  health  professions. 

Dr.  Marsland.  I  see. 

Mr.  Porter.  It  doesn't  resolve  the  issue  as  far  as  you're  con- 
cerned, because  Congress  hasn't  made  the  final  decision.  You  have 
to  make  your  case,  then,  to  the  Administration.  But  we  think  that 
with  needs  being  perhaps  greater  in  your  area,  let's  say,  than  some 
others,  that  you  might  well  end  up  with  more  funding. 

Dr.  Marsland.  It  would  be  helpful,  sir,  because  we're  trying  to 
meet  the  public  need. 

Mr.  Porter.  Thank  you  very  much,  Dr.  Marsland. 

Dr.  Marsland.  Thank  you. 
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Tuesday,  February  27,  1996. 

WITNESS 

HARVEY  FRIEDMAN,  BLUE  CROSS  AND  BLUE  SHIELD  ASSOCIATION 

Mr.  Porter.  Our  final  witness  for  the  afternoon  session  is  Har- 
vey Friedman,  the  Vice  President  of  Medicare  Administration  for 
Blue  Cross  and  Blue  Shield. 

Mr.  Friedman? 

Mr.  Friedman.  Last  but  not  least,  I  hope,  Mr.  Chairman. 
Mr.  Porter.  Last  but  not  least,  right. 

Mr.  Friedman.  Good  afternoon.  I  am  Harvey  Friedman,  Vice 
President  of  Medicare  Administration  for  the  Blue  Cross  and  Blue 
Shield  Association,  the  organization  representing  66  Blue  Cross 
and  Blue  Shield  plans  throughout  the  Nation. 

We  appreciate  the  opportunity  to  testify  on  the  fiscal  year  1997 
budget  for  Medicare  fiscal  intermediaries  and  carriers,  otherwise 
known  as  Medicare  contractors.  Mr.  Chairman,  my  full  testimony 
has  been  given  to  the  committee  for  its  consideration.  I  would  like 
at  this  time  to  make  a  brief  statement.  I  make  my  remarks  based 
on  more  than  30  years  of  personal  operational  involvement  with 
the  Medicare  program. 

As  contractors,  Blue  Cross  and  Blue  Shield  plans  currently  per- 
form the  full  spectrum  of  services  for  claims  processing,  beneficiary 
and  provider  services,  and  all  program  safeguards,  such  as  medical 
review,  fraud  detection  and  provider  audit.  There  have  been  nu- 
merous difficulties  over  the  years  for  the  contracting  community, 
mostly  dealing  with  either  funding  or  change. 

The  year  ahead  will  be  especially  uncertain  and  unpredictable. 
To  begin  with,  we  are  speaking  today  about  the  fiscal  year  1997 
budget,  without  having  yet  reached  a  Congressional  consensus  on 
this  year's  budget.  Also,  there  is  legislation  pending  before  Con- 
gress which  would  significantly  change  the  way  contractors  per- 
form their  Medicare  functions,  largely  by  introducing  new  contract- 
ing entities  and  unnecessarily  fragmenting  those  efforts. 

On  the  administrative  side,  in  1997,  HCFA  will  be  introducing 
its  new  Medicare  transaction  system,  an  ambitious,  complex  and 
precarious  undertaking,  which  will  produce  risk  as  well  as  promise 
improvement. 

Finally,  and  importantly,  Congress  is  debating  the  future  of  the 
entire  Medicare  program.  Clearly,  Medicare  needs  reform.  More 
beneficiary  choices,  more  managed  care,  greater  control  over  pro- 
gram expenditures.  The  Blue  Cross  and  Blue  Shield  plans  are  also 
active  supporters  of  managed  care,  and  active  participants  in  pro- 
viding managed  care  to  the  elderly.  However,  while  Congress  con- 
siders new  directions  for  the  delivery  of  Medicare  benefits,  let  us 
not  forget  the  current  traditional  fee  for  service  program.  Even  the 
most  ambitious  estimates  for  managed  care  growth  would  leave  20 
million  beneficiaries  still  in  fee  for  service  programs  in  the  year 
2000. 

In  the  absence  of  a  specific  administration  budget  proposal  to 
comment  on  at  this  time,  I  would  simply  urge  the  subcommittee  to 
consider  the  two  factors  that  have  had  the  greatest  effect  on  the 
adequacy  of  funding  for  contractors.  These  factors  are  the  growth 
in  the  Medicare  eligible  population  and  inflation.  Just  to  keep  pace 
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with  inflation  and  the  increasing  work  load,  contractors  would  need 
an  increase  of  $120  million  next  year. 

For  the  past  several  years,  Medicare  claims  volume  has  grown 
about  three  times  faster  than  the  funds  allocated  to  process  them. 
Fortunately,  there  have  been  opportunities  for  gaining  cost  effi- 
ciencies, largely  by  the  increased  receipt  of  electronically  received 
claims.  Such  opportunities,  however,  are  rapidly  reaching  diminish- 
ing returns. 

As  for  payment  safeguards,  we  support  current  proposals  to  sta- 
bilize these  essential  functions  by  moving  budget  dollars  into  the 
mandatory  spending  categories.  We  would  hope  that  this  can  be 
done  without  jeopardizing  the  remaining  funding  allocations  or  con- 
tracting relationships. 

In  conclusion,  Mr.  Chairman,  we  look  forward  to  working  with 
you  this  year  to  maintain  Medicare's  high  level  of  service  to  its 
beneficiaries  while  improving  the  efficiency  of  its  operations,  com- 
mitments we  know  we  share  with  members  of  this  subcommittee. 
We  will,  of  course,  provide  the  subcommittee  with  our  specific  rec- 
ommendations on  contractor  funding  after  we  have  seen  and  had 
an  opportunity  to  analyze  the  President's  budget  request  for  1997. 

Thank  you.  I  would  be  pleased  to  answer  any  questions. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee,  I  am  Harvey  Friedman,  Vice  President  of 
Medicare  Administration  for  the  Blue  Cross  and  Blue  Shield  Association,  the  organization 
representing  66  Blue  Cross  and  Blue  Shield  member  Plans  throughout  the  nation. 

I  appreciate  the  opportunity  to  testify  before  the  subcommittee  on  the  fiscal  year  1997 
budget  for  Medicare  fiscal  intermediaries  and  carriers,  also  known  as  Medicare  contractors. 

The  Year  Ahead 

The  Blue  Cross  and  Blue  Shield  Plans  applaud  your  efforts  to  restructure  the  nation's 
largest  health  care  program.  With  Medicare  spending  projected  to  reach  $190  billion  in 
fiscal  year  1996,  few  challenges  facing  the  federal  government  could  be  more  important 
than  developing  and  implementing  a  comprehensive  strategy  to  bring  sound  management  to 
a  program  that  millions  of  elderly  and  disabled  people  depend  upon. 

In  the  year  ahead,  Medicare  contractors  are  certain  to  face  some  of  their  greatest 
challenges.  With  the  growth  in  the  Medicare  population  and  a  rise  in  inflation,  there  will  be 
an  increased  strain  on  resources  available  to  Medicare  contractors  to  perform  their 
responsibilities.  If  adequate  funding  is  not  made  available,  Medicare  contractors  will  not 
have  the  resources  for  many  activities  that  would  save  the  federal  government  money. 
When  every  dollar  counts,  it  is  not  prudent  to  cut  funding  for  activities  that  yield  a  high 
return  on  the  investment.  We  estimate  that  an  increase  of  $120  million  over  the  fiscal  year 
1996  appropriations  will  be  required  to  meet  the  expected  rise  in  inflation  and  increase  in 
claims  volume. 

In  administering  the  Medicare  program,  Blue  Cross  and  Blue  Shield  Plans  have  historically 
played  a  critical  role  in  the  successful  partnership  between  private  industry  and 
government.  As  the  nation's  largest  system  of  Medicare  contractors,  Blue  Cross  and  Blue 
Shield  Plans  process  90  percent  of  the  claims  from  hospitals  and  institutional  providers  and 
65  percent  of  the  claims  from  physicians  and  other  health  care  practitioners.  We  have 
become  leaders  in  electronic  billing;  we  continue  to  adapt  quickly  to  legislative  changes  in 
the  program  and  remain  committed  to  restructuring  Medicare  to  make  it  better  for  the 
beneficiaries  we  serve. 

For  the  past  several  years,  Medicare  claims  volume  has  grown  almost  three  times  faster 
than  the  funds  available  to  manage  the  incoming  workload  and  to  ensure  that  only  proper 
payments  are  made.  Adequate  funding  to  handle  Medicare's  constantly  increasing 
workload  is  needed  to  maintain  quality  service  to  Medicare  beneficiaries  and  providers,  to 
pay  claims  within  the  time  frames  established  by  Congress,  and  to  prevent  fraud,  abuse,  and 
overpayments. 
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Mr.  Chairman,  we  will  provide  the  subcommittee  with  our  specific  recommendations  on 
funding  for  Medicare's  administrative  responsibilities  after  we  have  completed  an  analysis 
of  the  President's  budget  for  fiscal  year  1997.  Today,  I  would  like  to  describe  to  you  the 
activities  of  Medicare  contractors  and  discuss  the  impact  funding  gaps  have  on  contractor's 
abilities  to  insure  that  Medicare's  resources  are  appropriately  used. 

The  Responsibilities  of  Medicare  contractors 

Medicare  contractors  are  the  organizations  that  the  government  relies  on  to  handle  a  broad 
range  of  responsibilities  to  serve  Medicare  beneficiaries  and  health  care  providers, 
including: 

•  Payment  of  an  estimated  822  million  claims  a  year,  more  than  3  million  every  working 

day; 

•  Preventing  wrongful  payments  or  payments  for  services  not  covered  or  considered 
appropriate  by  Medicare; 

•  Responding  to  over  40  million  telephone  and  written  inquiries  to  Medicare  from  those 
it  services;  and 

•  Implementing  the  legislative  and  regulatory  changes  in  the  program  approved  by 
Congress  and  the  Health  Care  Financing  Administration  (HCFA). 

The  General  Accounting  Office  (GAO)  has  often  reiterated  the  importance  of  these 
responsibilities  testifying  last  year  that  "cutting  administrative  costs  in  entitlement  programs 
—  specifically,  cutting  that  portion  used  to  safeguard  a  program  against  fraud,  overcharges, 
and  abuse  —  can  be  penny- wise  but  pound  foolish."  Ensuring  adequate  funding  for 
Medicare  program  safeguard  activities  is  an  investment  with  proven  results.  In  fact,  over 
the  past  three  years,  GAO  has  testified  that  insufficient  resources  are  currently  dedicated  to 
these  activities. 

Mr.  Chairman,  you  have  been  a  champion  of  these  concerns,  helping  to  ensure  adequate 
funding  for  payment  safeguard  activities.  Your  leadership  has  helped  to  reverse  a 
disturbing  trend  of  inadequate  funding  over  many  years  for  these  vital  front  line  Medicare 
contractor  activities. 

Claims  Processing 

In  fiscal  year  1996,  Medicare  will  process  822  million  claims  on  behalf  of  the  program's  37 
million  beneficiaries  at  a  processing  cost  of  about  $890  million.  Over  the  past  five  years, 
receipt  of  Medicare  claims  has  increased  on  average  by  8  percent  annually;  while  the 
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funding  to  process  those  claims  has  increased  by  only  3  percent.  If  the  fiscal  year  1997 
claims  volume  keeps  pace  with  last  year's  rate,  we  estimate  that  Medicare  contractors  will 
process  about  865  million  claims  or  more  than  3  million  claims  every  working  day. 


Contractor  Funding  vs  Claims  Volume 


Contractors  have  been  able  to  cope  with  the  difference  between  available  funding  and 
claims  workload  increases,  due  in  large  part  to  the  gains  made  by  processing  claims 
electronically.  Claims  submitted  electronically,  instead  of  by  paper,  can  be  handled  more 
efficiently  and  can  save  administrative  dollars.  While  further  efficiency  gains  can  still  be 
achieved,  we  expect  that  they  will  result  in  fewer  savings  because  a  large  number  of  health 
care  providers,  especially  hospitals,  have  already  made  the  shift  to  computerized  Medicare 
billing. 

Claims  processing  activities  represent  the  largest  portion  of  the  Medicare  contractor 
budget.  Adequate  funding  for  these  responsibilities  is  essential  to  avoid  backlogs  and 
delays  for  funds  owed  to  Medicare  beneficiaries  and  health  care  providers.  Because  of 
Medicare's  size  and  the  importance  of  timely  payments  to  millions  of  individuals  each  day, 
it  is  critical  that  claims  processing  activities  operate  smoothly  throughout  the  year. 

Contractors  are  also  responsible  for  customer  service.  The  constant  changes  made  to  the 
Medicare  program,  both  legislative  and  administrative,  necessitate  that  contractors  quickly 
give  consistent  and  accurate  information  to  beneficiaries  and  providers.  In  fiscal  year  1996, 
contractors  will  receive  approximately  40  million  inquiries  by  telephone,  in  writing  or 
through  direct  contact.  Maintaining  beneficiary  and  provider  services  helps  to  reduce 
unnecessary  and  wasteful  spending  of  benefit  dollars.  For  example,  contractor  toll-free 
telephone  lines  are  an  especially  important  way  for  beneficiaries  to  communicate  their 
identification  of  potential  fraud  in  the  system. 
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Payment  Safeguards 

Payment  safeguard  activities  are  an  essential  element  of  managing  health  care  costs  and 
ensuring  that  every  Medicare  dollar  is  spent  prudently  and  properly.  Payment  safeguard 
activities  include:  medical  review  of  claims  to  determine  medical  necessity,  audit  of 
provider  cost  reports,  assurance  that  Medicare  acts  as  a  secondary  payer  when  a 
beneficiary  has  primary  coverage  through  private  insurance  or  an  employer-sponsored 
health  plan,  and  detection  and  deterrence  of  fraud  and  abuse  in  Medicare. 

Medicare's  payment  safeguard  program  is  one  of  the  best  investments  made  by  the 
government  in  the  sound  management  of  the  Medicare  program.  However,  insufficient 
funding  for  these  important  activities  relative  to  the  growing  number  of  Medicare  claims, 
has  forced  the  Administration  to  lower  the  proportion  of  claims  that  contractors  must 
review.  For  example,  to  save  administrative  dollars  and  meet  the  discretionary  budget 
caps,  the  Administration  instructed  carriers  to  review  4.6%  of  all  claims  in  fiscal  year  1995, 
down  from  9  percent  in  fiscal  year  1993,  and  20  percent  in  fiscal  year  1989.  In  1996, 
HCFA  has  set  no  minimum  percentage  of  claims  for  the  contractors  to  review.  This 
decrease  in  claims  reviewed  sends  a  signal  that  detecting  Medicare  waste  and 
overpayments  is  not  a  priority,  increasing  the  potential  risk  for  fraud  in  the  program. 


Percentage  of  Claims  Reviewed  for  Medical  Necessity 


1989  1993  1995  1996 


According  to  a  recent  GAO  report1,  the  lack  of  contractor  resources  has  lead  to  curtailed 
or  discontinued  reviews  of  certain  medical  services,  even  when  there  was  evidence  of 
widespread  billing  abuse  and  potential  for  significant  savings.  GAO  recently  visited  a 
contractor  that  had  reduced  or  suspended  the  use  of  five  electronic  screens  because  the 
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volume  of  claims  generated  overwhelmed  the  claims  review  staff.  These  reviews  had 
previously  resulted  in  the  denial  of  claims,  saving  about  $4  million  over  a  three  month 
period. 

The  funding  problem  is  compounded  because  Medicare  law  requires  that  claims  are  paid 
within  strict  time  periods  while  the  programs  that  prevent  erroneous  payments  are  not 
mandated.  The  result,  as  GAO  has  concluded,  is  that  reduced  funding  for  Medicare 
contractors  has  forced  a  concentration  of  resources  on  the  effort  to  pay  claims  quickly, 
often  at  the  expense  of  adequate  funding  for  the  review  activities  to  ensure  the  accuracy 
and  appropriateness  of  payments. 

In  addition,  payment  safeguard  activities  are  extremely  sensitive  to  funding  level  variations 
from  year  to  year.  Funding  cuts  one  year,  followed  by  more  adequate  funding  the  next 
year,  results  in  the  loss  of  experienced  and  trained  staff  —  at  very  high  costs  to  the 
program.  According  to  the  Congressional  Budget  Office,  because  of  funding  instability, 
"HCFA  has  found  it  difficult  to  invest  in  developing  strategies  to  control  fraud  and  abuse, 
nor  have  Medicare  contractors  had  much  incentive  to  hire  and  train  qualified  auditors  and 
investigators." 

Both  the  GAO  and  the  Administration  have  recommended  consistent  and  adequate  funding 
of  these  critical  functions  to  protect  Medicare  from  improper  payments.  Payment 
safeguard  activities  have  been  consistently  cost-effective  and  should  be  considered  an 
essential  element  of  the  Federal  government's  efforts  to  restrain  unnecessary  health  care 
spending.  Strong  payment  integrity  programs  operated  by  Medicare  should  be  considered 
the  first  priority  in  any  effective  cost  control  strategy. 

Medicare  Transaction  System 

Starting  at  an  already  impressive  performance  level  and  standard  of  efficiency,  the 
Medicare  contractors,  in  partnership  with  HCFA,  continue  to  work  to  improve  the 
administration  of  the  Medicare  program. 

To  promote  further  efficiencies  in  the  program,  HCFA  is  developing  a  new  claims 
processing  system  for  Medicare.  The  new  system,  the  Medicare  Transaction  System 
(MTS),  would  consolidate  all  claims  processing  functions  into  a  single  processing  system 
run  at  two  or  three  operating  sites.  MTS  would  allow  for  more  uniform  claims  processing 
and  would  afford  the  potential  for  certain  economies  of  scales.  Once  MTS  is  operational, 
HCFA  expects  to  achieve  better  program  management;  enhance  the  ability  to  deter  waste, 
fraud  and  abuse,  and  improve  service  to  beneficiaries,  physicians,  hospitals,  and  other 
providers.  MTS  is  expected  to  be  completed  in  1999. 
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Blue  Cross  and  Blue  Shield  contractors  are  supporting  and  assisting  HCFA  in  the 
development  of  and  transition  to  MTS  by  means  of  furnishing  informed  and  expert 
personnel;  all  in  order  to  maintain  an  environment  dedicated  to  the  delivery  of  cost 
effective,  quality  products  and  customer  service.  We  will  continue  to  strive  to  work  in 
partnership  with  HCFA  to  develop  and  deliver  a  high  quality  system  to  meet  the  demands 
of  the  future  Medicare  environment  and  HCFA  administration. 

Conclusion 

As  budgets  become  tighter,  and  appropriations  are  focused  on  the  cost-effectiveness  of 
each  and  every  dollar  spent  on  Federal  programs,  we  believe  that  Congress  will  find  that 
funding  for  Medicare  administration  is  well  spent.  Medicare  contractors  work  diligently 
and  efficiently  to  fulfill  their  responsibilities  to  pay  claims,  provide  customer  service  and 
eliminate  unnecessary  spending  by  the  government  through  the  detection  and  deterrence  of 
fraud  and  abuse.  Strong  and  effective  management  of  Medicare  is  crucial.  Funding  for 
Medicare  contractors  to  manage  Medicare's  projected  $190  billion  budget  must  keep  pace 
with  the  growing  claims  workload. 

We  look  forward  to  working  with  you  this  year  to  maintain  Medicare's  high  level  of  service 
to  its  beneficiaries,  while  improving  the  efficiency  of  its  operations  ~  commitments  we 
know  that  we  share  with  all  the  members  of  this  subcommittee. 
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Mr.  Porter.  Mr.  Friedman,  I'm  not  sure  I  heard  you  correctly. 
You  didn't  say  that  we're  looking  at  funding  for  fiscal  1997  without 
having  finalized  fiscal  year  1996,  did  you? 

Mr.  Friedman.  On  the  Medicare  side,  there  has  been  a  stream- 
lined budget  appropriation.  And  we  consider  ourselves  as  contrac- 
tors rather  fortunate  that  level  is  

Mr.  Porter.  Yes,  you're  completed,  right. 

Mr.  Friedman.  We  are  completed.  And  that  level  of  funding  is 
slightly  less  but  very  close  to  the  fiscal  year  1995  funding. 

Mr.  Porter.  Right.  So  at  least  we  know  where  we  stand  for  fiscal 
year  1996.  We  do  not  yet,  of  course,  have  the  President's  figures 
for  1997. 

Mr.  Friedman.  Right. 

Mr.  Porter.  But  we  will  await  those,  and  then  be  prepared  to 
mark  up. 

I  would  say  to  all  the  witnesses,  as  I  said  this  morning,  that 
we're  very  certain  that  we  will  be  marking  up  the  bill  this  year, 
at  least,  in  a  very  timely  fashion,  and  getting  all  of  the  bills  out 
of  the  House  according  to  the  House  rules  and  meeting  our  time 
deadlines  in  every  case.  There  will  be  a  great  deal  of  pressure  on 
the  process  to  move  very  quickly.  And  we're  going  to  complete  our 
hearings  by  early  May,  probably  mark  up  shortly  after  that  and  get 
the  bills  sent  over  to  the  Senate. 

We  in  the  House  always  believe  that  the  time  problems  are  al- 
ways over  in  the  Senate.  [Laughter.] 

But  we  want  to  make  sure  that  they  are  this  year,  if  they're 
going  to  have  problems. 

So  let  me  thank  all  of  the  witnesses  for  testifying  this  afternoon. 
We  very  much  appreciate  your  advice. 

The  subcommittee  stands  in  recess  until  10  a.m.  tomorrow. 


Wednesday,  February  28,  1996. 


WITNESS 

JOHN  CAMPBELL,  NATIONAL  COALITION  FOR  CANCER  SURVIVORSHIP 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

This  is  a  continuation  of  the  public  witness  hearings  for  the  Sub- 
committee on  Labor,  Health  and  Human  Services,  and  Education 
of  the  Appropriations  Committee. 

We  begin  with  John  Campbell,  representing  the  National  Coali- 
tion for  Cancer  Survivorship. 

Mr.  Campbell? 

Mr.  Campbell.  Thank  you,  Mr.  Chairman  and  the  rest  of  the 
subcommittee.  My  name  is  John  Campbell.  I  am  here  representing 
the  National  Coalition  for  Cancer  Survivorship. 

NCCS  is  the  largest  national  grass-roots  organization  represent- 
ing people  with  all  types  of  cancer.  Our  members  include  thousands 
of  individuals  with  cancer,  and  their  family  members;  most  of  the 
Nation's  leading  Cancer  Centers;  individual  health  care  providers 
and  hospitals;  cancer  professionals;  and  support  and  advocacy  orga- 
nizations. I  am  also  a  member  of  US  TOO  International  and  serve 
as  its  communications  counsel.  US  TOO,  which  is  headquartered  in 
Illinois,  is  the  world's  largest  network  of  prostate  cancer  survivors 
and  support  groups. 

I  am  speaking  to  you  today  as  both  a  cancer  survivor,  and  on  be- 
half of  NCCS.  I  was  diagnosed  with  prostate  cancer  in  the  fall  of 
1993,  and  less  than  a  year  later  underwent  treatment.  For  me,  as 
well  as  the  eight  million  other  Americans  living  with  a  diagnosis 
of  cancer  and  the  over  a  million  more  that  will  be  diagnosed  this 
year  alone,  the  Nation's  ongoing  commitment  to  biomedical  re- 
search is  absolutely  critical.  Our  very  survival  and  quality  of  life 
depend  on  the  work  of  a  strong  National  Institutes  of  Health  and 
the  National  Cancer  Institute. 

NCCS  is  pleased  to  have  the  opportunity  to  share  our  views  con- 
cerning this  issue  with  the  subcommittee.  We  are  particularly 
grateful  to  Chairman  Porter  for  his  unswerving  commitment  to  bio- 
medical research.  Without  his  steadfast  leadership,  NIH  never 
would  have  received  the  needed  increase  in  funding  that  Congress 
allocated  this  past  year.  Mr.  Chairman,  you  have  been  a  true 
champion  for  those  of  us  battling  cancer  and  other  serious  diseases. 

We  realize  that  Congress  and  the  rest  of  the  country  face  ex- 
tremely difficult  choices  in  trying  to  balance  the  Federal  budget. 
However,  biomedical  research  and  the  health  of  the  American  pub- 
lic should  not  fall  prey  to  the  budget  ax.  Together,  Congress  and 
the  entire  patient  and  medical  community  must  continue  to  fight 
for  increased  funding  for  biomedical  research. 

Such  research  is  progressing  at  a  rapid  rate.  Practically  every 
day  we  learn  of  new  discoveries  in  the  treatment,  prevention  and 
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causes  of  cancer.  Some  of  the  most  exciting  recent  advances  have 
occurred  in  the  area  of  genetics.  Researchers  have  identified  indi- 
vidual genes  directly  linked  to  an  increased  incidence  of  a  number 
of  cancers,  including  breast  and  prostate.  Much  of  this  progress 
would  not  have  been  achieved  yet  were  it  not  for  the  important 
work  being  done  at  NCI  and  the  National  Center  for  Human  Ge- 
nome Research. 

Research  advances  translate  into  improved  survival  and  quality 
of  life  for  people  with  cancer.  Cancer  research  has  contributed  to 
the  dramatic  improvement  in  survival  rates  for  children  with  leu- 
kemia, from  4  percent  in  1960  to  73  percent  survival  last  year.  Re- 
cently, research  has  also  helped  to  reduce  the  mortality  rate  from 
breast  cancer  in  American  women.  If  the  United  States  is  to  con- 
tinue seeing  similar  benefits  of  research,  we  must  provide  NIH  and 
NCI  with  ample  funding.  Therefore,  NCCS  urges  Congress  to  in- 
crease funding  for  NIH  by  6.5  percent.  This  modest  increase  will 
help  ensure  that  the  United  States  does  not  lose  ground  in  its  fight 
against  cancer. 

The  budget  for  NCI  and  NIH  should  include  appropriate  funding 
for  basic,  translational  and  clinical  research.  A  balanced  research 
agenda  will  guarantee  that  advances  made  in  the  laboratory  are 
translated  into  better  patient  care. 

In  order  to  achieve  the  appropriate  balance  between  basic  and 
clinical  research,  a  patient-oriented  research  study  section  should 
be  established.  A  clinical  research  study  section  has  been  widely 
recommended  in  the  past,  and  these  recommendations  have  ac- 
knowledged the  historic  disadvantage  that  patient-oriented  re- 
search grants  have  experienced  in  comparison  to  grants  for  basic 
laboratory  science. 

Behavioral  research  should  be  an  integral  part  of  the  Nation's  re- 
search agenda.  Research  is  needed  not  only  regarding  the  preven- 
tion and  treatment  of  cancer,  but  of  the  needs  and  concerns  of  peo- 
ple with  cancer  following  their  diagnosis.  In  particular,  there 
should  be  increased  study  of  behavioral  interventions  and  treat- 
ments that  may  enhance  the  efficacy  of  traditional  cancer  thera- 
pies. Such  studies  should  be  incorporated  into  more  of  our  clinical 
research. 

Behavioral  research  can  lead  to  significant  improvements  in  sur- 
vival rates  and  quality  of  life.  The  100,000  men  with  prostate  can- 
cer who  participate  in  US  TOO  support  groups  can  also  testify  to 
the  value  of  psychosocial  care  for  themselves  and  their  families. 
Through  increased  survivorship  and  behavioral  research,  we  can 
help  provide  people  with  cancer  with  a  better  quality  of  life  and  en- 
hanced life  expectancy. 

NCCS  also  strongly  believes  that  more  research  is  needed  in  the 
area  of  late-  and  long-term  effects  of  cancer  treatment.  As  cancer 
treatments  have  become  more  successful,  as  in  the  case  of  child- 
hood leukemia  and  Hodgkin's  disease,  a  growing  population  of  long- 
term  cancer  survivors  has  emerged.  This  group  is  arguably  the  pop- 
ulation at  highest  risk  of  getting  cancer  in  the  future.  Unfortu- 
nately, little  research  involving  this  population  and  the  effects  of 
their  cancer  treatment  has  been  conducted.  NIH  and  NCI  should 
invest  in  more  clinical  trials  studying  the  prevention  of  secondary 
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cancer  and  the  long-term  effects  of  cancer  therapies.  Whenever  pos- 
sible, cancer  survivors  should  be  included  in  clinical  trial  designs. 

We  are  encouraged  by  discussions  our  people  have  had  recently 
with  NCI  Director  Richard  Klausner  concerning  the  need  for  re- 
search in  this  important  field.  We  hope  that  Dr.  Klausner's  interest 
in  research  on  long-term  effects  will  be  backed  with  adequate  fund- 
ing by  the  Congress. 

The  United  States  cannot  afford  to  cut  back  on  its  investment  in 
biomedical  research.  NCCS  thanks  the  subcommittee  for  recogniz- 
ing this  fact  in  the  past,  and  strongly  urges  you  and  the  Congress 
to  follow  through  on  its  investment  with  a  reasonable  increase  in 
NIH  and  NCI  funding.  The  future  benefits  of  disease  control  and 
prevention  are  well  worth  the  relatively  small  cost  of  our  research 
efforts. 

[The  prepared  statement  follows:] 
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STATEMENT  OF 
JOHN  CAMPBELL 
NATIONAL  COALITION  FOR  CANCER  SURVIVORSHIP 

BEFORE  THE  HOUSE  COMMITTEE  ON  APPROPRIATIONS, 
SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
EDUCATION  AND  RELATED  AGENCIES 

FEBRUARY  28, 1996 


Thank  you  Mr.  Chairman  and  the  rest  of  the  Subcommittee.  My  name  is  John 
Campbell  and  I  am  here  representing  the  National  Coalition  for  Cancer  Survivorship  (NCCS). 
NCCS  is  the  largest  national  grassroots  organization  representing  people  with  all  types  of  cancer. 
Our  members  include  thousands  of  individuals  with  cancer  and  their  family  members,  most  of 
the  nation's  leading  cancer  centers,  individual  health  care  providers  and  hospitals,  and  cancer 
professional,  support  and  advocacy  organizations.  I  am  also  a  member  of  US  TOO  International 
and  serve  as  its  communications  counsel.  US  TOO  is  the  world's  largest  network  of  prostate 
cancer  survivors  and  support  groups. 

I  am  speaking  to  you  today  both  as  a  cancer  survivor  and  on  behalf  of  NCCS.  I 
was  diagnosed  with  prostate  cancer  in  the  fall  of  1993  and  less  than  a  year  later  underwent 
treatment.  For  me,  as  well  as  the  eight  million  other  Americans  living  with  a  diagnosis  of  cancer 
and  the  over  a  million  more  that  will  be  diagnosed  this  year  alone,  the  nation's  ongoing 
commitment  to  biomedical  research  is  absolutely  critical.  Our  very  survival  and  quality  of  life 
depends  on  the  work  of  a  strong  National  Institutes  of  Health  (NIH)  and  National  Cancer 
Institute  (NCI). 

NCCS  is  pleased  to  have  the  opportunity  to  share  our  views  concerning  this  very 
important  issue  with  the  Subcommittee.  We  are  particularly  grateful  to  Chairman  Porter  for  his 
unwavering  commitment  to  biomedical  research.  Without  his  steadfast  leadership,  NIH  never 
would  have  received  the  needed  increase  in  funding  that  Congress  allocated  this  past  year.  Mr. 
Chairman,  you  have  been  a  true  champion  for  those  of  us  battling  cancer  and  other  serious 
diseases. 

We  realize  that  Congress  and  the  rest  of  the  country  face  extremely  difficult 
choices  in  trying  to  balance  the  federal  budget  However,  biomedical  research  and  the  health  of 
the  American  public  should  not  fall  prey  to  the  budget  ax.  Together,  Congress  and  the  entire 
patient  and  medical  community  must  continue  to  fight  for  increased  funding  for  biomedical 
research. 
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The  Promise  of  Cancer  Research 

Cancer  research  is  progressing  at  a  rapid  rate.  Practically  every  day  we  learn  of 
new  discoveries  in  the  treatment,  prevention  and  causes  of  cancer.  Some  of  the  most  exciting 
recent  advances  have  occurred  in  the  area  of  genetics.  Researchers  have  identified  individual 
genes  directly  linked  to  an  increased  incidence  of  a  number  of  cancers,  including  breast  and 
prostate.  Much  of  this  progress  would  not  have  been  achieved  yet  were  it  not  for  the  important 
work  being  done  at  NCI  and  the  National  Center  for  Human  Genome  Research. 

Research  advances  translate  into  improved  survival  and  quality  of  life  for  people 
with  cancer.  Cancer  research  has  contributed  to  the  dramatic  improvement  in  survival  rates  for 
children  with  leukemia  ~  from  4  percent  in  1960  to  73  percent  in  1995.  Recently,  research  has 
also  helped  to  reduce  the  mortality  rate  from  breast  cancer  in  American  women.  If  the  United 
States  is  to  continue  seeing  similar  benefits  of  research,  we  must  provide  NIH  and  NCI  with 
ample  funding.  Therefore,  NCCS  urges  Congress  to  increase  funding  for  NIH  byr6i5_^percent. 
This  modest  increase  will  help  ensure  that  the  United  States  does  not  lose  ground  in  its  fight 
against  cancer. 

Well-balanced  Funding  for  Basic  and  Clinical  Research 

The  budget  for  NCI  and  NIH  should  include  appropriate  funding  for  basic, 
translational  and  clinical  research.  A  1994  report  of  the  congressionally  mandated  Subcommittee 
on  the  Evaluation  of  the  National  Cancer  Program  (SENCAP)  acknowledged  the  need  for  this 
balance  and  recommended  enhancing  the  federal  government's  efforts  in  translational  and 
clinical  research.  A  balanced  research  agenda  will  guarantee  that  advances  made  in  the 
laboratory  are  translated  into  better  patient  care. 

In  order  to  achieve  the  appropriate  balance  between  basic  and  clinical  research,  a 
patient-oriented  research  study  section  should  be  established.  A  clinical  research  study  section 
has  been  widely  recommended  in  the  past.  In  1993,  the  National  Cancer  Advisory  Board 
(NCAB)  Clinical  Investigations  Task  Force  called  for  a  new  NIH  Division  of  Research  Grants 
(DRG)  clinical  research  review  committee.  A  bipartisan  group  of  Senators,  led  by  Senators 
Connie  Mack  (R-FL)  and  Daniel  Inouye  (D-HI),  wrote  to  NIH  in  1994  requesting  the 
establishment  of  a  clinical  cancer  review  group.  SENCAP  also  called  for  the  creation  of  an  NIH 
Clinical  Research  Initial  Review  Group  (IRG).  In  addition,  SENCAP  suggested  changing  the 
composition  of  existing  IRGs  "to  enable  translational  research  to  compete  on  equal  footing  with 
basic  science  research." 

These  recommendations  acknowledge  the  historic  disadvantage  patient-oriented 
research  grants  have  experienced  in  comparison  to  grants  for  basic  laboratory  science.  In  order 
to  provide  improved  care  for  individuals  with  cancer,  Congress  should  urge  NIH  to  follow 
through  with  these  recommendations  and  create  a  clinical  cancer  research  study  section. 
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Survivorship  Research 

Behavioral  research  should  be  an  integral  part  of  the  nation's  research  agenda. 
Research  is  needed  not  only  regarding  the  prevention  and  treatment  of  cancer,  but  of  the  needs 
and  concerns  of  people  with  cancer  following  their  diagnosis.  In  particular,  there  should  be 
increased  study  of  behavioral  interventions  and  treatments  that  may  enhance  the  efficacy  of 
traditional  cancer  therapies.  Such  studies  should  be  incorporated  into  more  of  our  clinical 
research. 

Behavioral  research  is  not  an  unnecessary  frill.  Rather,  it  can  lead  to  significant 
improvements  in  survival  rates  and  quality  of  life  for  individuals  with  cancer  or  other  serious 
diseases.  Research  has  already  shown  that  women  with  metastatic  breast  cancer  who  participated 
in  support  groups  lived  an  average  of  eighteen  months  longer  than  those  not  in  support  groups. 
The  one  hundred  thousand  men  with  prostate  cancer  who  participate  in  US  TOO  support  groups 
can  also  testify  to  the  value  of  psychosocial  care  for  them  and  their  families.  Through  increased 
survivorship  and  behavioral  research,  we  can  help  provide  people  with  cancer  with  a  better 
qualify  of  life  and  enhanced  life  expectancy. 

Research  on  Late  and  Long-term  Effects  of  Cancer  Treatment 

NCCS  also  strongly  believes  that  more  research  is  needed  in  the  area  of  late  and 
long-term  effects  of  cancer  treatment.  As  cancer  treatments  have  become  more  successful,  as  in 
the  case  of  childhood  leukemia  and  Hodgkin's  disease,  a  growing  population  of  long-term  cancer 
survivors  has  emerged.  This  group  is  arguably  the  population  at  highest  risk  of  getting  cancer  in 
the  future.  Unfortunately,  little  research  involving  this  population  and  the  effects  of  their  cancer 
treatment  has  been  conducted.  NIH  and  NCI  should  invest  in  more  clinical  trials  studying  the 
prevention  of  secondary  cancers  and  the  long-term  effects  of  cancer  therapies.  Whenever 
possible,  cancer  survivors  should  be  included  in  clinical  trial  designs. 

We  are  encouraged  by  discussions  we  have  had  with  NCI  Director  Richard 
Klausner  concerning  the  need  for  research  in  this  important  field.  We  hope  that  Dr.  Klausner's 
interest  in  research  on  long-term  effects  will  be  backed  up  with  adequate  funding  from  Congress. 
Support  for  this  research  is  of  vital  interest  to  today's  long-term  cancer  survivors  as  well  as  the 
millions  more  who  will  join  us  in  this  special  population  in  the  future. 

Conclusion 

Today's  research  provides  people  with  cancer  with  the  hope,  and  increasingly  the 
reality,  of  a  healthier  tomorrow.  With  the  support  of  NIH  and  NCI,  Americans  with  cancer 
receive  the  world's  best  medical  care  and  are  able  to  live  longer  and  more  productive  lives.  The 
United  States  cannot  afford  to  cut  back  on  its  investment  in  biomedical  research.  NCCS  thanks 
the  Subcommittee  for  recognizing  this  fact  in  the  past,  and  strongly  urges  you  and  Congress  to 
follow  through  with  its  investment  with  a  reasonable  increase  in  NIH  and  NCI  funding.  The 
future  benefits  of  disease  control  and  prevention  are  well  worth  the  relatively  small  cost  of  our 
research  efforts. 
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Mr.  Porter.  Mr.  Campbell,  thank  you  very  much  for  your  testi- 
mony. Thank  you  for  staying  within  the  five-minute  time  limit. 

I  would  say  to  all  witnesses  that  I  and  Mr.  Bonilla  and  Mr. 
Hoyer  have  exactly  five  minutes  of  concentration;  beyond  that,  you 
lose  us  anyway.  [Laughter.] 

We  really  appreciate  your  testimony  today  on  this  very,  very  im- 
portant subject.  Thank  you  for  your  kind  words. 


Wednesday,  February  28,  1996. 

WITNESS 

ANTHONY  COLE,  HAYMARKET  HOUSE 

Mr.  Porter.  Anthony  Cole,  the  Deputy  Executive  Director  of 
Haymarket  House  in  Chicago. 
Mr.  Cole,  it  is  good  to  see  you  again. 
Mr.  Cole.  Thank  you  so  much. 

Mr.  Chairman,  I  understand  that  someone  was  singing  to  you 
the  other  day,  and  I  will  spare  you. 
Mr.  Porter.  Thank  you.  [Laughter.] 

Mr.  Cole.  Thank  you,  Chairman  Porter  and  members  of  the  sub- 
committee, for  providing  me  the  opportunity  to  appear  before  your 
subcommittee  this  morning.  Father  Mac  sends  his  best  regards. 

Father  Mac  has  asked  me  to  appear  today  to  provide  a  status  re- 
port on  Haymarket  Housed  ongoing  efforts  to  be  innovative  and  ef- 
fective in  our  program.  We  at  Haymarket  believe  that  the  drug 
abuse  prevention  and  treatment  community  can  and  should  do  a 
better  job  of  servicing  their  clients,  using  limited  available  re- 
sources. The  treatment  community  needs  to  be  encouraged  to  fur- 
ther refine  what  is  called  a  "continuum  of  care."  This  continuum 
is  the  integration  of  drug  abuse  prevention,  drug  abuse  treatment, 
health  services,  day  care,  parent  training,  vocational  education, 
and  job  placement.  This  continuum  of  care  will  enable  the  treat- 
ment community  to  help  more  addicts  become  productive  members 
of  society  more  quickly. 

Haymarket  was  pleased  to  be  awarded  a  CSAT  Residential  Wom- 
en's and  Children's  Grant  last  fall.  Under  this  grant  we  will  pro- 
vide residential  treatment  to  more  than  20  chemically-dependent 
women  and  their  children.  We  will  conduct  a  rigorous  evaluation 
of  our  recovery  home  model  and  its  effectiveness  in  reducing  recidi- 
vism rates  among  chemically-dependent  women  and  the  severity 
and  types  of  impairment  experienced  by  their  drug-exposed  chil- 
dren. 

In  order  to  meet  this  challenge  in  a  time  of  reduced  Federal  re- 
sources, the  treatment  community  needs  to  equip  itself  with  a  bet- 
ter understanding  of  which  treatments  are  most  effective  with 
which  subgroups  of  abusers  and  addicts.  We  need  to  recognize  the 
variations  among  these  groups,  and  that  program  models  developed 
to  treat  a  white  male  population  are  not  directly  transferable  to 
other  groups,  like  pregnant  and  postpartum  women.  Haymarket 
asks  that  the  committee  encourage  CSAT  to  continue  to  fund  dem- 
onstration projects  with  strong  outcome  evaluations  which  expand 
and  enhance  treatment  for  high  risk  populations. 
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Pregnant  addicts  have  a  particularly  difficult  time  getting  treat- 
ment because  most  treatment  models  were  originally  designed  for 
male  addicts  and  do  not  include  child  care  services.  Treatment  is 
currently  available  for  less  than  15  percent  of  pregnant  addicts. 
This  is  totally  inadequate  when  one  considers  that  the  greatest  cost 
savings  are  associated  with  treating  pregnant  and  postpartum 
women.  In  addition  to  the  savings  connected  to  treating  the  moth- 
er, there  are  significant  savings  to  be  realized  by  delivering  drug- 
free  infants.  The  expense  of  intensive  hospital  care  for  drug-ex- 
posed newborns  ranges  from  $20,000  to  $40,000.  The  total  cost  of 
care  from  birth  to  age  18  for  drug-exposed  children  is  $750,000,  ac- 
cording to  the  General  Accounting  Office. 

At  least  $1  in  every  $5  Medicaid  dollars  spent  on  hospital  care 
is  the  result  of  substance  abuse,  at  a  cost  of  $8  billion  a  year.  An 
untreated  addict  can  cost  society  an  estimated  $43,200  annually, 
compared  with  an  average  of  $16,000  a  year  for  residential  care. 

Like  all  treatment  centers,  Haymarket  is  beginning  to  prepare  to 
treat  clients  in  a  managed  care  environment.  Currently,  almost  25 
percent  of  all  Medicaid  beneficiaries  are  enrolled  in  managed  care 
programs.  In  every  case  in  which  a  State  has  turned  to  managed 
care  for  its  public  health  program,  substance  abuse  benefits  have 
been  part  of  the  health  care  package. 

Accordingly,  Haymarket  House  asks  that  the  committee  continue 
to  encourage  NIDA  to  evaluate  the  degree  to  which  managed  care 
practices  can  be  transferred  to  treatment  settings  servicing  pub- 
licly-funded clients. 

As  the  treatment  community  works  to  adapt  to  meet  the  chal- 
lenges of  the  reality  of  reduced  Federal  resources,  we  request  that 
you  help  us  to  create  a  continuum  of  care  for  individuals  with  drug 
abuse  problems  so  that  those  individuals  can  address  their  prob- 
lems more  quickly  and  completely.  Those  problems  include  drug 
abuse  and  its  biological,  psychological  and  social  problems,  family 
disintegration,  lack  of  education,  and  lack  of  employment  opportu- 
nities. The  continuum  of  care  requires  the  involvement  of  a  variety 
of  Federal  agencies,  most  importantly  the  three  departments  under 
this  subcommittee's  jurisdiction. 

Haymarket  House  appreciates  the  opportunity  to  present  this 
testimony  this  year.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Thank  you,  Chairman  Porter,  for  providing  me  with  the  opportunity  to  appear  before  your 
Subcommittee  this  morning. 

My  name  is  Anthony  Cole  and  I  am  Deputy  Executive  Director  of  Haymarket  House.  As 
you  know,  Haymarket  is  a  comprehensive  substance  abuse  treatment  center  on  the  Near 
West  Side  of  Chicago.  We  were  founded  in  1975  by  Monsignor  Ignatius  McDermott,  to 
whom  we  all  fondly  refer  to  as  "Father  Mac."  Over  the  past  twenty  years  we  have  served 
the  alcohol  and  drug  abuse  treatment  needs  of  individuals  throughout  the  Chicago 
metropolitan  area.  We  have  developed  several  unique  programs  to  address  the  needs  of 
high-risk  females  and  the  non-violent  drug  offender.  Haymarket  currently  offers 
comprehensive  and  integrated  treatment  services  to  an  average  of  13,000  clients  annually. 
We  are'  the  third  largest  drug  abuse  treatment  center  in  the  State  of  Illinois. 

I  appear  today  to  provide  a  status  report  on  Haymarket's  ongoing  efforts  to  be  innovative 
and  effective  in  our  programming. 

We  at  Haymarket  believe  that  the  drug  abuse  prevention  and  treatment  community  can  and 
should  do  a  better  job  of  serving  their  clients  using  limited  available  federal  resources.  In 
order  to  do  a  better  job,  however,  federal  policy  related  to  prevention  and  treatment  must 
become  more  coherent  and  better  coordinated.  The  treatment  community  needs  to  be 
encouraged  to  further  develop  and  to  refine  what  is  called  a  "continuum  of  care."  This 
"continuum"  is  the  integration  of  drug  abuse  prevention,  drug  abuse  treatment,  health 
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services,  day  care,  parent  training,  vocational  education,   and  job  placement.  This 
integration  of  services  will  help  treatment  centers  to  improve  their  prevention  and  treatment 
services  and  consequently  to  increase  the  rate  of  savings  to  taxpayers.  This  "continuum  of 
care"  will  enable  the  treatment  community  to  help  more  addicts  become  productive 
members  of  society  more  quickly. 

Haymarket  was  pleased  to  be  given  the  opportunity  to  evaluate  our  integration  of  services 
theory  through  a  CSAT  demonstration  grant  which  was  awarded  last  fall.  Through  this 
CSAT  Residential  Women  &  Children  (RWC)  Grant  we  will  provide  residential  treatment 
to  more  that  twenty  chemically  dependent  women  and  their  children.  We  will  conduct  a 
rigorous  evaluation  of  our  recovery  home  model  and  its  effectiveness  in  reducing  recidivism 
rates  among  chemically  dependent  women  and  the  severity  and  types  of  impairment 
experienced  by  their  drug-exposed  children. 

Haymarket  House  recognizes  that  this  Committee  will  continue  to  focus  on  getting  more 
bang  for  the  federal  buck.  The  treatment  community  must  view  this  focus  as  both  a 
challenge  and  an  opportunity. .  In  order  to  meet  this  challenge,  however,  we  need  to  equip 
ourselves  with  a  better  understanding  of  which  treatments  are  most  effective  with  which 
subgroups  of  abusers  and  addicts.  We  need  to  recognize  the  variations  among  these  groups, 
and  that  program  models  developed  to  treat  a  white,  male  population  are  not  directly 
transferable  to  other  groups  like  pregnant  and  postpartum  women.  Haymarket  asks  that 
the  Committee  encourage  CSAT  to  continue  to  fund  demonstration  projects  with  strong 
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outcomes  evaluations  which  expand  and  enhance  treatment  for  high  risk  populations. 

I  recognize  that  this  Subcommittee  receives  no  credit  or  benefit  from  savings  to  the 
Medicaid  program  resulting  from  increased  appropriations  for  treatment.  This  is 
unfortunate  -  just  look  at  the  numbers.  At  least  one  in  every  five  Medicaid  dollars  spent 
on  hospital  care  is  as  a  result  of  substance  abuse  -  at  a  cost  of  $8  billion  a  year.  An 
untreated  addict  can  cost  society  an  estimated  $43,200  annually,  compared  with  an  average 
$16,000  for  a  year  of  residential  care. 

Haymarket  understands  that  the  federal  government  has  limited  prevention  and  treatment 
resources.  However,  we  believe  that  these  limited  resources  need  to  be  targeted  towards 
high  risk  populations  such  as  pregnant  and  postpartum  women  and  their  children.  Pregnant 
addicts  have  a  particularly  difficult  time  getting  treatment  because  most  treatment  models 
were  originally  designed  for  male  addicts  and  do  not  include  childcare  services.  Treatment 
is  currently  available  for  less  than  15  percent  of  pregnant  addicts.  This  is  totally  inadequate 
when  one  considers  that  the  greatest  cost  savings  are  associated  with  treating  pregnant  and 
postpartum  women.  In  addition  to  the  savings  connected  to  treating  the  mother,  there  are 
significant  savings  to  be  realized  by  delivering  drug-free  infants.  The  expense  of  intensive 
hospital  care  for  each  drug-exposed  newborn  ranges  from  $20,000  to  $40,000.  The  total  cost 
of  care  from  birth  to  age  18  for  each  drug-exposed  child  is  $750,000  according  to  the 
Government  Accounting  Office. 
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As  the  recent  California  Drug  &  Alcohol  Assessment  showed,  each  dollar  spent  for 
treatment  saved  $7.14  in  future  costs,  largely  in  relation  to  costs  avoided  because  of 
healthcare  costs  offsets  and  reductions  in  crime.  The  California  study,  the  largest  follow-up 
study  of  its  kind  ever  conducted,  also  found  that  the  longer  individuals  stayed  in  treatment 
the  greater  the  percent  reduction  in  relapse.  In  effect,  there  was  a  daily  trade-off,  with  each 
day  of  treatment  paying  for  itself  -  the  benefits  to  taxpaying  citizens  equaled  the  costs. 

Hay  market  also  believes  that  there  is  a  direct  correlation  between  the  comprehensive  nature 
of  treatment  and  reductions  in  recidivism  rates.  Accordingly,  we  are  looking  to  incorporate 
a  preventative  health  services  clinic  into  our  treatment  programs.  Our  clients  are  faced  with 
a  variety  of  medical  and  health  related  problems  which  impede  their  treatment  progress. 
The  establishment  of  an  on-site  clinic  allows  us  to  further  develop  our  ability  to  help  more 
addicts  become  healthy  and  productive  members  of  society.  We  urge  the  Committee  to 
encourage  the  CDC  to  continue  to  work  with  community  based  organizations  that  can  aid 
them  in  controlling  the  spread  of  infectious  disease,  the  reduction  of  chronic  disease  and 
the  reduction  of  risk  factors. 

Finally,  Haymarket  is  beginning  to  prepare  to  treat  clients  in  a  managed  care  environment. 
Currently,  almost  twenty-five  percent  of  all  Medicaid  beneficiaries  are  enrolled  in  a 
managed  care  programs.  In  every  case  in  which  a  state  has  turned  to  managed  care  for  its 
public  health  program,  substance  abuse  benefits  have  been  part  of  the  health  care  package. 
This  trend  towards  shifting  public  health  care  to  managed  care  is  only  likely  to  increase 
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under  Medicaid  reform.  Accordingly,  Hay  market  asks  that  the  Committee  continue  to 
encourage  NIDA  to  evaluate  the  degree  to  which  managed  care  practices  can  be  transferred 
to  treatment  settings  servicing  publicly-funded  clients. 

As  the  treatment  community  works  to  adapt  to  meet  the  challenges  of  the  reality  of  reduced 
federal  resources,  we  ask  that  Congress  require  executive  branch  agencies  to  better 
coordinate  their  programs  and  to  allow  local  treatment  centers  such  as  Haymarket  House 
to  be  more  innovative  in  their  use  of  federal  dollars.  We  request  that  you  help  us  create 
a  "continuum  of  care"  for  individuals  with  drug  abuse  problems  so  that  those  individuals  can 
address  their  problems  more  quickly  and  completely.  Those  problems  include  drug  abuse 
and  its  biological,  psychological  and  social  problems,  family  disintegration,  lack  of  education 
and  lack  of  employment  opportunity.  The  "continuum  of  care"  requires  the  involvement  of 
a  variety  of  federal  agencies,  most  importantly  the  three  Departments  under  this 
Subcommittee's  jurisdiction. 

Haymarket  House  appreciates  the  opportunity  to  present  testimony  this  year.  Thank  you. 
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COST  SAVINGS  ASSOCIATED  WITH 
HAYMARKET  HOUSE'S  354  DRUG-FREE  BIRTHS 


Average  hospital  cost  for  addicted  infant: 


$20,000  -  $40,000 


Average  residential  treatment  cost  for  pregnant  woman:  $16,695 
(based  on  $111.30  x  30  days  x  5  months) 


Cost  savings  to  taxpayer  for 
drug-exposed  infant's  hospital  care: 

Total  cost  savings  for  354  infants: 


$3305  -  $23305/infent 
$l,169,970-$8,265,900 


Cost  savings  to  taxpayer  for  birth  to  age  18  care: 
Total  cost  savings  for  354  infants: 


$733,350/infant 
$259,605,900 
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Mr.  Porter.  Mr.  Cole,  thank  you.  Of  course,  I  have  had  the  op- 
portunity to  come  out  to  Haymarket  House  and  see  how  well  you 
have  handled  the  integrated  services  and  how  much  you  are  fo- 
cused on  getting  results,  which  is  what  this  subcommittee  insists 
on  in  any  public  spending,  getting  value  for  the  taxpayers'  dollars. 
You  do  a  wonderful  job  there  and  we  are  listening  very  carefully 
to  what  you  have  to  tell  us. 

Thank  you  so  much  for  being  here  today. 

Mr.  Cole.  Thank  you. 


Wednesday,  February  28,  1996. 

WITNESS 

ROBERT  O.  PIERCE,  NATIONAL  HEALTH  SCIENCES  CONSORTIUM 

Mr.  Porter.  Robert  O.  Pierce,  Interim  Executive  Director,  Mary- 
land Science  Center,  testifying  on  behalf  of  the  National  Health 
Sciences  Consortium. 

Mr.  Hoyer.  Mr.  Chairman. 

Mr.  Porter.  Mr.  Hoyer. 

Mr.  Hoyer.  While  Mr.  Pierce  is  coming  forward,  I  would  like  to 
say  a  few  words  of  introduction. 

As  you  said,  he  is  the  Interim  Executive  Director  of  the  Mary- 
land Science  Center,  which  we're  very  proud  of.  On  behalf  of  Rep- 
resentative Cardin  and  myself,  I  want  to  call  to  the  attention  of  the 
committee  the  work  of  the  consortium  and  its  member  organiza- 
tions: the  Museum  of  Science  and  Industry  in  Chicago — and  I  un- 
derstand, Mr.  Chairman,  you've  had  an  opportunity  to  see  that,  to 
see  the  AIDS  exhibit  and  education  program  they  have  there,  and 
we're  very  impressed  by  it;  the  Exploratorium  in  San  Francisco 
that  our  colleague,  Ms.  Pelosi,  is  very  knowledgeable  about;  the 
Museum  of  Science  and  Industry  in  Los  Angeles;  and  the  New  York 
Hall  of  Science. 

I  am  proud,  Mr.  Chairman,  that  the  Maryland  Science  Center, 
which  is  located  in  the  Inner  Harbor  of  the  city  of  Baltimore,  is 
taking  the  lead  on  the  consortium's  women's  health  project,  which 
has  been  designed  to  increase  the  public's  awareness  of  factors  af- 
fecting women's  health  and  encourage  women  to  lead  healthier  life- 
styles, and  to  pursue  careers  in  health  services. 

For  those  who  may  not  be  familiar  with  the  Science  Center,  it 
opened  in  1976,  and  it  hosts,  Mr.  Chairman,  approximately  700,000 
visitors  a  year.  The  Maryland  Science  Center  takes  its  role  of  im- 
proving the  public's  understanding  of  science  very  seriously,  and  is 
a  major  contributor  to  science  and  math  education  at  both  the  re- 
gional and  national  level.  Again,  I  am  pleased  that  you  had  the  op- 
portunity to  see  its  partner  in  Chicago  and  I  know  both  you  and 
I  are  very  enthusiastic  about  the  work  they're  doing,  and  welcome 
Mr.  Pierce  to  their  committee  today. 

Mr.  Pierce.  Thank  you,  Congressman  Hoyer,  and  thank  you, 
Chairman  Porter. 

My  name  is  Robert  Pierce,  and  as  Interim  Director  of  the  Mary- 
land Science  Center,  it  is  my  privilege  to  testify  today  before  your 
committee  as  a  representative  of  the  National  Health  Sciences  Con- 
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sortium  and  the  membership,  a  list  for  which  is  appended  to  this 
testimony. 

I  am  aware  that  several  of  my  colleagues  in  the  science  museum 
community  have  appeared  before  this  subcommittee  in  prior  years. 
My  immediate  predecessor  at  Maryland  Science  Center,  Dr.  Paul 
Hanley,  was  one  such  expert,  speaking  in  support  of  the  role  of 
science  museums  in  public  health  education.  I  appear  today  to  pro- 
vide a  status  report  on  the  activities  of  the  National  Health  Science 
Consortium  and  our  efforts  to  involve  the  science  museums  in  the 
health  sciences  and  public  health  education.  The  Consortium  is  not 
requesting  additional  funding  at  this  time. 

Let  me  begin  by  summarizing  and  bringing  you  and  your  sub- 
committee up  to  date  on  our  recent  and  ongoing  exhibition  on 
AIDS,  which  is  entitled  "What  About  AIDS?".  The  exhibit  continues 
to  tour  and  will  have  been  shown  to  nearly  two  dozen  museums 
across  the  country  by  the  end  of  this  year,  1996.  It  is  seen  by  ap- 
proximately 500,000  visitors  each  year,  including  hundreds  of 
school  groups.  It  is  estimated  that  the  work  of  the  Consortium,  as 
measured  by  the  reach  of  all  its  programs,  has  impacted  in  excess 
of  5  million  individuals  to  date. 

The  $2  million  in  Federal  funding  that  this  subcommittee  pro- 
vided for  the  CDC  to  support  the  National  Sciences  Health  Consor- 
tium program  on  AIDS  leveraged  over  $4  million  in  private  funds. 
More  importantly,  the  educational  value  of  the  AIDS  Initiative  in 
improving  peoples*  understanding  and  their  behavior  is  incalculable 
in  terms  of  lives  and  dollars  saved.  The  evaluations  of  this  program 
are  very  positive  and  over  80  percent  of  survey  respondents  re- 
ported that  they  had  learned  new  information  or  gained  new  in- 
sights on  HIV. 

It  is  clear  to  us  that  science  museums  are  playing  an  increas- 
ingly important  and  effective  role  in  the  area  of  health  education, 
and  the  Consortium  feels  that  we  are  proving  to  be  effective  part- 
ners with  public  health  service  agencies  in  their  endeavors  in  the 
field  of  national  public  health  education.  Accordingly,  the  Consor- 
tium is  actively  and  eagerly  pursuing  its  next  major  program  in  the 
field  of  health,  entitled  'Women's  Health."  The  Maryland  Science 
Center  is  serving  as  the  lead  institution  of  the  nine-member  Con- 
sortium, and  we  are  in  our  third  year  of  planning  and  collaboration 
with  the  working  group  from  this  consortium,  consisting  of  three 
members  of  each  institution.  Two  main  goals  identified  by  the  Con- 
sortium are  the  interpretation  to  the  general  public  of  scientific  re- 
search related  to  women's  health  issues  and  the  promotion  of 
science  careers,  especially  for  women,  in  biomedical  careers. 

Prototype  exhibits  will  be  created  and  evaluated  this  year  as  a 
guide  to  the  development  of  a  master  plan  for  the  final  exhibit. 
These  prototypes  will  assess  the  effectiveness  of  several  approaches 
to  the  subject  of  women's  health,  including  addressing  issues  at 
various  stages  in  the  life  spans,  such  as  pregnancy  and  fetal  devel- 
opment, a  comparison  of  normal  development  of  adolescents,  fe- 
males and  males,  and  addressing  women's  medical  research  issues 
including  heart  disease,  osteoporosis  and  cancer,  and  placing 
women  and  their  health  in  a  broader  social  and  environmental  con- 
text. 
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We  expect  this  project,  when  completed,  to  cost  approximately  $6 
million,  as  was  the  case  with  the  AIDS  project.  Similarly,  we  will 
be  looking  to  a  combination  of  public  and  private  sources  to  fund 
this  exciting  initiative. 

This  subcommittee  and  Congress  are  in  the  process  of  determin- 
ing which  Federal  programs  are  necessary  and  which  Federal  pro- 
grams are  being  effectively  managed.  The  science  museum  commu- 
nity has  demonstrated  that  it  can  serve  as  a  partner  with  Federal 
agencies  to  help  meet  national  public  policy  objectives  like  public 
health  education  in  a  unique  and  cost  effective  manner.  The  good 
health  of  our  citizens  of  this  country  is  clearly  a  national  issue,  and 
the  Nation's  science  centers  can,  in  partnership  with  the  Federal 
Government,  be  the  vehicle  through  which  this  issue  is  most  effec- 
tively addressed  on  the  local  level. 

We  hope  that  you  will  continue  to  look  to  the  science  museum 
community  to  better  help  serve  the  Nation's  public  health  edu- 
cation objectives.  We  look  forward  to  working  with  the  members  of 
this  subcommittee  to  refine,  support  and  participate  in  Federal 
public  policy  objectives  in  the  area  of  health  science  education. 

Thank  you  for  providing  me  the  opportunity  to  testify  on  behalf 
of  the  National  Health  Sciences  Consortium. 

[The  prepared  statement  follows:] 
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Hy  nau  is  Robert  Fierce,  end  as  inter  in  Director  of  the  Maryland 
Science  center,  it  is  my  privilege  to  testify  before  your  committee 
today  as  a  representative  of  the  National  Health  Sciences 
Consortium. 

I  am  aware  that  several  of  my  colleagues  in  the  science  museum 
community  have  appeared  before  this  Subcommittee  in  prior  years. 
My  immediate  predecessor  at  the  Maryland  Science  Center,  Dr.  Paul 
Hanle  was  one  such  expert  speaking  in  support  of  the  role  of 
science  museums  in  public  health  education. 

I  appear  today  to  provide  a  status  report  on  the  activities  of  the 
National  Health  Sciences  Consortium  and  our  efforts  to  involve 
science  museums  in  the  health  sciences  and  public  health  education. 

Let  me  begin  by  summarizing  and  bringing  you,  and  the  Subcommittee, 
up  to  date  on  our  recent  and  ongoing  exhibition  on  AIDS  which  is 
entitled  "What  About  AIDS?1*.  The  exhibit  continues  to  tour  and 
will  have  been  shown  at  nearly  two  dozen  museums  across  the  country 
by  the  end  of  1996.  It  is  seen  by  approximately  500,000  visitors 
each  year,  including  hundreds  of  school  groups.  It  is  estimated 
that  the  work  of  the  Consortium,  as  measured  by  the  reach  of  its 
programs,  has  impacted  in  excess  of  5,000,000  individuals  to  date. 

The  $2.2  million  in  federal  funding  that  this  Subcommittee 
provided  for  the  CDC  to  support  the  NHSC's  program  on  AIDS 
leveraged  over  $4  million  in  private  funds.    More  importantly,  the 
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educational  valua  of  tha  AIDS  initiativa  in  improving  people's 
understanding  and  their  behavior  is  incalculable  in  terms  of  lives 
and  dollars  saved.  The  evaluations  of  this  program  are  very 
positive,  and  80%  of  survey  respondents  "reported  that  they  had 
learned  new  information  or  gained  new  insights  on  HIV".  As  a 
result  of  the  success  of  this  program  on  AIDS,  the  Museum  of 
Science  and  Industry ,  Chicago,  has  installed  a  permanent  exhibit  on 
AIDS,  and  other  museums  have  mounted  exhibits  in  other  health 
fields.  The  Museum  of  Science,  Boston,  recently  developed  an 
exhibit  on  Medical  Prosthesis  which  attracted  record  numbers  of 
visitors  and  much  favorable  written  commentary. 

It  is  clear  to  us  that  science  museums  are  playing  an  increasingly 
important  and  effective  role  in  the  area  of  health  education,  and 
the  Consortium  feels  that  we  are  proving  to  be  effective  partners 
with  public  health  service  agencies  in  their  endeavors  in  the  field 
of  national  public  health  education,  sky  rocketing  health  costs 
are  everyone's  concern,  and  few  initiatives  are  as  effective  as 
education  in  "cutting  those  costs  off  at  the  pass".  Accordingly, 
the  Consortium  is  actively  and  eagerly  pursuing  its  next  major 
program  in  the  field  of  health  entitled  "Women's  Health". 

The  Maryland  Science  Center  ie  serving  as  the  lead  institution  of 
the  nine  member  National  Health  Sciences  Consortium,  and  we  are  in 
our  third  year  of  planning  in  collaboration  with  a  Working  Group 
consisting  of  key  members  of  each  institution.  The  two  main  goals 
identified  by  the  Consortium  are  the  interpretation  of  scientific 
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research  related  to  women's  health  issues  to  the  general  public  and 
the  promotion  or  science  careers,  especially  women  in  biomedical 
careers.  Prototype  exhibits  will  be  created  and  evaluated  this 
year  as  a  guide  to  the  development  of  a  Master  Plan  for  the  final 
exhibit.  These  prototypes  will  assess  the  effectiveness  of  several 
approaches  to  the  subject  of  "Women's  Health",  including  addressing 
issues  at  various  stages  in  the  lifespan  (e.g.,  pregnancy  and  fetal 
development;  a  comparison  of  normal  development  of  adolescent 
females  and  males)  addressing  women's  medical/research  issues 
(e.g.,  heart  disease,  osteoporosis,  and  cancer)  and  placing  women 
and  their  health  in  a  broader  social  and  environmental  context. 

We  expect  this  project,  when  completed,  to  cost  approximately  $6 
million,  as  was  the  case  with  the  AIDS  project.  Similarly,  we  will 
be  looking  to  a  combination  of  public  and  private  sources  to  fund 
this  exciting  initiative. 

This  Subcommittee,  and  Congress,  are  in  the  process  of  determining 
which  federal  programs  are  necessary  and  which  federal  programs  are 
being  effectively  managed.  The  science  museum  community  has 
demonstrated  that  it  can  serve  as  a  partner  with  federal  agencies 
to  help  meet  national  public  policy  objectives  like  public  health 
education,  in  a  unique  and  cost-effective  manner.  The  good  health 
of  the  citizens  of  this  country  is  clearly  a  national  issue  and  the 
nations  Science  Museums  can,  in  partnership  with  the  federal 
government,  be  the  vehicle  through  which  this  issue  is  most 
effectively  addressed  on  the  local  level. 
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We  hope  that  you  will  continue  to  look  to  the  science  museum 
community  to  better  help  serve  the  nation's  public  health  education 
objectives,  we  look  forward  to  working  with  the  members  of  this 
Subcommittee  to  define,  support  and  participate  in  federal  public 
policy  objectives  in  the  area  of  health  science  education. 
Thank  you  for  providing  me  the  opportunity  to  testify  on  behalf  of 
the  National  Health  Sciences  Consortium. 
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Dr.  Dennis  Wint,  Executive  Director 
(215)  448-1200 

Maryland  Science  Center 
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Dr.  Jack  Kahn,  President  and  Director 
(312)  684-1414 

National  Museum  of  Health  and  Medicine 
Washington,  D.  C 
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(718)  699-0005 
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Mr.  Edward  Gibson,  President 

(503)  797-4000 


219 


Mr.  Porter.  Mr.  Pierce,  thank  you  for  testifying.  I  did  have  the 
opportunity  to  go  out  to  the  AIDS  exhibit  at  the  Chicago  Museum 
of  Science  and  Industry,  and  found  it  to  be  extremely  well  done.  It's 
an  interactive  exhibit  that  really,  I  think,  peaks  peoples'  interest, 
because  they  can  work  with  the  different  parts  of  the  exhibit  to  ac- 
cess a  lot  of  information  in  an  interesting  way.  And  I  assume  this 
new  exhibit  that  you're  planning  on  cancer  will  be  the  same  type 
of  exhibit. 

Mr.  Pierce.  Yes,  it  will. 

Mr.  Porter.  We  thank  you  for  testifying. 

Mr.  Pierce.  Thank  you,  Mr.  Chairman. 


Wednesday,  February  28,  1996. 

WITNESS 

DENNIS  DOWDELL,  JR.,  ALZHEIMER'S  ASSOCIATION 

Mr.  Porter.  Dennis  Dowdell,  Jr.,  representing  the  Alzheimer's 
Association. 

Mr.  Dowdell.  Mr.  Chairman,  and  members  of  the  subcommittee, 
my  name  is  Dennis  Dowdell,  Jr.,  and  as  you  noted,  I  am  here  on 
behalf  of  the  Alzheimer's  Association.  I'm  on  the  National  Board  of 
Directors  and  in  my  other  life,  I'm  also  a  corporate  vice  president 
with  the  Henry  Ford  Health  System  in  Detroit,  Michigan. 

The  purpose  of  my  testimony  and  statement  today  is  to  provide 
the  subcommittee  with  some  background  relative  to  Alzheimer's 
disease,  as  we've  noted  in  the  statement  that  we've  prepared  for 
you.  But  I  thought  I'd  like  to  take  several  minutes  just  to  talk  a 
little  bit  about  my  own  personal  experiences  with  Alzheimer's, 
which  would  be  in  support  of  the  request  for  additional  funding  on 
behalf  of  the  more  than  200  chapters  and  35,000  volunteers  who 
are  with  the  Association. 

During  the  last  10  years,  my  mother's  twin  sister,  two  of  my 
mother's  sisters,  and  also  my  mother  have  died  of  Alzheimer's.  We 
spent  more  than  $300,000  in  caring  for  this  uninsured  illness  that 
affects  individuals  regardless  of  their  economic  status,  regardless  of 
race,  regardless  of  gender.  We  have  36  first  cousins  in  my  family. 

And  as  the  request  for  funding  and  support  of  this  organization 
which  supports  research  and  effective  treatment  and  this  request 
for  an  increase  in  funding  for  the  National  Alzheimer's  Association, 
it  is  our  belief  that  if  in  fact  this  subcommittee  and  Congress  pro- 
vide additional  funding  that  we  can  really  focus  on  the  early  onset 
part  of  Alzheimer's,  which  we  estimate,  based  on  our  own  statistics, 
will  save  more  than  $50  million  annually  in  terms  of  treatment  on 
behalf  of  victims  of  this  terrible  disease. 

We've  noted  in  the  testimony  that  we've  provided  the  subcommit- 
tee, and  we  thank  you  for  your  past  and  hopefully  consistent  sup- 
port for  us,  and  I  am  certainly  one  of  those  baby  boomers  who  are 
aging  now,  and  as  we  look  to  this  age  where  the  baby  boomers 
come  into  our  older  age,  perhaps,  we  would  note  that  more  than 
4  million  people  right  now  are  affected  with  Alzheimer's  disease, 
and  it  is  estimated  that  in  the  next  several  decades  there  will  be 
more  than  14  million  affected. 
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The  cost  to  our  society,  unless  we  provide  this  return,  will  be  ap- 
proximately $2  trillion.  This  is  the  cost  to  society  unless  we  begin 
to  fund  more  effective  research  which  will  lead  to  better  treatment, 
and  as  we've  also  noted,  there  are  early  and  increasingly  great 
signs  that  genes  are  being  isolated  where  early  onset  could  be  de- 
tected. We've  found  where  estrogen  in  chromosome  treatments 
might  in  fact  enable  us  to  find  additional  measures  for  early  onset 
of  Alzheimer's. 

We  believe  on  behalf  of  all  of  these  victims  and  their  families  and 
support  groups  that  a  demonstration  project  which  you  have  his- 
torically supported,  $4  million  that  additional  funding  up  to 
$350,000,000  would  provide  us  with  additional  resources  to  allay  fi- 
nancial, emotional  and  physical  costs.  I  am  only  one  person  of 
many  families  who  have  had  to  endure  family  members  who  have 
had  this  horrible  and  tragic  disease  which  affects  not  only  the 
older,  but  increasingly  younger  and  younger  people  in  our  popu- 
lation. 

Mr.  Chairman  and  members  of  this  committee,  we  thank  you  for 
your  support.  We  would  encourage  your  continued  support  of  the 
Alzheimer's  Association  on  behalf  of  all  of  us  who  work  diligently 
to  improve  the  health  of  our  society  in  this  tragic  disease. 

Thank  you  so  much. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee— 

My  name  is  Dennis  Dowdell,  Jr.,  and  I  am  here  on  behalf  of  the  Alzheimer's 
Association.  I  am  a  member  of  the  National  Board  of  Directors  of  the  Association,  and  in 
my  other  life  I  am  Vice  President  for  Human  Resources  at  the  Henry  Ford  Health  System 
in  Detroit. 

By  way  of  background,  the  Alzheimer's  Association  is  the  only  national  voluntary 
health  organization  dedicated  to  research  to  find  effective  treatments  and,  eventually,  a 
cure  for  Alzheimer's  disease.  The  Association  also  offers  support  to  the  four  million 
Americans  and  their  families  whose  lives  are  being  destroyed  by  this  illness.  Much  of 
that  task  is  carried  out  through  a  network  of  more  than  200  local  chapters,  2,000  family 
support  groups,  and  35,000  volunteers. 

Before  I  go  on,  Mr.  Chairman,  I  want  to  extend  my  gratitude  to  you  and  your 
colleagues  for  having  fought  so  hard  to  increase  research  funding  last  year.  As  a  result  of 
your  efforts,  the  federal  investment  in  Alzheimer's  disease  research  will  grow  to  over 
$320  million. 

Those  resources,  coupled  with  private  funds  we  expect  to  raise  through  the 
Ronald  and  Nancy  Reagan  Research  Institute,  will  help  push  back  the  frontiers  of  medical 
knowledge  about  this  disease  and  lead  to  desperately  needed  treatments. 

In  a  time  of  tight  budgets,  I  know  it  can  be  tempting  to  write-off  investments  that 
may  not  pay  off  for  years.  Some  might  argue  that  as  a  nation  we  cannot  afford  to  invest 
in  medical  research.  I  would  argue  we  cannot  afford  to  do  otherwise. 

The  toll  Alzheimer's  disease  takes  in  human  life  and  suffering  is  immeasurable. 
The  physical  and  emotional  strain  on  families  and  loved  ones  is  enormous.  I  know 
because  my  mother  and  three  of  her  sisters  all  died  of  Alzheimer's  disease. 

Quantifying  the  physical  and  emotional  pain  of  Alzheimer's  disease  may  be 
elusive.  But  we  do  know  that  this  is  the  most  expensive  uninsured  illness  threatening 
Americans  today.  It  drains  our  wealth-to  the  tune  of  more  than  $100  billion  annually. 
And  even  if  the  number  of  victims  were  to  remain  constant,  this  disease  would  cost 
society  $1.75  trillion  over  the  next  several  years. 

But  the  numbers  will  not  remain  constant,  and  this  disease  will  not  age  itself 
away.  On  the  contrary,  as  the  baby  boom  generation  shoulders  its  way  into  old  age,  the 
number  of  people  affected  will  more  than  triple,  from  4  million  today  to  over  14  million 
within  the  next  few  decades.  That  means  more  precious  human  resources  will  be  wasted, 
our  institutions  will  be  strained  even  further,  and  health  care  costs  will  continue  to  rise 
exponentially. 
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On  the  other  hand,  if  we  find  a  way  to  delay  the  onset  of  Alzheimer's  disease  by  as 
little  as  five  years,  the  number  of  people  with  the  disease  would  be  cut  in  half  and  this 
country  would  save  more  than  $50  billion  annually. 

Because  of  this  Subcommittee's  leadership,  we  may  be  able  to  achieve  that  kind 
of  progress. 

Two  years  ago,  researchers  supported  by  the  National  Institutes  on  Health  found  a 
gene,  called  ApoE,  that  may  prove  to  be  a  valuable-and  inexpensive-tool  in  diagnosing 
Alzheimer's  disease.  Last  summer,  scientists  discovered  a  new  gene  on  chromosome  14, 
which  may  be  involved  in  triggering  early-onset  Alzheimer's  disease. 

But  even  as  scientists  search  for  more  clues,  new  treatments  like  estrogen  and 
prednisone  are  being  tested  for  their  effects  on  brain  function  and  possible  risk  factors. 

Mr.  Chairman,  there  is  perhaps  no  other  field  of  medical  research  more  exciting  or 
more  dynamic  than  this.  Advances  in  understanding  Alzheimer's  disease  that  were  once 
thought  to  be  decades  away  are  occurring  almost  every  month. 

As  recently  as  last  week,  scientists  reported  on  a  study  of  more  than  90  nuns, 
which  indicates  a  strong  relationship  between  poor  linguistic  skills  in  early  life  and 
Alzheimer's  disease  in  late  life.  This  is  strong  evidence  that  the  deterioration  caused  by 
Alzheimer's  disease  may  be  a  lifelong  process.  It  also  means  that  if  we  can  detect  those  at 
risk  much  earlier,  then  any  treatments  that  are  developed  can  be  applied  before  any 
significant  damage  has  taken  place  in  the  brain. 

We  now  have  genetic  information  on  about  90  percent  of  the  cases  of  Alzheimer's 
disease.  The  importance  of  this  is  not  that  we  might  determine  who  will  get  the  disease. 
What  is  important  is  that  each  advance  allows  us  to  better  understand  the  disease  and  why 
people  get  it.  And  out  of  that  will  flow  effective  treatments,  ways  to  slow  its  progress, 
and,  one  day,  a  cure. 

The  strides  we  have  made  thus  far  are  the  fruits  of  research  this  Subcommittee 
funded.  And  whatever  progress  we  make  in  the  future  will  depend  on  the  investments 
you  continue  to  make  towards  Alzheimer's  disease  research. 

While  scientists  continue  to  search  for  clues,  we  must  not  overlook  the  needs  of 
patients  and  families. 

To  that  end,  this  subcommittee  has  supported  the  Alzheimer  Demonstration  Grant 
program,  which  provides  small  matching  grants  to  allow  States  to  decide  how  best  to 
coordinate  services  to  persons  with  Alzheimer's  disease. 


24-311  96-8 
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Recommendations 

Mr.  Chairman,  scientists  tell  us  that  a  commitment  of  $500  million  would  support 
high  quality  research  on  Alzheimer's  disease.  We  urge  you  to  join  us  in  setting  that  as  a 
funding  goal.  As  a  down-payment  toward  that  goal,  we  recommend  that  $350  million  be 
targeted  for  research  on  Alzheimer's  disease. 

We  also  urge  you  to  continue  the  $4  million  appropriation  for  the  Alzheimer's 
demonstration  grant  program  administered  by  the  Health  Resources  and  Services 
Administration.  Though  modest  in  size,  this  program  has  already  helped  some  States 
establish  well-coordinated  service  networks  for  Alzheimer's  disease  victims. 

Mr.  Chairman,  families  like  mine  know  we  are  living  with  the  threat  of 
Alzheimer's  disease  in  our  future.  We  sincerely  appreciate  anything  you  can  do  to  give  us 
hope. 

Thank  you  for  your  time  and  consideration. 
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Mr.  Porter.  Mr.  Dowdell,  thank  you  for  your  excellent  testimony 
and  your  advocacy  on  behalf  of  victims  of  Alzheimer's.  We  very 
much  appreciate  your  coming  here  today. 

Mr.  Dowdell.  Thank  you. 


Wednesday,  February  28,  1996. 

WITNESS 

BARBARA  D.  BOYAN,  M.D.,  AMERICAN  ASSOCIATION  FOR  DENTAL  RE- 
SEARCH 

Mr.  Porter.  Dr.  Barbara  D.  Boyan,  President  Elect,  of  the  Amer- 
ican Association  for  Dental  Research. 
Mr.  Bonilla? 

Mr.  BONILLA.  Thank  you,  Mr.  Chairman. 

Barbara,  before  you  begin  your  testimony,  a  lot  of  people  may  not 
know  it,  but  the  dental  school  in  San  Antonio  has  received  distin- 
guished recognition  over  the  last  couple  of  years.  Tell  us  about 
that. 

Dr.  BOYAN.  Well,  I'm  very  proud  to  say  that  the  dental  school  in 
San  Antonio  was  rated  by  the  U.S.  News  and  World  Report  as  the 
number  one  dental  school  in  the  United  States.  And  while  that 
may  seem  like  that's  a  pulp  journal  and  not  necessarily  an  aca- 
demic review,  the  decision  is  based  upon  a  review  of  all  of  the 
deans  of  all  of  the  dental  schools  in  the  U.S.  And  it's  due  in  large 
part  to  the  generous  support  of  research  through  the  National  In- 
stitute of  Dental  Research  at  our  university. 

Mr.  Bonilla.  I  thought  the  committee  should  know  that.  And  I'm 
glad  that  was  brought  to  our  attention  today  before  your  testimony. 

Thank  you. 

Dr.  Boyan.  Thank  you.  We're  very  excited  and  very  proud  of  our 
school. 

Mr.  Hoyer.  Furthermore,  read  much  more  widely  than  any  of 
the  academic  journals,  I'm  sure.  [Laughter.] 
Dr.  Boyan.  Yes,  I  must  say. 

Mr.  Hoyer.  In  terms  of  forum,  I  think  you  did  very  well.  [Laugh- 
ter.] 

Dr.  Boyan.  Well,  in  light  of  that,  then,  I'd  like  to  state  that  the 
reason  I  am  here  is  to  speak  on  behalf  of  research  in  general,  re- 
search that's  funded  through  the  National  Institutes  of  Health  and 
in  particular,  research  that's  funded  through  the  National  Institute 
of  Dental  Research. 

I  have  a  prepared  testimony  which  I  think  most  of  you  have 
read.  I'd  like  to  digress  a  little  bit  from  that,  because  as  anybody 
can  see  who  has  read  my  testimony,  the  very  first  sentence  is  that 
I  am  a  professor  of  orthopaedics  at  our  school.  And  I  think  that 
really  speaks  to  the  issue  of  dental  research.  I  am  an  adjunct  pro- 
fessor of  Periodontics,  but  my  main  academic  appointment  is  in  the 
medical  school,  and  my  secondary  academic  appointment  is  in  the 
graduate  school. 

So  why  would  I  be  the  person  who  would  not  only  be  the  presi- 
dent elect  of  AADR  but  also  the  person  who  would  be  selected  to 
speak  to  you  today?  And  the  answer  is  that  dental  research  is  far 
more  than  just  the  oral  structures.  It  is  the  gateway  to  the  entire 
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body,  and  the  health  of  the  oral  cavity  will  determine  the  health 
of  the  entire  body. 

It  is  the  most  chronic,  most  common  set  of  illnesses  that  affect 
the  American  public,  and  the  cost  to  the  American  public  just  for 
the  chronic  care  of  our  oral  structures  is  tremendous.  Specific  dis- 
eases are  also  expensive  diseases.  Oral  cancer  is  an  obvious  one. 
The  diseases  that  may  not  be  so  obvious  are  the  ones  that  affect 
primarily  women,  like  Sjogren's  syndrome,  and  temporomandibular 
joint  disease,  or  the  joint  disease. 

General  research  has  brought  to  the  American  public  many  of 
the  advances  that  we  now  associate  with  things  that  are  diseases 
and  problems  that  are  maybe  more  medically  important  from  the 
extent  that  people  may  die  of  them  or  suffer  tragic  loss  because  of 
them,  but  because  of  dental  research,  we  can  address  them.  And 
these  are  the  areas  of  biomaterials,  the  area  where  we  have  the 
greatest  chance  of  moving  technology  from  the  university  out  into 
the  private  sector  and  affecting  health  care  for  all  Americans. 
There  is  no  question  that  U.S.  industry  is  a  leader  in  the  world, 
and  that  biomaterials  research  is  number  one  in  the  U.S.  and  num- 
ber one  throughout  the  world. 

Biomaterials  is  something  that  the  dental  institute  has  led  and 
the  technology  transfer  aspect  of  that  has  also  been  led  through  the 
dental  institute.  Now,  I  bring  this  up  specifically  because  of  my 
own  experiences  starting  a  company  and  making  a  company  a  suc- 
cess in  San  Antonio.  And  I  would  like  to  just  throw  a  few  seconds 
on  that. 

My  career  in  dental  research  began  in  1970,  when  I  was  a  grad- 
uate student  at  Rice  University.  The  dental  institute  has  funded 
me  continuously  since  that  time,  but  not  in  a  welfare  sort  of  way. 
They  managed  to  get  me  through  my  training,  they  managed  to  get 
me  through  my  post-doctoral  fellowship,  I  had  my  first  teaching  po- 
sition at  the  University  of  Texas,  Health  Science  Center,  in  Hous- 
ton. 

And  through  all  of  this  time,  I  have  worked  on  cartilage  and  un- 
derstanding how  bone  and  teeth  are  formed  and  how  it  becomes 
mineralized.  All  of  this  knowledge  has  had  application  to  the  dis- 
ease of  osteoporosis,  and  it's  also  had  application  to  coming  up  with 
new  technologies  of  bone  form  and  cartilage  form.  There's  no  ques- 
tion that  osteoarthritis  is  one  of  the  major  chronic  illnesses  in  our 
community. 

Our  company  began  in  earnest  three  years  ago.  We  now  have 
added  25  jobs  to  the  City  of  San  Antonio  and  have  every  chance 
of  adding  another  25  this  year.  Why  that  is  possible  is  because  of 
the  26  years  of  hard,  basic  research  that's  been  made  possible 
through  your  institute.  Companies  will  not  pay  for  that  kind  of  re- 
search, yet  they  rely  on  it,  and  it  is  what  is  going  to  make  our  in- 
dustry remain  healthy  and  stay  in  that  number  one  position. 

And  with  that,  I  would  like  to  thank  you. 

[The  prepared  statement  follows:] 
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Dr.  Barbara  D.  Boyan 
February  28, 1996 

American  Association  for  Dental  Research 

Statement  for  the  Record 
before  the 

House  Appropriations  Subcommittee  on 
Labor,  Health  and  Human  Services,  Education,  and  Related  Agencies 

Mr.  Chairman  and  members  of  the  Committee,  my  name  is  Dr.  Barbara  D.  Boyan.  I  am  Professor 
of  Orthopaedic  Research,  Professor  of  Biochemistry,  Adjunct  Professor  of  Periodontics,  and 
Director  of  the  Industry-University  Cooperative  Research  Center  at  the  University  of  Texas  Health 
Sciences  Center  at  San  Antonio.  I  also  serve  as  Chairman  of  the  Board  of  OsteoBiologics,  Inc.,  a 
young  biomedical  technology  company  in  San  Antonio. 

I  am  also  President  Elect  of  the  American  Association  for  Dental  Research,  on  whose  behalf  I  am 
appearing  today.  The  members  of  our  Association  greatly  appreciate  this  opportunity  to  present 
testimony  in  support  of  the  fiscal  year  1997  budget  for  the  National  Institute  of  Dental  Research.  We 
would  also  like  to  express  our  appreciation  to  the  House  for  the  increase  in  the  FY  1996 
appropriation  for  the  NIH  as  a  whole. 

The  membership  of  the  American  Association  for  Dental  Research  consists  of  more  than  5,000 
research  scientists  from  a  variety  of  scientific  and  clinical  disciplines  located  in  universities,  dental 
schools,  research  institutes,  hospitals,  and  industrial  laboratories  around  the  country.  Our  principal 
objective  is  to  seek  ways  of  treating  and  preventing  oral  diseases,  and  to  facilitate  the  transfer  of 
knowledge  into  practical  help  for  the  public.  For  example,  my  work  at  the  University  of  Texas  in  San 
Antonio  stresses  building  upon  the  Federal  support  for  research  by  developing  combinations  of 
University  and  industry  resources,  which  not  only  leverages  basic  research  funding  but  greatly 
increases  the  movement  of  technology  into  the  private  sector.  OsteoBiologics,  Inc.  is  an  example  of 
how  these  kinds  of  relationships  can  work  successfully  to  provide  new  products  and  jobs  for 
Americans. 

It  is  important  to  recognize  that  dental  research  is  concerned  with  more  than  the  diseases  of  the  teeth 
and  gums  because  the  health  of  the  mouth  contributes  to  the  health  of  the  whole  body.  Oral  diseases 
can  cause  pain,  poor  nutrition,  weight  loss,  disfigurement,  lost  work  days,  and,  in  the  case  of  oral 
cancer,  death.  Twenty-one  million  work  days  are  lost  annually  because  of  oral  disease  or  the  need 
for  dental  care.1 

As  former  Surgeon  General  C.  Everett  Koop  has  stated,  "If  you  dont  have  oral  health,  you're  not 
healthy."2  Poor  oral  health  can  lead  to  pain  and  infection  and  affect  an  individual's  ability  to  eat, 
speak,  and  function  as  a  productive  member  of  society.  Significant  progress  has  been  made  in 
prevention  and  treatment,  but  oral  and  dental  diseases  remain  among  the  most  common  chronic  health 


'Gift,  H.C.,  Reisine,  ST.,  and  Larach,  D.C.:  The  social  impact  of  dental  problems  and  visits.  Am  J 
Public  Health  82: 1663-1668,  December  1992. 

Proceedings:  Oral  Health  2000,  National  Consortium  Meeting  (p.  3),  Irvine  CA,  American  Fund  for 
Dental  Health  Fund,  January  7-9, 1992. 
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problems  among  adults  in  the  United  States. 

At  a  time  when  containing  costs  is  uppermost  in  everybody's  mind,  it  is  worth  considering  how 
successful  we,  in  dental  research,  have  been  in  contributing  to  holding  down  the  cost  of  health  care. 
The  cost  of  dental  care  to  the  Nation  was  $38.7  billion  in  1992.  While  oral  diseases  remain  a  costly 
public  health  problem,  research  into  the  causes  of  these  diseases  and  how  to  prevent  them  has  resulted 
in  substantial  savings  in  health  care.  Estimates  have  calculated  the  savings  between  1979  and  1992 
at  $60  billion.3  Dental  care  delivery  costs  continue  to  fell  as  a  percentage  of  total  expenditures  on 
health  care.4  Dental  research  and  prevention  are  models  for  cost  savings  in  health  care  delivery. 
Future  research  will  provide  further  opportunities  to  achieve  significant  cost  savings  and  improved 
oral  health  in  America, 

Today,  I  would  like  to  bring  to  the  attention  of  your  committee  some  of  the  areas  of  dental  research 
where  we  have  been  successful  and  where  opportunities  for  greater  success  appear  evident. 

THE  RESEARCH  CHALLENGE 

Oral  health  research  addresses  all  of  the  diseases  and  disorders  that  affect  the  teeth,  mouth,  and  fecial 
structures.  This  involves  understanding  the  causes  of  such  diseases,  and  examining  the  ways  in  which 
they  affect  general  health  and  well-being.  In  both  its  extramural  and  intramural  programs,  the 
National  Institute  of  Dental  Research  (NIDR)  is  striving  to  link  an  improved  understanding  of  oral 
diseases  at  the  molecular  level  with  improved  prevention,  detection  and  treatment 

RESEARCH  OPPORTUNITIES 

•  Oral  Soft  Tissues.  In  the  past  decade,  research  has  led  to  improved  diagnosis  and 
treatment  of  oral  disease  ranging  from  disorders  of  the  salivary  glands  causing  dry 
mouth  to  life  threatening  conditions  such  as  AIDS,  oral  cancer  and  precancer, 
however,  more  needs  to  be  done.  In  1992, 30,000  Americans  were  diagnosed  with 
oral  cancer,  and  more  than  9,000  died  of  the  disease  in  the  US.'  This  type  of  cancer 
is  the  sixth  most  common  cancer  among  males  in  the  U.S.  Since  most  oral  cancer  is 
related  to  tobacco  use,  more  means  of  controlling  and  preventing  the  use  of  both 


'Brown  U,  Beazoglou  T,  Heffley  D.  Estimated  savings  in  U.S.  dental  expenditures,  1979-89.  Public 
Health  Reports  1994  Mar-Apr  (2);  109:195-203. 

^J.S. Public  Health  Service,  Oral  Health  Coordinating  Committee.  Toward  Improving  the  Oral  health 
of  Americans:  an  Overview  of  Oral  Health  Status,  Resources,  and  Care  Delivery.  PubSc  Health  Reports:  108, 
No.6Nov-Dec1993. 

5  American  Cancer  Society:  Cancer  facts  and  figures  •  1992.  Atlanta,  GA 
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smoking  and  smokeless  tobacco  among  youth  need  to  be  found. 

•  Birth  Defects  Research.  About  7%  of  children  are  born  with  some  type  of  defect, 
common  among  which  are  abnormalities  of  the  mouth,  face  and  head,  Better  surgical 
treatments  have  resulted  in  dramatic  improvements  in  function  and  appearance  for 
children  with  cleft  lip  and  palate,  as  well  as  those  with  other  disfiguring  conditions. 
The  identification  of  genetic  markers  has  revolutionized  prenatal  screening  and 
counseling  for  these  conditions,  and  research  on  the  human  genome  offers  the 
potential  for  preventing  such  diseases. 

•  Jaw  Joint  Research.  Diseases  of  the  jaw  joint  are  difficult  to  diagnose  and  treat,  yet 
this  type  of  dysfunction  causes  severe  pain  and  discomfort  to  many  Americans, 
particularly  women.  Research  has  begun  as  to  why  there  may  be  gender-related 
differences  in  this  condiuoa  An  NIH  technology  assessment  conference  is  planned 
this  Spring  to  examine  this  issue  and  provide  further  guidance  for  research  efforts. 

•  Pain  Research.  Most  people  are  aware  of  the  pain  and  discomfort  that  can  come 
from  a  mouth  ulcer  or  toothache.  An  understanding  of  the  nature  of  pain  requires 
studies  of  the  whole  nervous  system.  Dental  researchers  are  among  world  leaders  in 
pain  research,  and  their  findings  have  application  to  pain  in  the  entire  body. 
Significant  progress  has  been  made  in  treating  a  variety  of  acute  and  chronic  pain 
conditions,  but  more  work  is  needed. 

•  Materials  Research.  Finding  new  and  better  materials  to  restore  and  replace  teeth 
has  always  been  important  in  dentistry  and  dental  researchers  have  an  outstanding 
record  in  biomaterials  research.  Over  the  past  50  years,  a  true  revolution  in  dental 
materials  has  resulted  in  a  broad  array  of  new  and  economical  materials  constructed 
from  plastics,  ceramics,  biodegradable  polymers,  and  metal  alloys  suitable  for  use  in 
replacing  diseased  or  damaged  oral  structures.  More  than  twenty-five  years  ago, 
dental  researchers  showed  that  it  was  possible  to  attach  artificial  teeth  directly  to  the 
jawbone.  Today,  dental  implants  have  become  one  of  the  most  exciting  and  rapidly 
developing  areas  of  dental  treatment.  Building  on  advances  in  our  understanding  of 
the  attachment  between  the  implant  and  the  jaw,  this  new  technology  offers  for  the 
first  time  an  alternative  to  removable  dentures.  This  work  has  also  had  important 
spinoff  applications  to  the  practice  of  orthopaedics  and  plastic  surgery  as  well. 

New  technology  has  the  potential  for  regrowth  of  natural  tissue  which  would  reduce 
the  need  to  use  "foreign"  materials  as  substitutes.  Given  adequate  resources,  the 
NIDR  is  poised  to  begin  exploring  this  most  promising  area  of  research. 
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•  Periodontal  (Gum)  Research.  Bacteria  in  dental  plaque  can  lead  to  destruction  of 
the  soft  tissues  and  the  loss  of  the  hone  supporting  the  teeth.  Periodontal  disease 
remains  one  of  the  most  widespread  diseases  among  Americans  and  is  a  leading  cause 
of  tooth  loss.  Over  the  past  decade,  advances  have  been  made  in  the  understanding, 
diagnosis,  and  treatment  of  these  diseases.  Science  has  demonstrated  that  both 
diabetics  and  tobacco  users  are  at  high  risk  for  periodontal  infection  and  destruction. 
More  research  is  needed,  however,  on  the  basic  biology  of  tissue  healing  and 
regeneration  to  improve  the  effectiveness  of  treatment. 

•  Dental  Caries  (Decay)  Research.  Tooth  decay  (dental  caries)  has  probably  been 
responsible  for  more  pain  and  discomfort  than  any  other  disease.  Thanks  to 
preventive  techniques  made  possible  by  dental  research,  about  half  of  all  US 
schoolchildren  aged  5-17  have  permanent  teeth  free  from  tooth  decay.  Nevertheless, 
caries  is  still  prevalent,  particularly  among  the  elderly,  minorities,  poor  children,  and 
individuals  with  systemic  diseases,  and  is  responsible  for  more  absence  from  work 
than  any  other  disease.  Investigators  must  continue  to  explore  caries  as  a  disease,  the 
role  of  diet,  the  mode  of  action  of  fluoride,  and  the  potential  for  a  caries  vaccine  and 
other  preventive  measures. 

•  Minority  Oral  Health.  We  are  concerned  about  the  oral  health  of  ethnic  and  racial 
minorities  who  often  lack  access  or  funds  for  dental  care.  As  a  result,  we  know  that, 
in  general,  minority  groups  have  more  severe  and  extensive  oral  health  problems  than 
mainstream  Americans.  I  am  pleased  to  report  that  the  National  Institute  of  Dental 
Research  is  supporting  four  (4),  five-year  grants  for  Regional  Research  Centers  on 
Minority  Oral  Health  aimed  at  improving  the  oral  health  status  of  minorities  and 
recruiting  more  minority  members  to  careers  in  research. 

•  Special  Care  Patients.  Millions  of  Americans  are  at  high  risk  for  oral  health 
problems  because  of  systemic  diseases  and  their  treatments.  These  "special  care" 
patients  include  those  with  diabetes,  which  increases  the  risk  of  gum  disease;  HIV 
infection,  which  often  begins  with  oral  signs  and  symptoms;  Sjogren's  syndrome,  in 
which  the  salivary  and  tear  glands  are  progressively  destroyed;  and  bone  and  joint 
disorders  like  arthritis,  osteoporosis,  and  Pagefs  disease,  that  may  directly  affect  facial 
bones  and  joints  or  interfere  with  self-care.  Many  older  Americans  take  daily 
medications  that  may  lead  to  dry  mouth,  increasing  the  risk  for  tooth  decay.  Patients 
undergoing  radiation  and  chemotherapy  may  suffer  serious  damage  to  the  oral  tissues. 

THE  NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH  (NIDR) 

As  researchers  continue  to  seek  better  understanding  and  improved  prevention  and  control  of 

diseases  of  the  oral  cavity,  they  turn  to  the  NIDR  as  the  central  focus  of  the  Federal  Government  for 
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oral  health  research  and  training  support.  Adequate  funding  for  the  NIDR  is  essential  to  maintain  and 
improve  the  health  of  the  American  people. 

THE  NIDR  BUDGET 

With  regard  to  the  fiscal  year  1997  NIDR  budget,  we  respectfully  request  a  funding  level  for  the 
National  Institute  of  Dental  Research  of  $198  million,  We  are  aware  of  the  current  austere  budget 
environment,  the  Federal  deficit,  and  the  associated  funding  limitations;  however,  we  believe  that  our 
request  recognizes  current  fiscal  realities  while  still  allowing  a  modest  advance  in  oral  health  research 
efforts.  In  view  of  the  cost  effectiveness  of  dental  research,  we  believe  this  is  a  reasonable  yet 
prudent  investment  in  the  future  health  of  the  nation.  The  NIDR  is  the  most  significant  source  of 
funding  for  dental  research  in  America  today,  and  it  rests  with  the  NIDR  to  provide  the  primary 
resources  to  advance  the  oral  health  for  all  Americans.  We  ask  for  your  support. 

We  would  also  like  to  indicate  our  support  of  the  Agency  for  Health  Care  Policy  and  Research 
(AHCPR).  There  are  some  issues,  associated  with  the  relationship  of  health  care  process  and  its 
effect  on  the  health  of  people,  which  fall  beyond  NIDR's  mission.  These  issues,  which  are  addressed 
by  health  services  research,  fall  within  the  mission  of  AHCPR.  Health  services  research  examines 
issues  that  are  critical  to  the  identification  and  promotion  of  the  most  cost-effective  health  care 
procedure.  Funding  for  the  AHCPR  was  drastically  reduced  in  FY  1996.  Again  the  AADR 
recognizes  the  budgetary  limitations  faced  by  the  Congress.  Nevertheless,  we  would  ask  that  the 
overall  FY1997  funding  for  the  AHCPR  be  no  less  than  the  FY  1995  level  and  that  the  agency  be 
encouraged  to  devote  a  reasonable  proportion  of  its  health  services  research  budget  to  oral  health 
projects  -  perhaps  using  as  a  guide  the  percentage  of  personal  health  expenditures  represented  by 
dental  care. 

CONCLUSION 

In  conclusion,  Mr.  Chairman,  I  want  to  thank  you  again  for  this  opportunity  to  provide  testimony  on 
dental  research.  Research  funded  by  NIDR  has  opened  new  pathways  to  diagnosis,  prevention,  and 
treatment  of  oral  diseases.  Funding  for  oral  health  research  in  the  AHCPR  offers  similar  opportunities 
to  deliver  more  cost-effective  oral  health  care.  Continued  support  for  NIDR  and  for  health  services 
research  is  essential  to  the  health  of  America's  children,  adults,  and  senior  citizens. 

This  concludes  my  testimony.  I  would  be  happy  to  answer  any  questions  you  may  have. 
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Mr.  Porter.  Dr.  Boyan,  we  thank  you  very  much  for  both  your 
written  and  your  oral  testimony. 


Wednesday,  February  28,  1996. 

WITNESS 

JUDITH  T.  BARR,  M.D.,  ASSOCIATION  OF  SCHOOLS  OF  ALLIED  HEALTH 
PROFESSIONS 

Mr.  Porter.  Dr.  Judith  T.  Barr,  President  of  the  Association  of 
Schools  of  Allied  Health  Professions. 
Dr.  Barr,  welcome. 

Dr.  Barr.  Thank  you.  Good  morning,  Mr.  Chairman  and  mem- 
bers of  the  subcommittee.  I  am  Judith  Barr,  President  of  the  Asso- 
ciation of  Schools  of  Allied  Health  Professions,  and  in  my  other  life, 
a  faculty  member  at  Northeastern  University  in  Boston. 

The  Association  of  Schools  of  Allied  Health  is  a  not-for-profit  or- 
ganization representing  90  higher  education  institutions  and  hun- 
dreds of  individual  members,  who  primarily  are  administrators  and 
faculty  members  of  allied  health  units  of  four  year  colleges.  The 
term  allied  health  is  used  to  classify  more  than  a  hundred  profes- 
sions that  provide  all  kinds  of  services,  including  primary  care,  and 
whose  members  work  in  all  types  of  health  care  settings.  Their  re- 
sponsibilities include  the  delivery  of  health  or  health  related  serv- 
ices involving  the  identification,  evaluation  and  prevention  of  dis- 
eases and  disorders,  dietary  and  nutritional  services  and  rehabili- 
tation and  health  services  management. 

Our  Association  believes  that  the  Federal  Government  has  a 
central  role  to  play  in  assuring  that  the  Nation  has  an  adequate 
supply  of  competently  prepared  personnel  in  allied  health  profes- 
sions. This  role  should  encompass  attracting  students,  especially 
those  from  minorities  and  underserved  portions  of  the  population, 
and  ensuring  that  there  is  an  adequate  supply  of  faculty  to  educate 
them. 

Funding  of  the  Section  767  of  the  Allied  Health  Grants  Program 
under  Title  VII  was  authorized  at  $5  million  annually.  During  the 
past  six  years,  600  applications  were  received  by  the  Public  Health 
Service  for  these  funds.  But  money  was  available  to  fund  only  10 
percent  of  these  proposals.  Mr.  Chairman,  let  me  briefly  summarize 
some  of  these  accomplishments  from  this  relatively  small  amount 
of  money. 

Grants  have  been  awarded  to  academic  institutions,  hospital- 
based  education  programs,  and  consortia  involving  35  different  al- 
lied health  disciplines  in  31  States,  with  13  percent  of  these  awards 
going  to  historically  black  universities  or  colleges.  Fifteen  hundred 
academic  and  clinical  faculty  have  participated  in  workshops  and 
short-term  training  programs. 

More  than  10,000  students  have  or  are  being  educated  as  a  re- 
sult of  the  expanded  enrollment.  Over  6,000  practitioners  and 
5,500  patients  have  been  involved  in  geriatric  assessment  and  re- 
habilitation activities.  Student  recruitment  and  retention  activities 
have  affected  8,700  individuals  with  95  percent  of  these  students 
being  from  minority  or  disadvantaged  backgrounds. 
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Eleven  grant  programs  involve  distance  learning.  Fifty-five  per- 
cent of  the  grant  programs  have  entailed  developing  curriculum  in 
areas  such  as  geriatrics,  and  30  percent  of  the  grants  have  involved 
interdisciplinary  training.  Fifty  thousand  monographs  and  750  vid- 
eotapes describing  methods  to  improve  quality  of  life  for  geriatric 
patients  and  outcome  success  will  be  distributed  to  allied  health 
educational  programs  within  the  United  States.  Finally,  grant 
money  has  been  used  to  support  national  conventions  devoted  to 
topics  such  as  delivery  of  primary  care,  core  curriculum,  and  the 
impact  of  changes  in  health  care  delivery. 

Mr.  Chairman,  the  National  Commission  of  Allied  Health, 
chaired  by  Dean  Leo  Selkirk,  from  the  University  of  Illinois,  Col- 
lege of  Associated  Health  Professions,  was  established  under  Public 
Law  102-405,  the  Health  Professions  Education  Extension  Amend- 
ments of  1992.  It  issued  its  final  report  last  May.  And  among  the 
recommendations  made  by  the  commission,  some  of  them  involved 
Congressional  action.  And  we  will  include  a  copy  of  the  national 
commission's  report  in  our  final  testimony. 

These  recommendations  are  to  support  allied  health  research 
service  and  educational  demonstrations  to  test  high  quality,  lower 
cost  allied  health  efforts  as  a  substitute  for  more  expensive  forms 
of  medical  and  institutional  services,  to  authorize  the  Secretary  of 
the  Department  of  Health  and  Human  Services  to  establish  an  of- 
fice of  allied  health  within  HRSA  to  support  strengthening  and  ex- 
panding interdisciplinary  and  core  curriculum,  new  curricular  of- 
ferings and  clinical  practice  programs  to  meet  work  force  needs  of 
the  evolving  health  care  system.  And  to  provide  $5  million  to  the 
Agency  for  Health  Care  Policy  and  Research  each  year  for  five 
years  to  support  outcomes  based  research  projects,  with  near  term 
applications  to  clinical  practice. 

We  endorse  these  recommendations  and  the  estimate  of  the  com- 
mission is  to  urge  Congressional  support,  $10  million  for  their  im- 
plementation. Mr.  Chairman,  our  health  care  system  is  undergoing 
rapid  dramatic  change.  Hospital  centered,  specialty  based  care  is 
being  replaced  to  a  significant  degree  by  a  system  in  which  health 
professions  work  in  teams  in  managed  care  networks.  Curriculum 
changes  are  needed  to  prepare  graduates  of  schools  of  allied  health 
professions  to  be  able  to  make  whatever  adaptations  may  be  nec- 
essary in  this  rapidly  changing  health  care  environment. 

Instruction  also  needs  to  be  provided  in  quality  of  life  assess- 
ment, so  that  quality,  not  just  quantity  of  care,  and  quality  of  life, 
is  extended.  Currently,  allied  health's  only  designated  source  of 
Federal  funding  under  Title  VII  is  the  Section  767  grant  program. 
However,  another  program  that  was  authorized  for  $5  million  but 
never  funded  is  Section  766,  the  advanced  training  program,  a  crit- 
ical program  to  reduce  faculty  shortages  and  thus  expand  student 
enrollment  to  meet  the  shortage  of  allied  health  professionals. 

This  type  of  funding  also  would  make  it  possible  to  finance  stud- 
ies of  clinical  and  cost  effectiveness  of  allied  health  practices,  and 
to  develop  patient  centered  outcomes.  I  urge  the  subcommittee  to 
keep  the  original  $5  million  to  fund  these  projects. 

I  would  like  to  close,  Mr.  Chairman,  by  noting  that  even  though 
there  are  2  million  allied  health  professionals  who  comprise  50  per- 
cent of  the  health  care  work  force,  less  than  1.3  percent  of  Labor- 
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HHS  appropriations  is  directed  toward  allied  health.  Because  of  its 
comprehensive  and  diverse  nature,  allied  health  should  be  explic- 
itly included  whenever  multidisciplinary  programs  such  as  AHCPR, 
HCA,  AHAC  and  geriatric  assessment  centers  are  funded.  It  is  in- 
conceivable that  any  federally-supported  program  which  purports 
to  address  broad  health  care  challenges  should  omit  participation 
of  allied  health,  this  vital  segment  of  the  national  health  care  work 
force. 

Again,  I  would  like  to  thank  the  members  of  the  subcommittee 
for  this  opportunity  to  testify,  and  request  permission  to  submit  a 
more  comprehensive  statement,  including  the  complete  rec- 
ommendations of  the  National  Commission  of  Allied  Health  in  our 
final  testimony. 

Thank  you. 

Mr.  Porter.  Dr.  Barr,  thank  you  for  your  testimony  this  morn- 
ing. And  we'll  look  forward  to  receiving  that  additional  testimony. 
[Additional  material  follows:] 
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Good  Morning  Mr.  Chairman  and  Members  of  the  Subcommittee. 

I  am  Judith  Ban.  President  of  the  Association  of  Schools  of  Allied  Health  Professions,  a 
not-for-profit  organization  representing  90  higher  education  institutions  and  hundreds  of 
individual  members  who  primarily  are  administrators  and  faculty  of  allied  health  units  at 
four-year  colleges.  The  term  "allied  health"  itself  is  used  to  classify  more  than 
100  professions  that  provide  all  kinds  of  services,  including  primary  care,  and  whose 
members  work  in  all  types  of  health  care  settings.  Their  responsibilities  include:  delivery 
of  health  or  related  services  involving  the  identification,  evaluation,  and  prevention  of 
diseases  and  disorders;  dietary  and  nutrition  services;  and  rehabilitation  and  health 
system  management. 

Our  Association  believes  that  the  Federal  government  has  a  central  role  to  play  in 
assuring  that  the  nation  has  an  adequate  supply  of  competently-prepared  personnel  in 
the  allied  health  professions.  This  role  should  encompass  attracting  students,  especially 
those  from  minority  and  underserved  portions  of  the  population,  and  ensuring  that  there 
is  an  adequate  supply  of  faculty  to  educate  them. 

Funding  for  the  Section  767  Allied  Health  Grants  Program  under  Title  VII  was 
authorized  at  $5  million.  During  the  past  six  years,  600  applications  were  received  by  the 
Public  Health  Service,  but  money  was  available  to  fund  only  10  percent  of  these 
proposals.  Mr.  Chairman,  let  me  provide  you  with  a  brief  summary  of  what  has  been 
accomplished,  using  this  relatively  small  amount  of  money: 

o       Grants  have  been  awarded  to  academic  institutions,  hospital-based  education 
programs,  and  consortia  involving  35  different  allied  health  disciplines  in 
31  States,  with  13  percent  of  these  awards  going  to  historically  black  colleges  and 
universities, 

o        1,500  academic/clinical  faculty  have  participated  in  workshops  and  short-term 
training  programs, 

o       More  than  10,000  students  have  or  are  being  educated  as  a  result  of  expanded 
enrollment, 

o       Over  6,000  practitioners  and  5,500  patients  have  been  involved  in  geriatric 

assessment  and  rehabilitation  activities, 
o       Student  recruitment  and  retention  activities  have  affected  8,700  individuals,  with 

95  percent  of  these  students  being  either  minority  or  disadvantaged, 
o       11  grant  programs  involve  distance  learning.  In  Nebraska,  27  rural  students  in 

medical  technology  completed  their  professional  course  work  in  their  own 

communities  and  23  of  them  now  are  employed  in  rural  settings, 
o       55  percent  of  these  grant  programs  have  entailed  developing  curricula  in  areas 

such  as  geriatrics  and  30  percent  of  the  grants  include  interdisciplinary  training, 

and 
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o       50,000  monographs  and  750  videotapes  describing  methods  to  improve  quality  of 

life  for  geriatric  patients  will  be  distributed  to  allied  health  education  programs 

throughout  the  United  States, 
o       Finally,  grant  money  has  been  used  to  support  national  conferences  devoted  to 

topics  such  as  delivery  of  primary  care,  core  curricula,  and  the  impact  of  changes 

in  health  care  delivery. 

Mr.  Chairman,  the  National  Commission  on  Allied  Health,  which  was  established  under 
P.L.  102-408  (The  Health  Professions  Education  Extension  Amendments  of  1992)  issued 
its  Final  Report  last  April.  Among  the  recommendations  made  by  the  Commission 
regarding  Congressional  action  are  the  following: 

o       Support  allied  health  research,  service,  and  training  demonstrations  to  test  high- 
quality,  lower  cost  allied  health  efforts  as  a  substitute  for  more  expensive  forms  of 
medical  and  institutional  services, 

o       Authorize  the  Secretary  of  the  Department  of  Health  and  Human  Services  to 
establish  the  Office  of  Allied  Health  Professions  within  HRSA, 

o  Support  strengthening  and  expanding  interdisciplinary  and  core  curricula  and  new 
curricular  offerings  and  clinical  practice  programs  to  meet  workforce  needs  of  the 
evolving  health  care  system,  and 

o       Provide  $5  million  to  the  Agency  for  Health  Care  Policy  and  Research  each  year 
for  five  years  to  support  outcomes-based  research  projects  with  near-term 
application  to  clinical  practice. 

We  endorse  these  recommendations  and  urge  Congressional  support  of  $10  million  to 
achieve  their  implementation. 

Mr.  Chairman,  our  health  care  system  is  undergoing  rapid,  dramatic  change.  Hospital- 
centered,  specialty-based  care  is  being  replaced  to  a  significant  degree  by  a  system  in 
which  health  personnel  work  in  teams  in  managed  care  networks.    Curriculum  changes 
are  needed  to  prepare  graduates  of  schools  of  allied  health  professions  to  be  able  to 
make  whatever  adaptations  may  be  necessary  in  this  rapidly  changing  health  care 
environment  Instruction  also  needs  to  be  provided  in  quality  of  life  assessment  so  that 
quality  and  not  just  quantity  of  life  is  expanded. 

Currently,  allied  health's  only  designated  source  of  Federal  funding  under  Title  VII  is 
the  Section  767  grants  program.  However,  another  program  that  was  authorized  for 
$5  million,  but  never  funded,  is  the  Section  766  Advanced  Training  Program,  a  critical 
program  to  reduce  faculty  shortages  and  thus  expand  student  enrollment  to  meet  the 
shortage  of  allied  health  practitioners.  This  type  of  funding  also  would  make  it  possible 
to  finance  studies  of  the  clinical  and  cost-effectiveness  of  allied  health  practices  and  to 
develop  patient-centered  outcomes  measures.  I  would  urge  that  the  subcommittee  keep 
the  original  $5  million  in  mind  when  allocating  funds  for  the  coming  fiscal  year. 
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I  would  like  to  close  Mr.  Chairman  by  noting  that  even  though  there  are  2,000,000  allied 
health  professionals  who  comprise  approximately  50  percent  of  the  health  care 
workforce,  less  than  1.3  percent  of  Labor-HHS  appropriations  is  directed  toward  allied 
health.  Because  of  its  comprehensive  and  diverse  nature,  allied  health  should  be 
included  whenever  multidisciplinary  programs  such  as  the  Agency  for  Health  Care  Policy 
and  Research  are  funded.  It  is  inconceivable  that  any  Federally-supported  program 
which  purports  to  address  broad  health  challenges  would  omit  the  participation  of  allied 
health — this  vital  segment  of  the  nation's  health  care  workforce. 

Again,  I  would  like  to  thank  the  members  of  the  subcommittee  for  this  opportunity  to 
testify  and  request  permission  to  submit  a  more  complete  statement,  which  includes 
recommendations  of  the  National  Commission  on  Allied  Health,  for  insertion  in  the 
record. 


N.B.   This  testimony  was  presented  on  February  28,  1996  to  the  U.S  House 

Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services  and 
Education  in  Washington,  DC. 
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EXTENDED  COMMENTS 

Judith  T.  Ban,  President  of  the  Association  of  Schools  of  Allied  Health  Professions 
(ASAHP),  testified  on  behalf  of  ASAHP  at  a  hearing  of  the  House  Appropriations 
Subcommittee  on  Labor,  Health  and  Human  Services  and  Education  on  February  28, 
1996.  Given  the  short  amount  of  time  available  for  testimony,  she  was  unable  to  make 
more  than  a  passing  reference  to  a  series  of  recommendations  contained  in  the  Report  of 
the  National  Commission  on  Allied  Health,  which  was  prepared  for  Congress  and 
published  in  late  1995. 

The  National  Commission  on  Allied  Health  (NCAH)  was  established  by  the  Health 
Professions  Education  Extension  Amendments  of  1992  (P.L.  102-408).  The 
Commission's  Final  Report  describes  findings  and  recommendations  in  four  subject 
areas: 

Workplace  Relationships 

Education 

Research 

Workforce  Data 

The  material  presented  is  based  on  testimony  and  written  documents  obtained  from  a 
wide  range  of  expert  sources  in  various  fields  and  aspects  of  allied  health.  Fulfillment  of 
several  recommendations  will  require  efforts  both  in  the  private  and  public  sectors. 
Many  initiatives  already  are  underway. 

The  following  set  of  comments  pertains  to  areas  in  which  the  Federal  government  has  an 
essential  role  to  play.  These  items  should  be  considered  by  members  of  the 
Appropriations  Subcommittee  when  making  funding  determinations  for  Fiscal  Year  1997. 
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ISSUE:  Collaboration 

Allied  health  is  a  tremendous  education,  research,  and  service  resource  that  has 
not  realized  its  maximum  potential  contribution  to  education,  research,  and  practice 
communities  due,  in  part,  to  lack  of  integrated,  comprehensive,  and  continued 
collaboration  across  all  major  stakeholders  within  each  of  these  three  key  communities. 

RECOMMENDATION: 

Congress  should  authorize  and  fund  the  establishment  of  a  Consortium  on 
Allied  Health  Practice,  Education,  and  Research  to  guide  and  broaden  the 
interface  between  allied  health  and  other  key  health  system  players.  The 
Consortium  should  consist  of  a  coordinating  board  representative  of  the  following 
major  stakeholders: 

*  employers  and  employee  groups 

*  foundations 

*  professional  associations 

*  State  and  Federal  Government  agencies 

*  educational  institutions 

*  health  care  delivery  systems 

*  the  public. 

This  consortium,  or  council,  would  be  seen  as  a  logical  extension  of  the 
beginning  work  of  the  NCAH. 


ISSUE:  Responding  to  the  Emerging  Health  Care  System 

Currently,  barriers  to  change  including  inflexible  curricula,  accreditation  standards, 
licensure  requirements,  degree  requirements,  and  disciplinary  boundaries  prevent 
restructuring  across  the  health  professions.  Removal  of  these  barriers  could  enhance  the 
ability  of  allied  health  educational  institutions  to  respond  rapidly  to  evolving  workforce 
needs. 

RECOMMENDATIONS: 

1.  DHHS  should  provide  funds  to  support  convening  a  task  force  of 
representatives  of  all  education  and  practice  stakeholders  to  define 
systematically  the  highest  quality  and  most  cost-efficient  contributions  of 
allied  health  practice  in  health  care  settings.  The  task  force  should  identify 
the  core  competencies  required  by  all  entry-level  health  professionals. 

2.  DHHS,  in  collaboration  with  allied  health  educational  programs  and 
community-based  organizations  in  underserved  areas,  should  provide  funds 
to  support  identifying  and  targeting  selected  allied  health  disciplines  for 
demonstration  projects  on  the  development  and  implementation  of 
postentry  level  curricula  and  programs  on  primary  care. 


240 


3.  DHHS  should  provide  funds  to  support  developing  and  implementing 
intensive  faculty  training  programs  on  health  information  technology. 

4.  HRSA  should  provide  funds  to  support  faculty  development  and 
administrative  leadership  programs  in  allied  health. 


ISSUE:  Increasing  Participation  of  Minorities,  the  Disadvantaged,  and  the  Disabled  in 
Allied  Health 

African  Americans,  Hispanics,  Native  Americans,  Alaskan  Natives,  Asian  and 
Pacific  Islanders,  and  other  racial  and  cultural  minorities;  the  disadvantaged;  and  the 
disabled  could  achieve  representation  in  allied  health  education,  practice,  and  leadership 
that  reflects  the  demographics  of  our  society.  If  they  were  to  do  so,  every  aspect  of  the 
Nation's  health  care  system  would  speak  better  and  more  directly  to  the  population  that 
are  served. 

RECOMMENDATIONS: 

1.  DHHS  should  provide  funds  to  support  the  development  of  elementary 
and  secondary  programs,  such  as  the  Tech-Prep  programs,  that  provide 
early  exposure  to  allied  health  for  minorities,  disadvantaged,  and  disabled 
Americans.  The  U.S.  Department  of  Education,  local  school  boards,  and 
State  departments  of  education  should  be  major  partners  in  the 
development  and  implementation  of  these  programs. 

2.  DHHS  should  provide  funds  to  support  the  development  of 
postprofessional  graduate  educational  opportunities,  including  pre-  and 
postdoctoral  fellowships  in  allied  health  for  minority,  disadvantaged,  and 
disabled  faculty  and  potential  faculty.  This  effort  should  also  include  the 
creation  and  support  of  mechanisms  for  administrative  leadership  and 
mentoring  development. 

3.  Congress  should  increase  financial  support  for  allied  health's 
participation  in  programs  such  as  HCOP  and  the  Scholarships  for 
Disadvantaged  Students  Program,  which  successfully  increase  the  number 
of  minorities  and  disadvantaged  students  in  2-  year,  4-  year,  and  graduate 
programs  in  allied  health  education. 
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ISSUE:  Public-  Private  Partnerships 

Current  support  for  allied  health  clinical  and  health  services  research  is  extremely 
limited.  The  business  community,  insurance  industry,  and  institutional  providers  have 
much  to  gain  from  such  research  and  should  fund  health  services  research  of  allied 
health  practices. 

RECOMMENDATIONS: 

1.  Funds  should  be  provided  to  establish  an  Allied  Health  Clinical 
Research  Advisory  Board  under  the  direction  of  AHCPR  in  collaboration 
with  the  Health  Resources  and  Services  Administration  (HRSA).  This 
Board  should  consist  of  representatives  from  payer  groups,  allied  health 
providers,  and  patient  communities;  the  Board  should  develop  a  prioritized 
health  services  research  agenda  which  includes  studies  needed  to  examine 
the  clinical  and  cost  effectiveness  of  allied  health  practices. 

2.  Congress  should  fund  the  National  Library  of  Medicine  to  establish  a 
federally  sponsored  Internet  clearinghouse  for  electronic  exchange  of 
innovative  allied  health  reports,  experiments,  concepts,  structural 
arrangements,  process  improvements,  models,  etc  by: 

*  contracting  with  researchers  to  review  domestic/  international 
public  and  private  sources  and  identifying  successes,  innovative 
models,  and  projects  in  development  for  inclusion  in  the 
clearinghouse 

*  identifying  reward  structures  for  researchers  who  contribute  to 
the  clearinghouse  to  support  ongoing  research  in  their  fields 

ISSUE:  Research  Agenda 

Research  on  the  unique  and  collective  contributions  of  allied  health  professionals 
would  stimulate  progress  towards  a  more  effective,  efficient,  and  accessible  health  care 
delivery  system.  Allied  health  practices  are  integral  to  a  comprehensive  approach  to 
most  clinical  conditions.  Allied  health  professionals  and  health  services  researchers  could 
examine  variations  in  the  structure,  process,  and  outcomes  of  care  they  provide.  Three 
primary  interrelated  strategies  could  contribute  to  realizing  this  opportunity. 

*  Funding  for  clinical  and  health  services  research  and  training  should  place  less 
emphasis  on  medicine  and  medical  practices. 

*  Higher  education  institutions  should  focus  funding  allocations  on  creating  and 
maintaining  the  infrastructure  necessary  to  support  allied  health  research  and  the 
development  of  allied  health  researchers. 
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*  The  Federal  Government  and  institutions  of  higher  education  should  increase 
the  supply  and  productive  potential  of  allied  health  professionals  trained  as 
clinical  and  health  services  researchers. 

RECOMMENDATION: 

1.  AHCPR  should  be  funded  to  develop  additional  valid,  reliable,  and 
sensitive  outcome  measures  that  will  serve  as  unifying  assessment  tools  for 
all  members  of  the  health  care  team.  These  assessments  should  transcend 
discipline-specific  measures  and  be  sensitive  to  patient  values,  beliefs,  and 
preferences.  They  also  should  include  multidimensional  outcomes 
measures  that  incorporate  physiological,  functional,  and  psycho-social 
aspects  of  health. 

2.  Congress  should  fund  AHCPR  and  HRSA  should  collaborate  in  its 
financial  support  to  develop  clinical  research  databases  that  capture 
variations  in  the  structure  and  process  of  health  care  in  order  to  improve 
outcomes  assessment. 

3.  AHCPR  and  HRSA  should  provide  funds  to  support  funding  of 
research  studies  that  can  assess  the  effectiveness  of  allied  health  clinical 
practices  and  to  develop  methods  to  track  the  economic  impact  of  allied 
health  services  on  future  health  care  and  societal  costs. 

4.  Funds  should  be  provided  to  DHHS  to  prepare  allied  health 
professionals  to  prepare  as  clinical  and  health  services  researchers.  Such 
support  should  include  stipends,  tuition,  and  fellowships. 

5.  Funds  should  be  provided  to  AHCPR  to  create  Centers  of  Excellence 
for  Research  in  Allied  Health  Practices  (CERAHP)  to  prepare  allied 
health  professionals  for  careers  in  health  services  research. 

6.  Funds  should  be  provided  to  HRSA,  AHCPR,  and  HCFA  to  assess  the 
clinical  and  cost  effectiveness  of  models  of  multiskilled  and  crosstrained 
staff  on  various  health  care  settings. 

ISSUE:  Allied  Health  Data 

Allied  health  professionals  comprise  a  significant  portion  of  the  U.S.  health  care 
workforce.  Extensive  allied  health  data  are  needed  to  describe  adequately  significant 
worker  characteristics;  aid  ongoing  research;  develop  reliable  projections  of  workforce 
supply  and  demand;  make  decisions  regarding  the  education  of  allied  health 
professionals;  and  provide  analysis  necessary  for  public  and  private  decisionmaking  at  the 
federal,  State,  and  local  levels.  Focused  attention  and  resources  could  aid  the 
development  and  dissemination  of  these  data. 
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RECOMMENDATIONS: 

1.  Congress  should  fund  HRSA  to  assemble  and  facilitate  the  work  of  the 
Allied  Health  Data  Collaborative.  The  Collaborative  will  accomplish  the 
following  tasks: 

*  Identify  data  sets  that  are  critical  to  all  members  of  the 
Collaborative.  Determine  data  gaps  that  exists  in  meeting  these 
critical  data  needs. 

*  Develop  a  plan  for  committing  resources,  involving  staff,  and 
periodically  reviewing  and  updating  these  data. 

*  Consider  alternative  groupings  of  occupational  data  to  make 
these  data  more  useful  for  policy  purposes,  particularly  for 
occupations  whose  small  size  make  survey  data  statistically 
unreliable.  Once  developed,  encourage  States  to  employ  these 
groupings  in  their  health  workforce  planning.  The  BLS,  in  collaboration 
with  professional  associations,  should  take  the  lead  in  developing  these  new 
groupings  for  occupations. 

*  Develop  and  implement  plans  for  better  use  and  wider  dissemination  of 
existing  data  and  for  improving  the  comparability,  comprehensiveness,  and 
frequency  of  data  collection. 

*  Identify  data  needs  with  respect  to  the  supply  and  distribution  of 
training  programs  in  allied  health.  Implement  a  plan  to  meet  the 
deficiencies  that  have  been  identified. 

*  Implement  a  plan  for  effective  use  of  new  technology  for  better 
collection  and  dissemination  of  these  data. 

2.  Provide  funds  to  HRSA  to  fund  competitive  State  planning 
development  grants  for  up  to  5  years.  These  grants  should: 

*  Assist  the  States  in  developing  the  ability  to  assess  health 
workforce  needs. 

*  Foster  ongoing  Federal/State  cooperative  efforts  and  cost  sharing 
for  statewide  workforce  planning  and  evaluation  activities.  HRSA 
should  take  the  lead  in  these  cooperative  activities. 
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Wednesday,  February  28,  1996. 

WITNESS 

SUSAN  SCRIMSHAW,  Ph.D.,  ASSOCIATION  OF  SCHOOLS  OF  PUBLIC 
HEALTH 

Mr.  Porter.  Susan  Scrimshaw,  Ph.D.,  dean  of  the  School  of  Pub- 
,  lie  Health  at  the  University  of  Illinois  at  Chicago,  representing  the 
Association  of  Schools  of  Public  Health. 
Dr.  Scrimshaw,  nice  to  see  you  again. 

Dr.  Scrimshaw.  Mr.  Chairman,  I'm  Susan  Scrimshaw,  dean  of 
the  School  of  Public  Health,  University  of  Illinois  at  Chicago,  mem- 
ber of  the  Association  of  Schools  of  Public  Health,  on  whose  behalf 
I  am  speaking  today. 

I  am  grateful  for  the  opportunity  to  testify  on  behalf  of  our  asso- 
ciation, and  I  have  submitted  a  prepared  statement  for  the  record. 
With  your  permission,  Mr.  Chairman,  I  would  like  to  summarize  a 
few  key  points. 

First  and  foremost,  I  and  my  colleagues  would  like  to  thank  you 
for  your  support  of  NIH,  CDC,  HRSA  and  AHCPR.  I  can't  begin  to 
tell  you,  but  I  think  you  know  how  much  this  means  to  the  health 
of  people  in  this  country. 

Second,  public  health  has  an  exciting  story  to  tell,  and  we're  usu- 
ally a  little  too  quiet  about  it.  In  this  century,  the  life  expectancy 
in  this  country  has  gone  from  age  45  to  age  75.  That's  a  gain  of 
30  years  and  25  of  those  years  are  directly  attributable  to  public 
health  measures.  This  dramatic  gain  is  a  good  example  of  improve- 
ments in  quality  and  quantity  of  life  that  public  health  can  provide, 
things  like  improved  sanitation,  working  environments,  control  of 
infectious  diseases,  nutrition  and  many,  many  more.  There  is  so 
much  more  than  medical  technology.  We  work  together,  but  as  I 
said,  a  great  deal  is  attributable  to  public  health. 

Smallpox  has  been  eliminated  from  the  globe,  polio  from  this 
hemisphere.  Remember  polio?  I  remember  the  fear,  the  fear  of 
going  to  public  places  and  swimming.  It's  gone.  It's  gone  from  the 
Americas.  It's  just  been  recent  years,  and  we're  hoping  to  eliminate 
it  from  the  world. 

Tuberculosis  was  almost  eliminated  when  we  came  close  to  stop- 
ping all  funding  for  surveillance  and  treatment.  Tuberculosis  is 
now  re-emerging.  Despite  the  fundamental  role  that  public  health 
has  had  in  the  well-being  of  Americans,  we  spend  less  than  1  per- 
cent of  the  aggregate  health  care  spending  on  public  health.  We 
have  forgotten.  We  were  close  to  universal  childhood  immunization, 
and  today  one-third  of  two-year-olds  lack  some  or  all  of  their  nec- 
essary immunizations. 

As  I  mentioned,  tuberculosis  was  almost  eliminated.  And  today, 
it  is  another  story.  I'm  a  member  of  the  board  of  health,  City  of 
Chicago.  In  just  one  area  in  West  Town,  we  have  72  cases  of  drug 
resistant  tuberculosis.  We  do  not  have  adequate  funding  for  sur- 
veillance and  treatment. 

I  was  at  UCLA  in  the  early  days  of  AIDS.  And  I  said  that  AIDS 
would  become  a  problem  for  women,  for  families,  for  teenagers  and 
for  young  adults.  People  didn't  believe  me.  I  think  we're  seeing  the 
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same  situations  with  tuberculosis.  Can  you  imagine  an  airborne 
AIDS? 

Tuberculosis  is  an  airborne  transmitted  infection.  We  had  out- 
breaks of  food-borne  diseases  in  the  northwest,  contaminated  water 
in  Milwaukee.  We  forgot.  Things  were  so  good  for  a  while  that  we 
forgot  what  helped  make  them  that  way. 

Since  1980,  public  health  has  lost  over  25  percent  of  its  funding. 
Billions  of  dollars  have  been  lost  to  budget  cuts.  Today,  a  recent 
study  done  by  the  Centers  for  Disease  Control  found  that  there's 
been  a  58  percent  increase  in  infectious  disease  mortality  from 
1980  to  1992.  When  you  exclude  AIDS,  because  obviously  AIDS  has 
been  a  new  factor  there,  mortality  is  still  up  22  percent  from  1980. 

There's  no  excuse  for  this.  We  know  what  to  do.  Today,  according 
to  the  U.S.  Public  Health  Service,  there  are  shortages  of  public 
health  professionals  such  as  epidemiologists,  biostatisticians,  envi- 
ronmental health  specialists,  occupational  health  specialists,  public 
health  nurses  and  public  health  physicians.  Today,  the  prestigious 
Pew  report  on  health  professions  observed  that  changes  in  the  sys- 
tem especially  managed  care,  will  increase  the  need  for  public 
health  professionals. 

Today,  Mr.  Chairman,  in  spite  of  all  this  increased  pressure  to 
produce  public  health  service  and  professionals,  we're  asking  only 
that  current  funding  be  essentially  maintained.  Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  I  am  Susan  Scrimshaw,  dean  of  the  School  of 
Public  Health  at  the  University  of  Illinois  at  Chicago  and  a  member  of 
the  Association  of  Schools  of  Public  Health  (ASPH)*  on  whose  behalf  I 
appear  today. 

I  am  grateful  for  the  opportunity  to  testify  on  our  association's  FY97 
appropriations  requests  for  important  academic  public  health  programs 
administered  by  the  U.S.  Public  Health  Service.  They  support  our  graduate 
students  (traineeships),  public  health  faculty  (special  projects),  public  health 
physicians  (preventive  medicine  residencies),  minority  recruitment  programs 
(HCOP),  prevention  related  research  at  NIH,  maternal  and  child  health 
initiatives,  health  services  research  (AHCPR),  CDC  training  (NIOSH)  and 
prevention  activities  (prevention  centers,  injury  control  centers),  among 
others.  The  27  schools  of  public  health  (in  19  states  and  Puerto  Rico) 
constitute  the  primary  source  of  comprehensively-trained  public  health 
professionals  and  specialists  to  serve  the  federal  government,  the  50  states, 
and  the  private  sector.  According  to  the  U.S.  Public  Health  Service,  there 
are  currently  shortages  of  epidemiologists,  biostaticians,  environmental 
health  specialists,  public  health  nurses,  and  physicians,  among  others. 

To  meet  the  inevitably  growing  demands  for  leaders  who  can  recognize 
and  work  toward  viable  solutions  to  the  nation's  multiple  health  care 
problems,  these  schools  must  be  funded  to  support  costs  in  four  main  areas. 
First,  it  is  crucial  to  assist  students  in  financial  need,  so  that  highly  -  - 
motivated  and  qualified  students  will  not  be  turned  away.  Second,  we  want 
to  be  able  to  strengthen  and  expand  our  educational  programs  in  areas 


'The  Association  of  Schools  of  Public  Health  (ASPH)  is  the  only  national 
organization  representing  the  deans,  faculty,  and  students  of  this  Nation's  27 
accredited  schools  of  public  health  in  the  United  States  and  Puerto  Rico.  These 
schools  have  a  combined  faculty  of  over  2,500  and  educate  more  than  14,500 
students  annually  from  every  state  in  the  U.S.  and  most  countries  throughout  the 
world.  The  schools  graduate  approximately  4,000  professionals  each  year.  The  27 
schools  of  public  health  constitute  a  primary  source  of  comprehensively  trained 
public  health  professionals  and  specialists  in  short  supply  to  serve  the  federal 
government,  the  50  states  and  private  sector.  According  to  the  Pew  health 
professions  commission,  managed  care  will  increase  the  need  for  public  health 
professionals. 
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urgently  calling  for  prevention  and  control,  including,  but  not  limited  to: 
HIV/AIDS;  substance  abuse;  violence  and  injuries;  teenage  pregnancy;  the 
health  problems  of  women  and  children;  the  health  problems  of  the  elderly; 
access  to  health  care;  environmental  and  occupational  health  hazards, 
among  others. 

The  third  area  of  funding  is  aimed  at  forging  a  cooperative  "linkup" 
between  faculty  and  students  on  the  one  hand,  and  operational  public  health 
agencies  and  community-based  organizations  on  the  other. 

The  fourth  area  of  funding  requires  an  amendment  to  Medicare.  Health 
professions  training  policies  and  funding  are  undergoing  intense  study  for 
changes  that  would  produce  more  primary  care  practitioners  and 
professionals  focused  on  caring  for  the  health  of  communities.  With  these 
changes  there  is  an  opportunity  to  include  graduate  public  health  training  as 
part  of  graduate  medical  education  and  to  include  public  health  departments, 
managed  care,  and  community-based  health  organizations  as  accredited 
institutions  eligible  to  directly  receive  GME  reimbursements. 

Today,  schools  of  public  health  are  looking  to  the  future  health  needs 
of  our  communities.  Faculty  are  working  on  projects  such  as  AIDS 
prevention  and  control,  and  on  identifying  and  dealing  with  a  host  of  newly 
recognized  risks  such  as  hazardous  waste  and  indoor  air  pollution,  violence 
prevention,  unintended  pregnancy,  and  substance  abuse,  while  providing 
students  with  the  needed  knowledge,  skills  and  competencies  to  function 
effectively  under  a  reformed  and  evolving  health  care  system. 

While  there  are  no  scientific  studies  to  accurately  establish  the  precise 
national  shortages  of  public  health  professionals,  experts  agree  that  there 
is  a  shortage  of  adequately  trained,  public  health  professionals,  especially 
in  expanding  fields  such  as  environmental  health,  managed  care,  "new" 
infectious  diseases,  and  violence  prevention,  among  others.  In  addition,  the 
Pew  health  professions  commission  recently  observed  that  managed  care 
will  increase  the  need  for  public  health  professionals.* 


*  "Critical  Challenges:  Revitalizing  the  Health  Professions  for  the  21st 
Century,"  Pew  Health  Professions  Commission  (November  1995). 
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The  Pew  commission  is  right.  Recent  trends  in  the  changing  health 
care  system  will  force  the  health  professions  enterprise  to  focus  its  attention 
on  teaching  population-based  approaches;  it  will  steer  academic  leaders  in 
most  schools  of  the  health  professions,  specifically  medicine,  nursing, 
pharmacy  and  dentistry,  to  collaborate  with  faculty  in  schools  of  public 
health  having  the  expertise  in  disciplines  and  areas  of  concentration  that 
focus  on  improving  the  health  of  the  public:  epidemiology,  biostatistics, 
outcomes  research  and  analysis,  risk  assessment,  chronic  and  infectious 
disease  prevention,  among  others.  Or  to  put  it  another  way,  to  provide 
students  with  skills,  competencies  and  knowledge  to  address  the 
"characteristics"  of  the  emerging  care  system  that  Pew  commission 
outlined:  orientation  toward  health;  population  perspective;  intensive  use  of 
information;  focus  on  the  consumer;  knowledge  of  treatment  outcomes; 
constrained  resources;  coordination  of  services;  reconsideration  of  human 
values;  expectations  of  accountability;  and  growing  interdependence. 

Therefore,  Mr.  Chairman,  managed  care  and  reformed  block  grants, 
designed  to  decentralize  funding  programs  to  states  and  local  governments, 
will  require  the  deployment  of  professionals  with  skills  in: 

♦  community  health  education 

♦  chronic  and  infectious  disease  prevention 

♦  health  care  economics  and  cost  analysis 

♦  outcomes  analysis 

♦  regulation  assessment 

♦  policy  making  and  analysis 

♦  coalition  building,  public  communication,  and  training 

♦  principles  of  managed  care  and  cost  containment 

Only  in  schools  of  public  health,  Mr.  Chairman,  are  these  skills  taught. 

Thank  you,  Mr.  Chairman,  for  the  opportunity  to  testify  today.  As 
always  my  colleagues  thank  you  for  supporting  public  health  programs, 
marvel  at  your  command  of  the  appropriations  process  but  mostly 
appreciate  your  leadership  in  Congress  in  ensuring  appropriate  funding  levels 
for  the  U.S.  Public  Health  Service.  We  thank  you. 

### 
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The  deans  of  the  27  accredited  schools  of  public  health  (list  attached)  respectfully  urge  Congress  to  appropriat 
e  following  FY97  amounts  for  PHS  programs  of  concern  to  the  academic  health  community. 


FY96 
APPROPRIATIONS 
(In  Millions) 
test.) 

I 

ASPH  FY97 
REQUESTS 
(In  Millions) 

PHS  Traineeships  (HRSA) 

$8.0 

PHS  Special  Projects  (HRSA) 

$7.4 

Preventive  Medicine 
Residencies  (HRSA) 

MCH  Training  (HRSA) 

$5.0 

$8.0 

CDC  Prevention  Centers 

$7.0 

$8.0 

NIOSH  Training  (CDC) 

$13.0 

$14.0 

CDC  Injury  Centers 

$7.0 

$8.0 

AHCPR 

$163.0 

$163.0 
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ACCREDITED  SCHOOLS  OF  PUBLIC  HEALTH 


Eli  Capilouto,  DMD 
School  of  Public  Health 
University  of  Alabama 
»'  Birmingham 

veil  Hall 

nam,  AL  35294 
It...  ^05)934-7730 
Fax:  (205)975-7536 
Email:  ecapilouto@ms.soph.uab.edu 

David  Carpenter,  MD 
School  of  Public  Health 
University  at  Albany  (SUNY) 
Executive  Park  South 
Albany,  NY  12203-3727 
Tel:  (518)485-5500 
Fax:  (518)485-5565 
Email:  carpent@wadsworth.ortb 

Robert  F.  Meenan,  MD 
School  of  Public  Health 
Boston  University 
80  East  Concord  Street,  A-407 
Boston,  MA  021M-2394 
Tel  :(617)  638-4640 
Fax:  (617)638-5299 
Email:  rmeenan@bu.edu 

Patricia  A  Burlier,  PhD 

School  of  Public  Health 

University  of  California  at  Berkeley 

19  Earl  Warren  Hall 

Berkeley,  CA  94720 

Tel:  (510)642-2082 

F     '« 10)  643-5676 

:powell@ucl  ink4.berkeley.edu 

A  A  Afifi,  PhD 
School  of  Public  Health 
University  of  California 

at  Los  Angeles 
Center  tor  Health  Sciences 
10833  Le  Come  Avenue  (Rm  16-035) 
Los  Angeles.  CA  90024-1772 
Tel:  (310)825-6381 
Fax:  (310)825-8440 
Email:  aflti@admin.ph.ucla.edu 

Allan  Rosenfield.  MD 

School  of  Public  Health 

Columbia  University 

617  West  168th  Street  (Room  319) 

New  York  NY  10032 

Tel:  (212)  305-3929 

Fax:  (212)  305-1460 

Email:  ar32@columbia.edu 

James  W.  Curran,  MD 
School  of  Public  Health 
Emory  University 
1518  Clifton  Road  NE 
Atlanta,  GA  30322 
Tel  :(404)  727-8720 
Fax:  (404)  727-9853 
Email:  dean@sph.emory.edu 


Harvey  V.  Fineberg,  MD,  PhD 
School  of  Public  Health 
Harvard  University 

677  Huntington  Avenue 
Boston,  MA  02115 
Tel  (617)432-1025 
Fax:  (617)277-5320 
Email:  lrvfigsph.narvard.edu 


D.  William  Wood,  PhD 
School  of  Public  Health 
University  of  Hawaii 
1960  East-West  Road 
Honolulu.  HI  96822 
Tel:  (808)956-8066 
Fax:  (808)  956-4585 

Email:  dwwood@uhccmvs.itsJiawaii.edu 

Susan  Scrimshaw,  PhD 

School  of  Public  Health 

University  of  Illinois  at  Chicago 

Health  Sciences  Center 

2121  W.  Taylor  Street  (Room  1 13) 

Chicago,  IL  60612 

Tel:  (312)996-6620 

Fax:  (312)996-1374 

Email:  scrimsha@uic.edu 

Alfred  Sommer.  MD 

School  of  Hygiene  and  Public  Health 

Johns  Hopkins  University 

615  North  Wolfe  Street 

Baltimore,  MD  21205-2179 

Tel:  (410)955-3540 

Fax:  (410)955-0121 

Email:  asommer@phneLsph.jhu.edu 

Richard  Hart,  MD 
School  of  Public  Health 
Loma  Linda  University 
Hill  Street 

Loma  LindaXA  92350 

Tel:  (909)  824-4578  or  (800)  854-5661 

Fax:  (909)  824-1087 

Email:  rhart@sph.llu.edu 

Stephen  H.  Gelbach,  MD 

School  of  Public  Health 

University  of  Massachusetts 

108  Arnold  House 

Amherst,  MA  01003-0037 

Tel:  (413)545-1303 

Fax:  (413)  545-1264 

Email:  gehlbach@schoolph.umass.edu 


Moreen  M.  Clark.  PhD 
School  of  Public  Health 
University  of  Michigan 
109  South  Observatory  Street 
Aim  Arbor.  MI  48109-2029 
Tel:  P  13)763-5454 
Fax:  013)763-5455 
Email:  nmclark@umich.edu 


Edith  D.  Leyasmeyer,  PhD 
School  of  Public  Health 
University  of  Minnesota 
Box  197  Mayo  Memorial  Building 
420  Delaware  Street,  SE 
Minneapolis,  MN  55455-0381 
Tel:  (612)625-1179 
Fax:  (612)626-6931 

Email:  leyasmey@mailbox.mail.umn.edu 

Michel  A.  Ibrahim,  MD,  PhD 
School  of  Public  Health 
University  of  North  Carolina 
at  Chapel  Hill 

Campus  Box  7400  Rosenau  Hail 

Chapel  Hill,  NC  27599-7400 

Tel:  (919)966-3215 

Fax:  (919)966-7678 

Email:  ibrahim@sophiajph.unc.edu 

Elisa  T.Lee,  PhD 
College  of  Public  Health 
University  of  Oklahoma 
801  Northeast  13th  Street 
Oklahoma  City,  OK  73104-5072 
Tel:  (405)271-2232 
Fax:  (405)271-3039 
Email:  elisa-lee@uokhsc.edu 

Donald  R.  Mattison,  MD 

Graduate  School  of  Public  Health 

University  of  Pittsburgh 

1 1 1  Pamn  Hall 

Pittsburgh,  PA  15261 

Tel:  (412)624-3001 

Fax:  (412)624-3309 

Email:  mattisoa@vms.cis.pitl.edu 

Orlando  Nicves,  MHSA 

School  of  Public  Health 

Uoiversity  of  Puerto  Rico 

GP.O  Box  5067 

San  Juan,  Puerto  Rico  00936 

Tel:  (809)  764-5975 

Fax:  (809)759-6719 

Richard  S.  Kurt  PhD 

School  of  Public  Health 

St.  Louis  University 

3663  Lindell  Blvd  (4th  door) 

ODonndl  Hall 

St.  Louis,  MO  63108 

Tel:  (314)977-8111 

Fax:  (314)977-8150 

Email:  kurzrs@sluvcajlu.edu 

Stephen  J.  Bender. 

Graduate  School  of  Public  Health 

Saa  Diego  State  University 

College  and  Montezuma 

San  Diego.  CA  92182-0405 

(619)  594-5922 

Fax:  (619)594-6112 

Email:  sbender@mailjdsu.edu 


Gale  Coston,  PhD 
School  of  Public  Health 
University  of  South  Carolina 
Sumter  and  Greene 
Columbia,  SC  29208 
Tel:  (803)777-5032 
Fax:  (803)777-4783 
Email:  gcoston@sph.sc.edu 
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Mr.  Porter.  Dr.  Scrimshaw,  you  make  the  case  very  well  for 
doing  a  great  deal  more  in  the  public  health  area.  And  I  remember 
polio,  because  my  father  was  a  victim  of  polio  and  suffered  its  ef- 
fects all  his  life.  You're  exactly  right,  though,  we  must  do  a  better 
job  here.  And  I  think  this  subcommittee  is  committed  to  doing  that. 

Thank  you  for  being  here,  and  thank  you  for  your  testimony. 


Wednesday,  February  28,  1996. 

WITNESS 

FRANCES  M.  SLATER,  R.N.,  ASSOCIATION  OF  PROFESSIONALS  IN 
INFECTION  CONTROL  AND  EPIDEMIOLOGY 

Mr.  Porter.  Frances  M.  Slater,  Chairperson,  Government  Affairs 
Committee  of  the  Association  of  Professionals  in  Infection  Control 
and  Epidemiology. 

Ms.  Slater.  Good  morning,  Mr.  Chairman,  and  members  of  the 
committee.  I  am  Frances  Slater,  an  infection  control  professional 
from  Houston,  Texas,  and  I  am  here  today  representing  APIC,  the 
Association  of  Professionals  in  Infection  Control  and  Epidemiology. 

APIC  is  an  international  professional  organization  of  over  10,000 
nurse,  physician  and  microbiologist  members  who  have  primary  re- 
sponsibility for  minimizing  the  risk  of  infection  and  other  untoward 
events  associated  with  health  care  delivery.  As  part  of  its  mission, 
APIC  seeks  to  sensitize  and  inform  decision  makers  responsible  for 
health  policy  to  the  relevant  issues  in  these  efforts. 

Clearly,  in  the  current  health  care  environment,  as  the  Nation 
faces  numerous  threats  to  the  health  of  its  public,  the  notion  of  bor- 
ders between  countries,  States,  communities  and  even  institutions 
becomes  irrelevant.  International  travel  and  commerce  can  trans- 
port a  public  health  menace  from  one  corner  of  the  world  to  an- 
other in  a  matter  of  hours.  Infectious  diseases  remain  the  leading 
cause  of  death  worldwide  and  is  among  the  most  important  causes 
of  death  in  the  United  States.  Never  before  has  the  public  health 
information  system  and  infrastructure  necessary  to  meet  these  po- 
tentially catastrophic  challenges  been  more  critical. 

With  this  in  mind,  the  Association  wishes  to  thank  the  commit- 
tee for  its  past  support  for  infectious  disease  control,  especially  the 
decision  to  approve  full  fiscal  year  1996  funding  for  the  CDC,  even 
though  final  agreement  has  not  been  reached  by  Congress  and  the 
Administration  on  the  overall  fiscal  year  1996  budget. 

We  hope  the  committee  will  demonstrate  the  same  awareness  of 
the  cost  effectiveness  of  infection  prevention  and  control  when  it 
considers  the  CDC's  fiscal  year  1997  budget  request.  As  the  debate 
continues  on  health  care  reform,  with  an  increased  emphasis  on 
economy,  we  must  be  cognizant  of  the  proportion  of  this  resource 
spent  on  infectious  diseases. 

In  the  United  States,  the  costs  attributable  to  infectious  diseases 
exceeds  $120  billion  annually.  The  Association  believes  it  is  infi- 
nitely less  costly  and  clearly  more  cost  effective  to  address  an 
emerging  disease  at  an  early  stage  and  prevent  its  spread,  rather 
than  concentrate  primarily  on  a  treatment  strategy  to  control  the 
disease. 
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Also,  APIC  urges  the  committee  to  consider  the  fundamental 
science  behind  existing  regulations,  as  well  as  those  initiatives  in 
the  regulatory  pipeline.  Dollars  spent  unscientifically  on  unneces- 
sary regulation,  however,  altruistic,  will  not  be  available  to  fund 
other  initiatives.  The  deciding  factor  on  the  need  for  any  regulatory 
initiative  in  the  health  care  field  must  be  scientifically  valid  and 
economically  prudent. 

A  case  in  point  are  new  regulatory  initiatives  being  considered 
by  OSHA  to  prevent  worker  exposure  to  tuberculosis.  Over  the  past 
decade,  a  resurgence  of  tuberculosis  and  the  emergency  of  multi- 
drug resistant  strains  of  the  disease  have  significantly  changed  our 
perception  of  TB.  Cases  of  TB  increased  dramatically  in  the  U.S. 
from  1978  to  1992,  before  decreasing  in  1993.  Current  data  indicate 
that  the  increase  in  TB  has  not  only  been  contained,  but  there  is 
now  a  downward  trend  in  the  number  of  new  cases. 

When  the  TB  increase  was  identified,  health  care  professionals, 
including  APIC  members,  began  to  examine  the  reason  for  the  out- 
break and  implemented  corrective  measures  to  address  the  causes 
of  the  increased  rates  of  TB.  During  the  late  1980s  and  early 
1990s,  the  CDC  investigated  several  outbreaks  in  health  care  facili- 
ties. They  then  developed  and  published  in  1994  new  guidelines  to 
assist  health  care  providers  in  protecting  staff  and  patients.  Be- 
cause many  of  the  cases  occurred  in  health  care  workers,  OSHA 
began  to  look  into  the  risks  to  these  workers.  OSHA  is  now  ex- 
pected to  propose  new  TB  standards  sometime  later  this  year. 

As  grateful  as  we  are  that  OSHA  is  concerned  about  the  safety 
of  health  care  workers,  we  believe  these  proposed  standards  are 
coming  too  late  and  are  not  necessary.  The  fact  is,  the  need  to  con- 
trol the  spread  of  infectious  disease  requires  a  response  far  faster 
than  the  pace  of  any  regulatory  bureaucracy.  In  the  case  of  TB,  the 
increase  in  cases  was  addressed  even  before  the  CDC  guidelines 
were  published.  Now,  three  years  after  the  trend  in  increased  cases 
has  been  reversed,  OSHA  intends  to  get  involved  with  its  own  reg- 
ulatory response. 

Health  care  institutions  have  successfully  acted  to  protect  health 
care  workers  from  exposure  to  TB  through  a  variety  of  methods. 
And  some  of  these  interventions,  for  example,  procedures  to  assure 
early  identification  are  extremely  cost  effective.  In  contrast,  use  of 
respirators  and  other  belated  proposals  by  OSHA  appear  to  offer  no 
benefit,  they  are  not  based  on  proven  scientific  need,  and  will  re- 
sult in  unnecessary  cost.  This  unnecessary  cost  represents  precious 
health  care  dollars  that  could  be  better  used  elsewhere. 

APIC  members  are  on  the  front  lines  of  preventing  and  control- 
ling infectious  diseases,  and  we  are  the  first  to  support  procedures 
and  standards  which  protect  our  members  and  the  public.  How- 
ever, the  proposed  OSHA  TB  standards  are  not  needed.  APIC  urges 
the  committee  to  examine  the  need  for  these  standards  before  al- 
lowing OSHA  to  require  regulatory  structure  which  is  not  nec- 
essary and  will  cost  millions  of  dollars,  while  the  original  problem 
has  already  been  successfully  addressed  with  far  more  cost  effective 
measures. 

Mr.  Chairman,  I  thank  you  for  providing  me  this  opportunity  to 
present  these  comments. 
[The  prepared  statement  follows:] 
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House  Appropriation  Committee 
Labor,   Health  and  Human  Services,  Education 
and  related  Agencies 

The  Association  for  Professionals  in  Infection  Control  and 
Epidemiology,  Inc.  (APIC)  submits  testimony  for  consideration  on 
the  subject  of  budget  appropriations  for  FY  1996.  APIC  is  an 
international  professional  organization  of  over  10,000  nurse, 
physician  and  microbiologists  members  who  have  primary 
responsibility  for  minimization  of  the  risk  of  infections  and  other 
untoward  events  associated  with  health  care  delivery.  APIC  and  its 
members  maintain  multiple  advocacy's  by  addressing  these  risks  in 
health  care  worker  and  consumer  populations.  These  advocacy's  are 
actualized  through  education,  intervention  and  research  related  to 
improved  methods  of  health  care.  As  part  of  its  mission,  APIC 
seeks  to  sensitize  and  inform  decision  makers  responsible  for 
health  policy  to  the  relevant  issues  in  these  efforts. 

Priorities 

Clearly,  in  the  current  health  care  environment,  as  the  nation 
faces  numerous  threats  to  the  health  of  its  public,  the  notion  of 
borders  between  countries,  states,  communities  and  even 
institutions  become  irrelevant.  International  travel  and  commerce 
can  transport  a  public  health  menace  from  one  corner  of  the  world 
to  another  in  a  matter  of  hours.  No  longer  can  we  feel  safe  and 
complacent  thinking  that  the  threat  of  life- threatening  disease, 
such  as  pneumonic  plague,  is  Contained  in  a  remote  country  like 
India.  Infectious  diseases  remain  the  leading  cause  of  death 
worldwide  and  are  among  the  most  important  causes  of  death  in  the 
United  States.  Changes  in  society,  technology  and  the  environment 
together  with  the  diminished  effectiveness  of  certain  approaches  to 
disease  control  have  propelled  our  nation  and  the  rest  of  the  world 
into  a  new  era.  The  spectrum  of  infectious  diseases  is  expanding 
as  many  infectious  diseases  once  thought  controlled  are  increasing 
in  incidence.  Never  before  has  the  public  health  information 
system  and  infrastructure  necessary  to  meet  these  potentially 
catastrophic  challenges  been  more  critical. 


Three  reports  from  the  National  Academy  of  Science's  Institute  of 
Medicine  (IOM)  indicate  that  ability  of  the  U.S.  public  health 
system  to  meet  these  challenges  is  in  jeopardy.  Together  these 
reports  document : 

1)  Lack  of  readiness  to  recognize,  threat  or  control  the 
extraordinarily  serious  microbial  disease  threats  emanating  from 
the  tropics  [Lassa  Fever,  Ebola,  Cholera,  drug-resistant  malaria] . 

2)  The  costly,  crisis-driven,  reactive  nature  of  the  public 
health  community  today  as  opposed  to  a  more  cost-effective 
proactive -driven  system. 


24-311   96  -9 
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3)  The  crucial  need  to  increase  vigilance  and  enhance  response 
capability  through  collaboration  among  agencies  including  the 
National  Institutes  of  Health,  the  Food  and  Drug  Administration, 
Department  of  Defense  and  other  state  and  federal  agencies  and  to 
establish  a  leadership  role  by  the  Centers  for  Disease  Control  and 
Prevention  (CDC)  in  a  national  and  global  effort  to  monitor, 
prevent  and  control  these  emerging  infectious  diseases. 

As  the  debate  continues  on  the  reformation  of  health  care  with  an 
increased  emphasis  on  economy,  we  must  be  cognizant  of  the 
proportion  of  this  resource  spent  on  infectious  diseases.  Costs 
attributable  to  infectious  diseases  exceed  $120  billion  annually  in 
the  U.S.  District  medical  costs  due  to  infections  acquired  in 
hospitals  alone  was  $4.5  billion  in  1992.  Many  infectious  diseases 
(meningitis,  pneumonia,  ear  infections,  diarrhea- related  illnesses 
and  others)  are  becoming  resistant  to  drugs  used  to  treat  them. 
Annual  costs  due  to  drug-resistance  are  estimated  to  be  $4.0 
billion  and  escalating. 

Infectious  diseases  reemerge  when  prevention  and  control  strategies 
fail  and  the  public  health  infrastructure  is  incapable  of 
adequately  meeting  the  challenge.  Recent  familiar  examples  of  this 
include  outbreaks  of  multi-drug  resistant  tuberculosis,  the  spread 
of  rabies,  plague,  and  contaminated  food  and  water  supplies  that 
placed  entire  communities  at  risk. 

The  Association  applauds  the  committee's  support  for  infectious 
disease  control  in  the  FY  1996  budget,  especially  the  decision  to 
approve  full  FY  1996  funding  for  the  Centers  for  Disease  Control 
and  Prevention,  even  though  final  agreement  has  not  been  reached  by 
Congress  and  the  Administration  on  the  overall  FY  1966  budget.  We 
also  note  that  the  FY  1996  appropriation  was  over  $3  million  above 
last  year's  level.  We  especially  commend  the  Committee's  decision 
to  increase  funding  for  CDC's  immunization  program  by  $6.8  million 
and  it's  infectious  disease  work  by  $10.7  million. 

However,  we  are  concerned  that  funding  for  tuberculosis  elimination 
was  essentially  static.  Also,  the  $31  million  administrative 
reduction  in  the  CDC  budget  will  impact  their  work  across  all 
programs.  We  support  the  CDC's  recommendation  that  their  TB 
program  be  funded  at  $150  million  for  FY  1997.  Further,  we 
recommend  that  CDC's  HIV/AID  prevention  program  be  funded  at  $625 
million,  a  $36  million  increase  over  the  Fy  1996  appropriation.  In 
response  to  IOM  reports  and  the  recommendations  of  multiple  expert 
panels  and  professionals,  the  Centers  for  Disease  Control  and 
prevention  published  a  national  plan  for  addressing  infectious 
diseases  stressing  the  need  to  strengthen  surveillance,  applied 
research,  and  prevention  and  control  programs  of  states,  local 
communities  as  well  as  strengthen  the  infrastructure  of  the 
laboratories  in  CDC.  The  full  implementation  of  this  plan  has  been 
estimated  cost  $125  million.     The  Association  urges  the  Committee 
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to  fund  this  program  as  requested  by  the  Agency. 

We  are  aware  of  initiatives  from  the  Administration  and  certain 
legislators  to  consolidate  CDC  categorical  programs  into  large 
block  grants  allowing  states  discretion  in  resource  allocation  for 
treatment  and  prevention  programs  for  diseases  including 
tuberculosis,  sexually  transmitted  diseases  and  HIV.  The 
Association  would  like  to  express  concern  on  this  issue  based  on 
the  history  of  similar  attempts  to  decentralized  national  public 
health  programs.  The  Association  would  like  to  express  concern  on 
this  issue  based  on  the  health  programs.  The  history  of  similar 
attempts  to  decentralize  national  public  health  programs.  A  number 
of  years  ago  this  was  done  with  tuberculosis  funding. 

It  is  estimated  that  the  decentralization  of  tuberculosis 
management  programs  led  to  63,000  additional  TB  cases. 
Tuberculosis  costs  this  nation  $693  million  in  direct  health  care 
expenditures  and  $305  million  in  indirect  costs,  annually.  Experts 
have  identified  a  target  case  rate  of  3  . 5  per  100,000  population  as 
part  of  the  Year  2000,  Strategic  Plan  for  the  elimination  of 
Tuberculosis  in  the  U.S.  Unfortunately,  the  current  case  rate  is 
10.4  per  100,000.  The  Association  urges  the  Committee  to  support 
centralized  tuberculosis  control  over  decentralized  fragmentation 
of  this  national  problem. 

Public  policy  discussions  and  scientific  efforts  sometime  focus  on 
vaccine  an.d  drug  development  to  the  exclusion  of  education  and 
behavioral  changes  as  a  means  of  preventing  the  spread  of  disease, 
this  narrow  focus  is  unfortunate  because  it  is  frequently  only  by 
changing  patterns  of  human  activity  --  travel,  hygiene,  food 
handling,  sexual  behavior  and  drug  use  --  that  the  spread  of 
disease  can  be  stopped.  The  public  must  be  made  aware  of  the 
potential  benefits  of  behavioral  change  in  the  prevention  or 
limitation  of  disease  transmission.  The  Association  encourages  the 
Appropriations  Committee  to  fund  National  Institutes  of  Health 
(NIH)  programs  designed  to  educate  the  public  enhance  the  health- 
promoting  behavior  of  diverse  target  groups.  In  particular,  the 
Association  urges  the  Committee  to  support  any  NIH  request  in  their 
AIDS  budget  as  it  "reflects  a  rededicated  to  basic  biomedical  and 
behavioral  research  on  HIV  infection."  The  Association  also 
requests  favorable  consideration  to  the  NIH  budget  dealing  with 
emerging  infections  as  well  as  their  increased  focus  on 
tuberculosis . 


In  addition,  the  Association  draws  the  Committee's  attention  to  the 
work  of  those  APIC  members  employed  as  Employee  Health  Nurses. 
These  professionals,  armed  with  essential  training  in  epidemiology 
and  data  management,  are  integral  to  the  provision  of  safe  working 
environments  for  health  care  workers.  Employees  Health  Nurses 
provide   hospital   or   facility-based   occupational   health,  monitor 
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occupational  disease  and  injury,  as  well  as  provide  essential  input 
into  the  prevention  of  these  events.  Without  appropriate 
epidemiological  data  to  define  and  stratify  risk  as  well  as 
identify  and  evaluate  the  efficacy  of  preventive  methods,  precious 
health  care  dollars  are  potentially  wasted.  APIC  urges  the 
Committee  to  consider  the  fundamental  science  behind  existing 
regulations  as  well  as  those  initiatives  in  the  regulatory 
pipeline.  Dollars  spent  unscientifically,  however  altruistically, 
will  not  be  available  to  fund  other  initiatives.  The  deciding 
factor  on  these  issues  must  be  science,  when  sound  scientific  data 
are  insufficient,  regulatory  initiatives  must  be  curved  by 
practicality. 

Case  in  point  are  new  regulatory  initiatives  by  the  Occupational 
Safety  and  Health  Administration  (OSHA)  intended  to  prevent  worker 
exposure  to  tuberculosis,  over  the  past  decade,  a  resurgence  of 
tuberculosis  and  the  emergence  of  multi-drug  resistant  strains  of 
the  disease  have  significantly  changed  our  perception  of  TB. 
Cases  of  tuberculosis  increased  dramatically  in  the  United  States 
from  1978  to  1992  before  decreasing  in  1993. 

During  the  late  1980 's  and  early  1990' s,  the  Centers  for  Disease 
Control  investigated  several  outbreaks  of  multi-drug  resistant 
cases  of  TB  (MDR-TB)  in  health  care  facilities.  They  determined 
that  HIV  positive  intravenous  drug  abusers  who  did  not  complete 
their  medication  cycle  were  the  primary  source  of  the  majority  of 
the  outbreaks.  The  CDC  investigation  also  discovered  that  most  of 
the  cases  transmitted  to  health  care  workers  came  from  patients  who 
where  not  suspected  to  have  TB  upon  admission  to  the  hospital. 

The  CDC  then  proceeded  to  develop  and  publish  new  guidelines  to 
assist  health  care  provides  in  protecting  staff  and  patients. 
Because  many  of  the  case  of  MDR-TB  occurred  in  health  care 
workers,  OSHA  began  to  look  into  the  risks  to  health  care  worker  and 
issued  an  intent  to  develop  their  own  new  TB  regulations. 

Health  care  institutions  have  successful  acted  to  protect  health 
care  workers  from  exposure  to  TB  through  multi-layer, 
implementation  of  engineering,  administrative  and  personal 
protection  interventions.  Some  of  these  interventions  (for 
example,  procedures  to  assure  early  identification  and  treatment  of 
persons  with  TB)  are  extremely  cost-effective.  In  contrast,  the 
use  of  expensive  respirators  and  the  proposed  requirements  for  fit 
testing  by  OSHA  appears  to  offer  no  benefit,  is  not  based  on  proven 
scientific  need  and  will  result  in  tremendous  unnecessary  cost. 


APIC  members  are  on  that  front  lines  of  preventing  to  infectious 
disease,  and  we  are  the  first  to  support  procedures  and  standards 
which  protect  our  members  and  the  public.  However,  needless 
regulations,     such     as     the     proposed    OSHA    TB     standards,  are 
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unnecessary  and  are  not  based  on  scientific  need. 
RECOMMENDATIONS : 

1.  The  Association  urges  the  committee  to  fund  preventive 
strategies  aimed  at  emerging  infectious  diseases.  Included  should 
be  the  request  of  the  Health  and  Human  Services 1  Childhood 
Immunization  Initiative  working  toward  the  goal  of  immunizing  90% 
of  children  under  two  years  with  the  most  important  vaccinations. 

2.  The  Committee  is  encouraged  to  maintain  careful  scrutiny  of 
the  scientific  and  cost-effective  foundations  of  regulations 
directed  at  health  care. 

3.  The  Committee  is  urged  to  support  a  strong,  centralized, 
adequately  funded,  public  health  program  for  effective  control  of 
HIV,   STD's  and  tuberculosis. 

SUMMARY: 

The  Association  strongly  believes  that  the  best  way  to  reduce 
health  care  costs  in  the  future  is  by  developing  and  implementing 
preventive  strategies  that  can  meet  the  challenges  offered  by 
emerging    and    reemerging    pathogens.  The    Association  further 

believes  that  it  is  infinitely  less  costly,  clearly  more  cost- 
effective,  to  address  an  emerging  disease  at  an  early  stage-and 
prevent  its  spread- -rather  than  to  rely  on  treatment  to  control  the 
disease.  We  therefore  encourage  the  Committee  to  invest  the 
protection  of  the  health  of  the  nation's  public  by  fully  funding 
the  CDC  plan  to  address  emerging  infectious  disease.  APIC  thanks 
the  Members  of  the  Committee  for  considering  these  comments  and 
stands  ready  to  provide  additional  supporting  information  or 
testimony  as  may  be  appropriate. 
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Mr.  Porter.  Ms.  Slater,  thank  you  very  much  for  your  testi- 
mony. And  would  you  provide  additional  material  about  the  OSHA 
standards  for  us?  We'd  be  very  happy  to  see  that. 

Ms.  Slater.  I  certainly  will. 

Mr.  Porter.  YouVe  raised  a  new  issue  here.  And  we  need  to 
have  as  much  information  as  we  can. 
Ms.  Slater.  We'll  gladly  provide  that. 
Mr.  Porter.  Thank  you. 
[Additional  material  follows:] 
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OSHA's  Proposed  TB  Standard 

The  Concerns  of  the  Association  for  Professionals  in 
Infection  Control  and  Epidemiology  (APIC) 


History 

During  the  post-World  War  II  period,  we  saw  a  steady  decline  in  the  number  of 
TB  cases  in  the  United  States.  Since  1953,  when  nationwide  reporting  was  first 
implemented,  and  until  1984,  this  decline  averaged  5%  per  year.  During  this  time,  the 
optimism  over  the  success  in  combating  TB  lead  some  to  speculate  that  within  the 
United  States  we  might  see  an  elimination  of  TB  completely. 

In  1986,  however,  for  the  first  time  in  33  years,  there  was  an  actual  increase  in 
TB  cases.  This  trend  continued  and  through  1992  this  increase  reached  18%. 
Coupled  with  the  concern  over  the  increase  in  the  number  of  TB  cases  was  the 
emergence  of  drug  resistant  TB  cases.  In  these  cases,  patients  who  did  not  respond 
to  treatment,  in  some  situations  resulted  in  a  death  rate  as  high  as  80%. 

Faced  with  this  challenge,  the  medical  community  went  to  work  to  determine 
the  reason  for  the  increase  in  TB  cases,  and  to  develop  a  plan  to  deal  with  it. 
Investigation  revealed  that  the  increase  was  found  in  distinct  populations,  traditionally 
those  with  poor  health  care,  such  as  the  homeless  or  illegal  intravenous  drug  abusers. 
Individuals  with  immune  deficiency  made  them  more  susceptible  to  TB.  Also, 
immigrants  from  countries  with  high  TB  rates  accounted  for  a  portion  of  the  increase. 

Correspondingly,  increased  rates  of  TB  were  not  found  in  all  parts  of  the 
country,  but  were  concentrated  in  areas  where  these  populations  were  most  likely 
found.  Large  urban  centers  tended  to  account  for  a  disproportionate  share  of  TB 
cases.  For  instance,  in  1992  and  1993  New  York  City  alone  accounted  for  31%  of  all 
new  TB  cases. 

In  response  to  the  increase,  the  health  care  community  developed  procedures 
which  concentrated  on  prompt  diagnosis  and  instituted  systems  which  closely 
monitored  compliance  with  treatment  programs.  One  particular  problem  with  transient 
populations  (ie.  homeless  and  drug  users)  was  that  they  would  frequently  stop  taking 
their  medication  before  the  disease  was  defeated.  For  instance,  a  patient  may  begin 
to  "feel  better"  after  only  two  to  four  weeks  of  treatment,  but  a  typical  TB  treatment 
regimen  may  last  from  six  months  to  a  year.  Consequently,  many  in  this  category 
would  prematurely  discontinue  their  treatment  and  go  on  to  infect  others  or  would 
develop  disease  resistant  to  conventional  TB  drug  therapy.  Programs  were  developed 
to  ensure  these  individuals  completed  their  treatment  and  follow  up  programs  were 
instituted  for  those  who  did  not. 
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The  steps  that  were  initiated  in  the  face  of  the  outbreak  proved  to  be 
successful.  The  TB  rate  of  increase  peaked  in  1990  and  started  decreasing  in  1991, 
continuing  a  downward  trend.  In  1992,  the  Centers  for  Disease  Control  and 
Prevention  (CDC)  began  to  amend  earlier  guidelines  for  handling  known  and 
suspected  TB  cases,  and  in  1994,  issued  final  revised  guidelines.  These  guidelines 
serve  as  the  health  care  "standard"  for  handling  TB  cases.  It  is  interesting  to  note  that 
the  number  of  new  TB  cases  began  to  decrease  even  before  the  final  TB  guidelines 
were  published.  This  statistic  demonstrates  the  fact  that  the  need  to  control  the 
spread  of  an  infectious  disease  requires  a  response  far  faster  than  the  pace  of  any 
regulatory  procedure. 

During  the  period  of  the  TB  increase,  the  Occupational  Safety  and  Health 
Administration  (OSHA)  became  involved  because  some  of  the  new  cases  involved 
health  care  workers.  Some  who  were  also  HIV  positive  died.  OSHA's  pace,  however, 
has  been  slower  than  the  response  of  the  medical  community  or  CDC.  APIC 
questions  the  need  for  a  new  regulation  or  TB  standard  from  OSHA.  The  reason  for 
the  TB  increase  appears  to  have  been  identified  and  a  successful  response 
implemented. 

Why  a  TB  standard  is  no  longer  needed. 

Handling  TB  cases  is  already  regulated,  The  CDC's  TB  guidelines  serve  as  a 
prescribed  method  of  handling  suspected  and  known  TB  cases.  These  guidelines 
reflect  the  lessons  learned  from  the  increased  incidence  of  TB  that  occurred  from 
1985-1992  and  they  have  proven  successful. 

OSHA  already  enforces  CDC's  TB  guidelines  and  does  not  need  a  new  TB 
standard.  OSHA  currently  has  the  power  to  enforce  the  CDC  guidelines  under  it's 
"general  duty  clause".  An  OSHA  TB  standard  is  not  needed. 

OSHA's  proposed  TB  standard  goes  beyond  CDC's  guidelines.  Although 
OSHA's  TB  standards  have  not  been  published,  it  is  our  understanding  from 
discussions  with  OSHA  personnel  and  from  stakeholder  meetings  the  standard  will  go 
far  beyond  the  CDC  guidelines.  It  is  our  feeling  the  CDC  is  better  equipped  than 
OSHA  to  address  questions  of  medical  safety  regarding  TB  cases. 

To  properly  provide  care  and  protection,  medical  professionals  must  now  have 
the  flexibility  to  adjust  procedures  as  science  learns  more  about  TB  and  how  it  is 
transmitted.  CDC's  guidelines  provide  that  flexibility  and  these  changes  can  be 
enforced  by  OSHA.  A  TB  standard  will  be  as  difficult  to  change  as  any  regulation,  and 
the  regulatory  process  cannot  be  changed  with  the  speed  medicine  must  have  to 
protect  patients  and  the  public.  For  instance,  years  after  the  causes  for  the  TB 
increase  have  been  identified  and  remedies  implemented  OSHA  is  still  pondering  its 
draft  TB  standard.  Correspondingly,  it  will  take  years  for  OSHA  to  revise  its  standard 


263 


as  medical  knowledge  increases  and  the  CDC  updates  its  guidelines. 

While  the  CDC  bases  risk  on  the  number  of  "actual"  (diagnosed)  TB  cases,  it 
is  our  understanding  the  intent  of  the  OSHA  standard  is  to  assign  a  level  of  risk  based 
on  the  number  of  "suspected"  cases.  This  subtle  difference  will  mandate  the 
expenditure  of  millions  of  health  care  dollars  unnecessarily. 

An  example  of  such  an  occurrence  includes  an  actual  mid-west  hospital  which 
treated  40  suspected  TB  cases  last  year.  When  tested  only  three  of  the  patients  were 
found  to  have  active  TB.  Under  the  CDC  guidelines,  this  institution  would  not  be 
considered  a  high  risk  facility.  Under  the  OSHA  approach,  however,  the  institution 
would  be  and  it  would  be  required  to  spend  thousands  of  dollars  on  costly 
modifications  to  existing  structures.  As  members  of  the  subcommittee  are  aware,  the 
mid-west  is  primarily  an  agricultural  area  harboring  many  dust-borne  pulmonary 
diseases  which  share  many  of  the  symptoms  as  TB.  Fortunately,  these  diseases  are 
not  transmitted  from  person  to  person  and  do  not  require  the  same  precautions  as  TB. 

This  institution  knows  that  most,  if  not  all,  of  the  cases  it  labels  as  "suspected" 
TB  cases  will  turn  out  to  be  something  else,  but  it  treats  them  as  TB  because  the 
successful  procedure  in  limiting  TB  cases  is  to  error  on  the  side  of  caution.  Therefore, 
when  dealing  with  TB,  health  care  facilities  error  on  the  side  of  treating  patients  with 
TB-like  symptoms  as  "suspected"  cases  until  they  are  positively  diagnosed. 


CDC's  guidelines  allow  high  risk  institutions  to  limit  their  TB  controls  to  areas 
where  patients  with  TB  are  likely  to  be  seen,  such  as  the  x-ray  department.  Again,  it 
is  our  understanding  that  OSHA  would  required  the  entire  institution  to  be  set  up  as  if 
patients  with  TB  are  equally  likely  to  show  up  anywhere,  requiring  costly  modifications 
in  parts  of  the  institution  that  are  not  needed  based  on  risk. 

QSHA's  TB  standard  would  waste  health  care  dollars  which  could  be  better 
spent  elsewhere. 

It  is  difficult  to  estimate  total  health  care  costs  associated  with  a  TB  standard. 
One  can  get  an  idea  by  looking  at  the  dollars  expended  by  complying  with  the  early 
CDC  guidelines.  A  study  of  VA  hospitals  nationwide  was  conducted  in  1993.  Data 
analysis  revealed  that  if  the  expenses  anticipated  by  the  VA  were  expanded  to  all 
hospitals,  an  excess  of  $462  million  would  be  spent  just  on  respirators  alone.  At  the 
time  this  study  was  conducted,  only  HIPA  (high-efficiency  particulate  air)  filters  met  the 
CDC  guidelines.  By  the  time  CDC's  final  guidelines  were  published,  other,  less 
expensive,  respirators  were  certified  for  use.  However,  this  estimate  does  not  include 
the  cost  of  physical  modifications  the  OSHA  standard  may  require,  and  the  level  of 
that  cost  should  TB  protection  requirements  be  based  on  "suspected"  TB  cases  rather 
than  "confirmed"  cases. 
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What  Can  Be  Done? 

APIC  is  requesting  the  Subcommittee's  consideration  of  including  language  in 
their  report  accompanying  the  FY  '97  Labor,  HHS  and  Education  appropriations  bill. 
This  language  should  direct  OSHA  to  delay  the  publication  of  their  draft  CDC  standard 
until  the  agency  reports  to  Congress  on  the  effectiveness  of  the  current  CDC 
guidelines.  If  the  report  indicates  the  current  CDC  guidelines  have  been  successful  in 
reducing  the  number  of  CDC  cases  and  protecting  health  care  workers,  OSHA  should 
explain  the  rationale  for  drafting  a  TB  standard. 
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Wednesday,  February  28,  1996. 

WITNESS 

JOHN  L.  SEVER,  M.D.,  Ph.D.,  ROTARY  INTERNATIONAL 

Mr.  PORTER.  John  L.  Sever,  M.D.,  Ph.D.,  Professor  at  Children's 
National  Medical  Center,  testifying  in  behalf  of  Rotary  Inter- 
national. 

Dr.  Sever,  good  to  see  you. 

Dr.  Sever.  Good  to  see  you  again,  sir. 

Thank  you  very  much,  Mr.  Chairman.  I'm  Dr.  John  Sever,  I  am 
Professor  of  Pediatrics  at  the  Children's  National  Medical  Center, 
here  in  Washington,  D.C.  My  specialty  is  infectious  diseases,  viral 
infections  and  particularly  vaccines.  And  I'm  also  a  member  of  Ro- 
tary International. 

First,  let  me,  on  behalf  of  Rotary  International  and  our  health 
coalition,  express  our  sincere  gratitude  to  you  and  the  subcommit- 
tee. A  year  ago  I  came  before  you  to  make  the  case  for  increased 
funding  for  polio  eradication.  And  thanks  to  your  support  for  fiscal 
year  1996,  the  CDC  was  provided  $27  million  for  polio  vaccine  and 
delivery,  technical  expertise  and  laboratory  support.  And  we  seek 
your  support  for  the  global  eradication  of  polio. 

Mr.  Chairman,  you  mentioned  just  a  few  minutes  ago  about  your 
personal  experience  with  this  disease  and  the  tragic  effects,  perma- 
nent disability  that  it  can  produce.  Fortunately,  we  do  not  see  that 
in  the  United  States  any  more.  We've  been  successful  here  in  con- 
trolling the  disease.  And  we  can  eradicate  the  disease  worldwide 
now  within  the  next  few  years,  by  the  year  2000,  by  implementing 
standard  procedures  which  are  available  to  us. 

The  case  for  investing  in  polio  eradication  is  compelling.  First, 
we  have  an  effective  vaccine  to  prevent  polio  and  we  are  very  close 
and  in  reach  of  eradicating  the  disease.  The  goal  is  to  eradicate  it 
by  the  year  2000,  and  that  is  achievable.  Dr.  Scrimshaw,  who  just 
spoke  to  you,  alluded  to  that,  and  as  a  dean  of  the  School  of  Public 
Health,  she  is  certainly  well  aware  that  this  is  an  effort  that's 
going  on  worldwide  and  can  be  completed. 

Eradication  of  polio  will  save  the  United  States  at  least  $230  mil- 
lion a  year  in  polio  immunization  costs.  That  is  what  it  costs  us  to 
immunize  our  children  for  a  disease  which  we  have  not  seen  in  this 
country  since  1948.  Once  eradication  is  achieved,  we  will  no  longer 
need  to  immunize  our  children  against  polio.  And  the  benefits  are 
permanent.  I  saw  some  of  the  last  cases  of  polio  actually  when 
there  was  a  small  epidemic,  or  the  final  one,  at  Evanston  Hospital, 
when  I  was  an  intern  and  resident  there,  in  the  late  1950s.  We  did 
have  this  outbreak,  that's  the  last  that  we  have  had  in  this  coun- 
try, fortunately. 

Investing  in  polio  will  also  help  the  development  of  public  health 
infrastructures  around  the  world  which  will  help  fight  other  deadly 
diseases.  Rotary  International  has  been  working  since  1985  to  help 
eradicate  polio  around  the  world,  and  now  it's  possible  to  complete 
the  job.  This  effort  has  been  one  of  the  largest  private  public  sector 
initiatives  ever  organized.  We've  mobilized  tens  of  thousands  of  Ro- 
tarians  to  work  together  with  the  Ministries  of  Health,  the 
UNICEF,  the  World  Health  Organization,  and  the  CDC,  and  with 
health  providers  at  the  grass  roots  levels  to  accomplish  immuniza- 
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tions  in  thousands  of  communities  throughout  the  world.  And  by 
the  time  polio  is  eradicated,  Rotary  International  will  have  ex- 
pended some  $400  million  of  its  own  money  in  its  effort  to  eradi- 
cate this  disease. 

The  momentum  for  eradication  is  building.  There's  not  been  a 
case  of  endemic  polio  anywhere  in  the  western  hemisphere  now  for 
at  least  four  and  a  half  years.  The  reported  number  of  cases  world- 
wide has  decreased  from  over  35,000  cases  in  1985  to  about  8,500 
cases  in  1994,  as  shown  on  this  graph.  And  as  you  can  see,  we  can 
track  very  well  the  effectiveness  of  our  efforts.  Definitely  we're  re- 
ducing the  numbers  of  cases.  This  is  worldwide,  and  we  can  get 
down  to  zero  by  the  year  2000. 

The  support  for  this  eradication  effort  is  now  being  provided  by 
a  number  of  countries,  including  the  United  States,  through  the  ef- 
forts of  this  committee.  Japan,  Norway,  France,  Switzerland,  Great 
Britain,  and  others.  Rotary  International  has  committed  itself  to 
make  eradication  of  polio  our  highest  priority  until  this  disease  is 
certified  as  eradicated.  But  we  need  your  help. 

Although  most  of  the  costs  of  polio  eradication  efforts  are  carried 
out  by  the  governments  of  polio  endemic  areas  themselves,  the 
World  Health  Organization  and  the  CDC  estimate  that  an  addi- 
tional $120  million  a  year  for  five  years  is  needed  to  complete  this 
job.  Towards  this  end,  we  request  that  $50  million  be  provided  for 
fiscal  year  1997,  so  that  the  CDC  can  continue  targeted  eradication 
efforts.  An  increased  contribution  from  the  United  States  will  help 
leverage  further  support  from  other  nations. 

The  provision  of  the  $50  million  for  fiscal  year  1997  for  polio 
eradication  will  permit  the  CDC  to  conduct  National  Immunization 
Days  of  45  African  countries,  and  initiate  training  and  surveillance 
in  30  additional  Sub-Saharan  African  countries,  Expand  eradi- 
cation in  Bangladesh,  India,  Nepal  and  Pakistan,  and  expand  im- 
munization efforts  in  other  Middle  Eastern  countries,  such  as 
Yemen,  Sudan  and  Somalia. 

Mr.  Chairman,  in  conclusion,  American  children  are  not  safe 
from  polio  until  polio  has  been  eradicated  everywhere.  Polio  eradi- 
cation is  an  investment,  one  that  is  not  only  risk-free,  but  guaran- 
tees immense  and  permanent  return.  The  United  States  will  break 
even  on  its  investment  in  polio  eradication  within  only  two  years 
after  polio  has  been  vanquished.  And  the  financial  and  humani- 
tarian benefits  of  polio  eradication  will  accrue  forever.  This  will  be 
like  smallpox,  where  we  will  never  have  to  re-immunize  for  this 
disease,  and  never  experience  it  again.  This  will  be  a  gift  to  the  fu- 
ture children  of  the  world. 

Thank  you  for  this  opportunity  to  testify.  I  sincerely  hope  that 
you  will  provide  the  additional  fiinding  needed  to  eradicate  polio. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  thank  you  for  this  opportunity  to  testify  on  behalf  of  Rotary  International. 

Rotary  International  is  a  global  association  of  27,700  Rotary  clubs,  with  a  membership  of  1 .2  million 
business  and  professional  leaders  in  154  countries.  We  are  the  world's  first  service  club, 
established  in  Chicago  in  1905.  In  the  United  States  today  there  are  7,400  Rotary  clubs  with  some 
400,000  members.  All  of  our  clubs  work  to  promote  humanitarian  service,  high  ethical  standards  in 
all  vocations,  and  international  understanding. 

I  am  here  today  representing  a  broad  coalition  of  child  health  advocates,  including  the  American 
Academy  of  Pediatrics,  the  Task  Force  for  Child  Survival  and  Development,  and  the  U.S.  Committee 
for  UNICEF,  to  seek  your  support  for  the  global  program  to  eradicate  polio. 

Allow  me  first,  on  behalf  of  Rotary  International  and  our  coalition,  to  express  our  sincere  gratitude. 
A  year  ago  I  stood  before  you  to  make  the  case  for  increased  funding  for  the  Polio  Eradication 
Initiative.  Thanks  to  your  support,  for  FY  1996  CDC  will  provide  $27  million  for  laboratory  support, 
technical  expertise,  and  polio  vaccine  purchase  and  delivery. 

The  World  Health  Organization  now  reports  that  150  countries  reported  no  cases  of  polio  in  1995,  nine 
more  countries  than  when  I  addressed  this  distinguished  body  one  year  ago.  However,  even  though 
the  goal  is  within  sight,  we  lack  the  resources  needed  to  finish  the  job  once  and  for  all.  The  case  to 
invest  in  polio  eradication  is  compelling: 

•  We  have  an  effective  vaccine  to  prevent  polio  and  we  are  within  reach  of  completely 
eradicating  the  disease  —  the  goal  of  eradication  by  the  year  2000  is  achievable. 

•  Eradicating  polio  will  save  the  United  States  at  least  $230  million  a  year  in  immunization 
costs.  Once  eradication  is  achieved,  we  will  no  longer  need  to  immunize  our  children 
against  polio  —  the  benefits  are  permanent 

•  Investing  in  polio  eradication  is  developing  a  public  health  infrastructure  around  the 
world  that  will  help  us  to  fight  other  deadly  diseases. 

POLIO  ERADICATION  IS  ACHIEVABLE 

Humankind  is  on  the  brink  of  an  historic  opportunity.  Poliomyelitis  can  be  the  second  major  disease 
in  history  that  is  eradicated.  We  celebrated  the  eradication  of  smallpox  in  1979.  The  annual  global 
savings  of  about  $1  billion  per  year  in  smallpox  disease  and  control  costs  far  exceed  the  approximately 
$300  million  that  was  spent  over  ten  years  to  eradicate  smallpox.  The  United  States,  the  principal 
contributor  to  the  effort,  now  saves  its  total  investment  in  smallpox  eradication  every  26  days. 

The  drive  to  eradicate  polio  has  been  one  of  the  largest  private-public  sector  initiatives  ever 
organized.  Rotary  International  has  been  working  since  1985  to  help  eradicate  polio  from  the  world 
and  it  is  now  possible!  We  have  mobilized  tens  of  thousands  of  Rotarians  to  work  together  with  their 
national  ministries  of  health,  UNICEF  and  the  World  Health  Organization,  and  with  health  providers 
at  the  grassroots  level  in  thousands  of  communities.  By  the  time  polio  has  been  eradicated,  Rotary 
International  will  have  expended  some  $400  million  of  its  own  money  on  the  effort. 
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In  1988  and  again  in  1993,  the  member  nations  of  the  World  Health  Assembly,  including  the  United 
States,  affirmed  the  commitment  to  eradicate  polio  by  the  year  2000  and  to  achieve  certification  of 
eradication  by  the  year  2005. 

Momentum  is  building.  There  has  not  been  a  case  of  polio  anywhere  in  the  Western  hemisphere  for 
the  last  four  and  a  half  years.  The  reported  number  of  cases  worldwide  has  decreased  from  over 
35,000  cases  in  1985  to  approximately  8,550  cases  in  1994.  There  are  presently  some  150  countries 
in  the  world  which  have  reported  no  polio  in  the  last  year. 

During  the  calendar  year  1995,  progress  toward  eradicating  polio  was  extraordinary: 

•  Sixty-three  countries  conducted  National  Immunization  Days  in  1995,  taking  extra  measures 
to  protect  some  300  million  children  against  polio. 

•  In  March,  April  and  May  1995,  18  contiguous  countries  in  the  Middle  East,  Caucasus  and 
Central  Asian  Republics  immunized  over  56  million  children  against  polio  and  diphtheria 
during  the  first  year  of  "Operation  MECACAR."  This  three-year  immunization  campaign  is 
designed  to  eliminate  polio  from  the  Middle  East  and  Central  Asia.  The  second  year 
campaigns  are  due  to  begin  shortly,  thanks  in  part  to  funding  commitments  from  Finland, 
France,  Norway,  Sweden  and  Switzerland.  Although  it  is  hoped  that  the  same  donors  will 
commit  for  1997,  the  crucial  third  year  of  the  campaign,  funding  commitments  are  still 
uncertain. 


•  During  one  historic  week  in  December,  some  1 65  million  children  received  oral  polio  vaccine 
as  China  and  India  held  concurrent  National  Immunization  Days  (NIDs).  This  was  a  historic 
first  for  India,  and  both  countries  repeated  the  feat  in  January  1 996.  As  a  result  of  three  years 
of  successful  NIDs,  China  has  been  successful  in  exterminating  the  wild  polio  virus,  reporting 
no  laboratory -confirmed  polio  cases  in  1995. 

•  Due  to  massive  immunization  campaigns,  the  number  of  reported  polio  cases  dropped 
dramatically  in  South  and  Southeast  Asia,  where  two-thirds  of  the  world's  polio  occurs. 

Let  me  tell  you  what  has  been  and  will  be  accomplished  in  1 996  as  a  result  of  increased  funding  for 
CDC: 


India  had  the  technical  and  programmatic  expertise  it  needed  to  immunize  87  million  children 
during  its  second  round  of  National  Immunization  Days,  held  in  January  1996. 

Twenty-six  countries  in  Africa  have  agreed  to  implement  their  first  National  Immunization 
Days  in  1996,  in  part  due  to  the  assurance  that  funding  for  vaccine  will  be  there  when  it  is 
needed.  This  unprecedented  joint  effort,  which  will  reach  some  80  million  children,  is  a  sign 
of  increasing  political  will  on  that  continent,  where  polio  continues  to  cripple  so  many  children. 

Countries  such  as  Afghanistan,  Angola  and  Sudan  will  plan  and  conduct  public  health 
campaigns  despite  ongoing  civil  conflict.  Warring  factions  have  agreed  to  "days  of  tranquility" 
in  order  to  allow  immunization  campaigns  to  occur,  fully  aware  that  polio  and  other  diseases 
make  no  political  distinctions. 


270 


•  CDC  will  provide  vaccine  and  technical  expertise  in  1996  for  China,  Nepal,  Indonesia, 
Myanmar,  Bangladesh,  Turkey,  Uzbekistan,  Pakistan,  Yemen,  and  many  countries  in  Sub- 
Saharan  Africa. 

ERADICATING  POLIO  WILL  SAVE  THE  UNITED  STATES  AT  LEAST  S230  MHJJQN 
ANNUALLY 

While  United  States  has  been  polio-free  since  1979,  we  cannot  be  complacent  Our  children  are  not 
protected  from  polio  unless  the  entire  world  is  free  of  polio.  If  we  succeed  in  eradicating  polio  by  the 
target  year  2000,  no  child  will  have  to  be  immunized  against  polio  ever  again.  The  United  States 
currently  spends  approximately  $230  million  annually  to  immunize  its  newborns  against  polio,  a 
disease  no  longer  occurring  naturally  anywhere  in  the  Western  hemisphere.  This  cost  is  expected  to 
rise  significantly  as  the  U.S.  switches  from  an  immunization  program  using  inexpensive  oral  polio 
vaccine  (OPV  -  Sabin  vaccine)  to  one  based  on  the  higher-priced  inactivated  polio  vaccine  (IPV  -  Salk 
vaccine).  Globally,  over  $1 .5  billion  is  spent  annually  to  immunize  children  against  polio.  This  figure 
does  not  even  include  the  cost  of  treatment  and  rehabilitation  of  polio  cases,  nor  the  immeasurable  toll 
in  human  suffering  which  polio  exacts  from  its  victims  and  their  families. 

ERADICATING  POLIO  IS  HELPING  TO  DEVELOP  THE  INFRASTRUCTURE  NEEDED  TO 
FIGHT  OTHER  DISEASES 

By  investing  in  polio  eradication,  we  will  help  countries  not  only  to  effectively  eradicate  polio,  but  also 
to  develop  public  health  and  disease  surveillance  systems  necessary  to  help  us  to  control  the  spread 
of  other  infectious  diseases.  The  benefits  of  strengthening  the  disease  surveillance  system  are 
broad-based.  Already,  much  of  Latin  America  is  free  of  measles,  due  in  part  to  improvements  in  the 
public  health  infrastructure  implemented  during  the  war  on  polio. 

RESOURCES  NEEDED  TO  FINISH  THE  JOB  OF  POLIO  ERADICATION 

Rotary  International  has  committed  itself  to  make  the  eradication  of  polio  our  highest  priority  until  the 
disease  is  certified  as  eradicated.  We  will  use  every  avenue  of  our  service,  our  financial  and  human 
resources,  to  work  with  our  partners  to  help  eradicate  polio.  This  public-private  initiative  has  already 
demonstrated  how  effective  this  partnership  can  be.  Together,  we  are  confident  that  this  disease  can 
be  eradicated.  But  we  need  your  help. 

Although  most  of  the  cost  of  polio  eradication  efforts  is  carried  by  the  governments  of  polio  endemic 
countries  themselves,  the  World  Health  Organization  estimates  that  $120  million  per  year  for  the  next 
five  years  is  needed  to  implement  the  eradication  strategy. 

Toward  this  effort  we  request  that  CDC  allocate  $50  million  for  fiscal  year  1997 for  targeted  polio 
eradication  efforts.  An  increased  U.S.  contribution  of  this  magnitude  will  fill  the  vital  needs  and 
leverage  support  from  other  nations. 

An  increase  in  the  CDC  polio  eradication  budget  in  FY  1997  would  result  in  the  implementation  of 
the  following  activities: 

•  Conduct  National  Immunization  Days  in  45  African  countries.  Initiate  training  and  subsequent 
surveillance  for  polio  in  an  additional  30  countries  of  Sub-Saharan  Africa. 


•  Expand  polio  eradication  activities  in  Bangladesh,  India,  Nepal,  Pakistan,  and  other  South 
Asian  countries.   Increase  the  target  age  group  for  immunization  in  India  to  all  children 

/  younger  than  five  years.  Expand  surveillance  in  India,  Bangladesh,  Myanmar,  Nepal,  and 

Pakistan.  " 

•  Expand  the  number  of  Middle  Eastern  countries  conducting  National  Immunization  Days  to 
include  Yemen,  Sudan,  and  Somalia.  Initiate  surveillance  in  15  additional  countries. 

•  Expand  polio  laboratory  network  and  provide  basic  supplies  and  equipment  to  ensure  that  these 
labs  are  able  to  correctly  identify  polio. 

America's  children  will  not  be  safe  from  polio  anywhere  until  polio  has  been  eradicated  everywhere. 
Polio  eradication  is  an  investment,  but  one  that  is  not  only  risk-fee  but  also  guarantees  an  immense 
return.  The  United  States  will  "break  even"  on  its  investment  in  polio  eradication  within  only  two 
years  after  the  virus  has  been  vanquished.  And  the  financial  and  humanitarian  benefits  of  polio 
eradication  will  accrue  forever.  This  will  be  our  gift  to  the  future  children  of  the  world. 


Thank  you  for  this  opportunity  to  testify. 
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Mr.  Porter.  Thank  you,  sir.  Can  I  ask  two  questions?  You  may 
not  know  this,  but  I  will  ask  it  anyway  just  to  see  if  you  do,  is 
there  any  geographical  component  to  polio?  Is  it  more  prevalent  in 
one  part  of  the  world  than  another,  in  other  words? 

Dr.  Sever.  Yes,  sir.  There's  a  map  in  the  handout  material  which 
we  gave  you,  but  I  can  briefly  summarize.  Polio  has  of  course  been 
eradicated  now  from  all  of  North,  South  and  Central  America,  so 
that  is  no  longer  

Mr.  Porter.  No,  I  meant  originally. 

Dr.  Sever.  Originally  it  was  worldwide. 

Mr.  Porter.  Worldwide. 

Dr.  Sever.  It  was  recognized  to  a  greater  or  lesser  extent  in  cer- 
tain parts  of  the  world.  At  present  it's  primarily  continuing  in 
central  Africa.  That  is  the  biggest  area  that  needs  to  be  completed. 

Mr.  Porter.  And  how  long  a  time  after  the  last  case  is  reported 
is  it  considered  to  be  eradicated? 

Dr.  Sever.  Well,  careful  surveillance  goes  on  for  three  years.  And 
there's  constant  surveillance.  In  this  hemisphere,  for  example, 
there  are  10,000  reporting  centers  throughout  the  hemisphere  that 
must  report  every  week  that  they  do  not  see  a  case  of  acute 
polioastic  paralysis.  So  that's  a  very  important  part  of  this  effort, 
is  to  guarantee,  to  certify  that  an  area  is  polio  free. 

Mr.  Porter.  I  think  that  Rotary  ought  to  be  commended  for  tak- 
ing on  this  tremendous  project,  putting  their  own  resources  in  it, 
and  providing  the  kind  of  advocacy  and  pressure  to  get  this  job 
done  that  without  it,  I  think,  it  would  probably  never  have  been 
done.  So  I  commend  you  both  for  your  own  personal  work  at 
George  Washington  and  for  representing  Rotary  and  doing  such  a 
fine  job  in  that  regard. 

Dr.  Sever.  Thank  you,  sir,  and  we  sincerely  appreciate  the  sup- 
port of  you  and  this  committee. 

Mr.  Porter.  Thank  you  for  being  here. 

We  are  right  on  time  from  what  I  estimate  our  schedule  to  be. 
Before  I  call  our  next  witness  I  want  to  ask  members  of  the  audi- 
ence who  are  here  whether  any  of  you  happened  to  tune  in  last 
night  to  Maryland  Public  Television  at  10:30  to  watch  a  show 
called  Health  Week  that  was  put  on  with  the  assistance  of  the  Na- 
tional Institutes  of  Health? 

Well,  let  me  commend  it  to  you.  It's  a  pilot  now,  that  they 
showed,  and  I've  been  telling  Harold  Varmus  that  he  has  to  go  pub- 
lic with  the  message  about  the  possibilities  of  health  care  research 
and  what  it  means  to  people.  It  wasn't  Harold  Varmus  who  was  on 
the  show,  it  was  Cokie  Roberts.  But  she  did  a  great  job. 

I  would  commend  it  to  you.  I  think  it's  going  to  be  shown  weekly 
in  a  pilot  stage.  And  I  think  they've  done  a  very  good  job  of  bring- 
ing home  to  an  average  listener  the  importance  of  health  care  re- 
search and  how  it  affects  their  lives,  which  is  the  message  I  think 
is  needed.  I  just  thought  I'd  ask  and  see  if  any  of  you  had  watched 
it. 
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Wednesday,  February  28,  1996. 

WITNESS 

MYLES  P.  CUNNINGHAM,  M.D.,  AMERICAN  CANCER  SOCIETY 

Mr.  Porter.  Our  next  witness  is  Myles  P.  Cunningham,  M.D., 
President  Elect  of  the  American  Cancer  Society.  And  I  understand 
on  the  staff  of  St.  Francis  Hospital  in  Evanston,  Illinois.  So  I  am 
particularly  delighted  to  see  you,  Dr.  Cunningham.  Thank  you  for 
being  here. 

Dr.  Cunningham.  Thank  you,  Mr.  Chairman.  You've  taken  one 
minute  of  the  introductions  off  my  speech. 

Mr.  Bonilla  and  all  members  of  the  committee,  Fm  a  practicing 
surgical  oncologist  and  President  Elect  of  the  American  Cancer  So- 
ciety. In  addition  to  our  formidable  education  and  service  pro- 
grams, the  American  Cancer  Society  is  the  largest  source  of  cancer 
research  funds  from  the  non-profit  sector.  All  American  Cancer  So- 
ciety research  programs  are  supported  entirely  by  privately  raised 
funds. 

Our  sincere  thanks  go  to  you,  Mr.  Chairman,  and  to  you,  Mr. 
Bonilla,  and  other  members  of  this  subcommittee.  We  are  grateful 
for,  and  applaud  your  efforts  for  securing  full  year  funding  for  NIH 
and  CDC.  I  want  to  assure  you  that  your  investment  is  paying  off. 
Your  past  support  for  basic  research  done  within  NCI  has  advanced 
us  right  smack  in  the  middle  of  an  exploding  biomedical  revolution. 

On  the  eve  of  the  21st  anniversary  of  the  National  Cancer  Act, 
we  have  come  a  long  way.  Naysayers  argue  that  we  have  made  lit- 
tle progress,  that  the  war  on  cancer  is  underperformed,  and  Fm 
here  to  tell  you,  that's  absolutely  not  true.  In  almost  all  major 
forms  of  cancer,  there  has  been  either  a  modest  or  a  dramatic  re- 
duction in  cancer  deaths. 

Unfortunately,  all  of  these  gains  are  overshadowed  by  the  huge 
increase  in  mortality  from  lung  cancer.  And  all  of  that  is  due  to 
smoking,  or  almost  all  of  it.  Had  it  not  been  for  deaths  from  lung 
cancer,  mortality  rates  would  have  declined  14  percent  between 
1950  and  1990.  We  may  not  be  able  to  beat  cancer  in  our  lifetime, 
Mr.  Chairman,  but  we  can  do  so  in  our  children's  lifetime,  as  Dr. 
Varmus  virtually  said  as  much.  But  only  if  we  continue  to  invest 
in  research  and  ensure  that  people  benefit  from  what  we  learn. 

As  our  population  ages,  cancer  will  become  the  number  one  killer 
of  Americans  by  the  year  2000,  exceeding  deaths  from  cardio- 
vascular diseases.  We  can  profoundly  alter  these  grim  facts  by  sup- 
porting the  efforts  of  the  NCI  and  CDC.  The  American  Cancer  Soci- 
ety endorses  the  National  Cancer  Institutions'  bypass  budget  re- 
quest to  just  under  $3  billion.  It  is  a  science  based  budget  that 
would  allow  us  to  take  full  advantage  of  cancer  research  opportuni- 
ties. Cancer  research  has  not  enjoyed  the  same  level  of  funding  as 
NIH  as  a  whole,  and  parity  of  funding  does  remain  a  priority. 

In  funding  research,  we  have  an  equal  obligation  to  transfer  the 
fruits  of  that  research  to  our  people.  Chronic  disease  costs  us  $600 
million  annually,  or  60  percent  of  our  Nation's  total  health  and 
medical  costs.  Yet  less  than  3  percent  of  the  Nation's  public  health 
budget  goes  to  chronic  disease  prevention  and  control.  We  strongly 
support  the  mission  of  the  CDC  and  wish  to  highlight  four  particu- 
lar programs. 


277 


Number  one  is  tobacco  control.  Cigarette  smoking  remains  the 
single  largest  preventable  cause  of  premature  death  in  the  United 
States.  Significantly  90  percent  of  smokers  start  before  the  age  of 
18.  And  if  you  can  believe  it,  a  great  many  of  those  begin  before 
the  age  of  10.  As  a  cancer  surgeon,  I  see  daily  the  havoc  wrought 
by  these  deplorable  statistics.  To  me,  and  to  all  of  us,  tobacco  use 
is  really  a  clear  and  present  danger. 

A  national  program  of  cancer  registries  supports  efforts  to  ex- 
pand and  enhance  State  based  surveillance  efforts.  These  registries 
track  cancer  incidence  and  mortality  data  that  is  crucial  to  the 
public  health  programs.  CDC  has  done  a  marvelous  job  in  its 
breast  and  cervical  cancer  control  project.  And  we  urge  continued 
funding  for  that  extremely  worthwhile  program. 

Finally,  we  support  a  new  CDC  initiative  to  support  screening 
activities  for  colorectal  cancer,  the  third  most  commonly  diagnosed 
cancer,  the  second  leading  cause  of  cancer  related  deaths.  We  now 
know  that  screening  for  colorectal  cancer  is  cost  effective  and  will 
save  lives.  Our  specific  funding  recommendations  have  been  in- 
cluded in  my  written  testimony. 

I  want  to  assure  you  that  the  American  Cancer  Society  does  not 
live  in  a  protected  economic  bubble.  We  have  our  own  problems 
with  money.  We  have  had  to  make  some  very  tough  decisions  about 
program  priorities.  We  don't  make  our  recommendations  lightly. 
Let  me  give  you  just  three  reasons  why  you  should  continue  to  in- 
vest in  the  national  cancer  program. 

One,  we  have  unprecedented  research  avenues  to  explore  and  ex- 
ploit. The  quality  of  research  today  is  infinitely  higher,  much  better 
than  it  was  25  years  ago  when  the  National  Cancer  Act  was  intro- 
duced. Two,  we  have  underinvested  in  cancer  prevention  and  con- 
trol, despite  clear  evidence  of  the  value  of  these  programs.  And 
three,  our  Federal  investment  leverages  the  resources  of  our 
States,  private  industry  and  non-profit  community  based  organiza- 
tions like  the  American  Cancer  Society. 

I  thank  you,  Mr.  Chairman,  Mr.  Bonilla,  for  the  privilege  to  tes- 
tify before  you. 

[The  prepared  statement  follows:] 


I  AMERICAN 
CANCER 
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MYLES  P.  CUNNINGHAM,  MD 

PRESIDENT-ELECT 
AMERICAN  CANCER  SOCIETY 
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Statement  of  Myles  P.  Cunningham  MD,  American  Cancer  Society 

I  am  Myles  P.  Cunningham,  MD,  Attending  Staff  Surgeon  at  St.  Francis  Hospital  in 
Evanston,  Illinois.  I  am  privileged  to  come  before  you  today  as  President-Elect  of  the  American 
Cancer  Society.  The  American  Cancer  Society  is  the  nationwide,  community-based,  voluntary 
health  organization  dedicated  to  eliminating  cancer  as  a  major  health  problem.  With  more  than 
2  million  volunteers  nationwide,  the  American  Cancer  Society  is  the  community-based  leader 
in  cancer  control. 

The  Society  is  also  the  largest  source  of  cancer  research  funds  from  the  nonprofit  sector. 
In  fiscal  year  1994,  the  Society  invested  almost  $98  million  in  research  -26%  of  its  budget. 
To  date,  the  Society  has  invested  more  than  $1.7  billion  in  cancer  research.  In  a  move  to  keep 
our  research  program  highly  focused  and  not  duplicative  of  government-sponsored  efforts,  the 
Society  announced  a  major  restructuring  of  its  research  and  professional  training  programs  last 
fall.  The  changes  call  for  a  new  focus  on  beginning  scientists,  targeted  research  projects,  and 
an  increased  commitment  to  epidemiologic  research,  psychosocial,  behavioral  and  health  care 
policy  research,  and  cancer  prevention  -  areas  not  currently  being  emphasized  by  other  cancer 
research  funding  agencies.  In  addition  to  our  national  research  program,  the  Illinois  Division 
of  the  American  Cancer  Society  provides  $750,000  a  year  in  research  grants  to  Illinois 
institutions.  All  American  Cancer  Society  research  programs  are  supported  entirely  by  privately- 
raised  funds. 

First,  I  want  to  commend  the  Chairman  and  Members  of  this  subcommittee  for  your 
longstanding  support  for  biomedical  research  and  CDC's  cancer  prevention  and  control 
programs.  I  want  to  give  you  an  example  of  how  these  investments  are  paying  off.  Due  to  your 
efforts  this  year  to  maintain  an  increase  for  NTH,  the  NCI  estimates  that  it  will  be  able  to  fund 
approximately  23%  of  approved  research  grants,  up  from  previous  years.  We  have  seen  some 
incredible  advances  in  molecular  biology  and  genetics,  novel  therapeutic  targets  -  anti- 
angiogenesis,  anti-metastasis  genes,  telomerase  inhibitors,  gene  therapy  and  vaccines.  Equally, 
your  investment  in  the  CDC,  and  particularly  the  Breast  and  Cervical  Cancer  Control  program, 
has  meant  that  during  the  capacity-building  phases  (1991-1994)  states  with  programs  provided 
177,393  mammograms  and  clinical  breast  examinations  to  high  risk  and  underserved  women, 
and  277,884  women  have  had  Pap  tests.  Seven  hundred  fifty  two  breast  cancers  were  diagnosed 
and  treated  and  8,426  women  were  found  to  have  cervical  intrapithelial  neoplasia  (CIN)  -  a 
precursor  of  cervical  cancer  that  can  be  successfully  treated.  Ninety-five  cases  of  invasive 
cervical  cancer  were  detected.  Thanks  to  your  support,  the  program  has  grown  nationwide  and 
is  maturing.  The  potential  for  increases  in  early  diagnosis,  quality  of  life,  and  ultimately, 
survival,  are  clear. 

Today,  the  American  Cancer  Society  is  asking  for  your  continued  support  to  build  on 
these  successes.  As  we  approach  the  25th  anniversary  of  the  National  Cancer  Act  -  which  marks 
our  nation's  declaration  of  war  on  cancer  -  we  can  point  to  the  considerable  advances  -  which 
have  been  made  in  our  understanding  of  cancer  and  vast  improvements  in  quality  of  life  for 
cancer  survivors.  In  almost  all  major  forms  of  cancer  there  has  been  either  a  modest  (breast, 
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colorectal)  or  dramatic  (stomach,  cervix,  testis,  leukemia)  reduction  in  mortality.  All  of  these 
gains  are  overshadowed  by  the  huge  increase  in  mortality  from  lung  cancer,  and  almost  all  of 
that  is  due  to  smoking.  Excluding  lung  cancer  deaths,  cancer  mortality  would  have  declined 
14%  between  1950  and  1990. 

Some  point  to  an  overall  increase  in  cancer  rates  and  relatively  stable  mortality  rates  as 
indication  of  the  "failure"  of  our  war  on  cancer.  This  is  absolutely  untrue.  Part  of  the  increase 
in  cancer  incidence  is  due  to  the  aging  of  the  population  -  a  continuing  trend  which,  if  anything, 
underlines  a  clear  priority  for  our  nation  in  future  research  investment.  Additionally,  technology 
advances  have  led  to  wider  use  of  screening  tests  such  as  mammography  and  PSA  which  are 
partly  responsible  for  increased  incidence  rates  in  breast  and  prostate  cancers.  The  overlying 
reasons  we  have  not  made  the  strides  that  some  would  have  expected  is  the  overall  complexity 
of  the  100  or  so  different  diseases  that  are  called  cancer.  If  there  is  a  failure  in  any  one  area 
of  our  national  Cancer  program  it  has  been  to  over-promise  and  to  guarantee  too  much  too  soon. 
Thanks  to  the  research  of  the  last  25  years  we  now  have  a  much  more  realistic  assessment  of 
what  can  be  accomplished  in  cancer  control  and  at  least  the  basic  tools  to  begin  to  end  this 
scourge. 

If  we  cannot  beat  cancer  in  our  lifetime,  we  can  do  so  in  our  children's  lifetime,  Mr. 
Chairman,  but  only  if  we  continue  to  invest  in  research  and  ensure  that  people  benefit  from  what 
we  learn.  Not  only  is  this  investment  critical  as  we  look  at  cancer  trends  and  the  magnitude  of 
the  problem,  but  this  investment  must  continue  as  a  federal  priority  for  other  reasons.  Our 
national  research  efforts,  particularly  in  cancer  research,  is  an  investment  in  our  cancer  centers, 
research  and  academic  institutions  across  this  country.  Research  has  fueled  the  biotechnology 
and  pharmaceutical  industry  in  our  country  and  supports  our  economy. 

In  terms  of  the  magnitude  of  the  problem,  numerous  studies  have  shown  that  cancer  is 
the  health  concern  that  Americans  fear  the  most.  This  year,  about  1.4  million  new  cancer  cases 
will  be  diagnosed;  additionally,  another  800,000  cases  of  skin  cancer  are  expected.  About 
550,000  people  will  die  of  cancer  -  1,500  people  per  day.  This  means  that  one  out  of  every  4 
deaths  in  the  United  States  is  due  to  cancer.  Forty  percent  of  Americans  who  get  cancer  this 
year,  will  be  alive  5  years  after  diagnosis;  this  represents  over  91,000  persons  each  year. 
Indeed  over  10  million  Americans  are  alive  today  who  have  a  history  of  cancer,  5  million  of 
them  diagnosed  5  or  more  years  ago.  We  know  that  early  detection  and  prompt  treatment  of 
cancer  improves  chances  for  long-term  survival.  Routine  screening  and  self-examinations  can 
detect  cancers  of  the  breast,  tongue,  mouth,  colon,  rectum,  cervix,  prostate,  testis,  and 
melanoma  at  an  earlier  stage  when  treatment  is  more  likely  to  be  successful.  These  sites  include 
nearly  half  of  all  new  cases  of  cancer.  Of  those  persons  diagnosed  in  1995,  about  100,000  more 
would  survive  if  their  cancers  were  detected  in  a  localized  stage  and  treated  promptly. 

Cancer  is  now  the  second  leading  cause  of  death  in  the  United  States;  within  five  years 
it  will  surpass  heart  disease  as  the  leading  cause  of  death.  The  financial  costs  of  cancer  are  great 
both  for  the  individual  and  for  society  as  a  whole.  Cancer  accounts  for  about  10%  of  the  total 
cost  of  disease  in  the  United  States.  Yet  its  share  of  the  total  cost  of  premature  deaths  was  about 
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18%  of  all  causes  of  death  in  1985.  The  National  Cancer  Institute  estimates  overall  costs  for 
cancer  at  $104  billion.  Of  great  importance,  the  burden  of  cancer  falls  most  heavily  on  African 
Americans  and  other  minorities,  where  cancer  is  often  more  frequent,  more  advanced  and  more 
lethal. 

The  American  Cancer  Society  has  endorsed  the  recommendations  of  the  1994  report 
ordered  by  this  subcommittee  to  evaluate  the  National  Cancer  Program  (NCP),  specifically  by 
assessing  achievements  to  date,  identifying  barriers  to  reducing  the  burden  of  cancer,  and 
recommending  future  directions.  Cancer  at  a  Crossroads:  A  Report  to  Congress  for  the  Nation 
makes  clear  that  there  have  been  great  successes  to  date,  and  that  we  have  reached  a  point  of 
unprecedented  challenge  and  opportunity  to  reduce  our  enormous  cancer  burden.  The  Report 
clarifies  the  role  of  a  public-private  partnership  for  carrying  out  the  NCP  and  calls  for  national 
level  coordination  to  maximize  resources  and  ensure  efficiencies  in  the  Program.  Here  are  the 
reasons  the  American  Cancer  Society  believes  this  report  remains  relevant  today: 

•  Many  people  -  especially  the  poor,  elderly,  and  uninsured  -  receive  inadequate  cancer  care. 
We  have  not  disseminated  current  knowledge  or  resources  adequately  or  equally. 

•  Current  laws,  public  policy,  and  government  regulation  undermine  cancer  prevention, 
treatment  and  control  efforts.  The  panel  emphasized  the  inconsistencies  relating  to  tobacco 
control  and  other  lifestyle  issues,  and  cited  regulations  and  red  tape  which  prevents  the 
rapid  dissemination  of  knowledge  to  individual  patients. 

•  Failure  to  support  "translational"  research  to  rapidly  develop  cancer-fighting  advances. 

•  Current  investment  is  insufficient  to  capitalize  on  unprecedented  opportunities  in  basic 
science  research. 

We  urge  you  to  carefully  consider  the  recommendations  in  Cancer  at  a  Crossroads  and  use  the 
document  as  a  blueprint  for  action.  The  American  Cancer  Society  recognizes  the  extraordinary 
challenges  before  you  in  reconciling  the  public  welfare  with  the  economic  health  of  this  nation. 
We  understand  current  federal  funding  constraints  and  the  desire  to  balance  the  federal  budget; 
we  do  not  present  our  funding  recommendations  lightly.  However,  we  believe  the  right 
decisions  can  be  made  by  reviewing  programs  within  a  framework  which  examines:  human  and 
economic  impact  of  a  specific  disease;  demonstrated  efficacy  of  the  program  or  intervention;  and 
public-private  partnership  in  implementing  programs.  The  second  point  in  our  framework  calls 
for  making  funding  decisions  based  on  efficacy  of  the  intervention  in  achieving  desired  results. 
The  American  Cancer  Society  believes  that  your  investment  in  the  National  Institutes  of  Health 
(NIH),  specifically  the  National  Cancer  Institute  (NCI),  and  the  Centers  for  Disease  Control  and 
Prevention  (CDC),  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR),  and  specific 
initiatives  of  the  Department  of  Health  and  Human  Services  such  as  "Healthy  People  2000", 
"National  Action  Plan  on  Breast  Cancer,"  minority  health/cancer  programs  and  others  will 
continue  to  pay  dividends. 
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Our  current  investment  in  cancer  research  is  insufficient  if  we  are  to  take  full  advantage 
of  opportunities  that  are  before  us.  The  National  Cancer  Institute  has  set  an  aggressive,  yet 
realistic  and  steady  course  towards  eliminating  cancer,  as  described  in  the  "bypass  budget" 
submitted  directly  to  President  Clinton.  A  review  of  the  major  program  assumptions  of  the  FY 
1997  "bypass  budget"  details  a  balanced  program  of  basic  and  clinical  research,  with  special 
emphasis  on  critical  programs  such  as  women's  health,  prostate  cancer,  and  ASSIST  (tobacco 
control)  -  programs  which  meet  our  goal  for  quality  and  efficacy.  Our  ultimate  goal  as  a  nation 
is  to  fulfill  the  promise  of  cancer  research  and  achieve  the  "bypass  budget"  request  of  $2,977 
billion  for  FY  1997.  As  an  interim  measure,  parity  of  funding  for  NCI  with  that  of  the  entire 
NIH  is  a  top  priority.  According  to  the  National  Coalition  of  Cancer  Research  (NCCR),  the 
NIH  as  a  whole  has  enjoyed  a  15%  increase  in  federal  funding  since  1980  (in  constant  dollars), 
compared  to  a  1%  increase  for  the  NCI.  At  the  very  least,  we  must  not  undergo  a  decrease  in 
federal  funding  of  cancer  research,  and  to  make  an  effort  towards  parity,  we  suggest  a  minimum 
funding  increase  of  6.5%.  This  is  consistent  with  the  biomedical  research  community's  request 
for  an  overall  increase  for  NIH,  and  would  allow  NCI  to  fund  approximately  25%  of  approved 
research  grants,  beef  up  training  grants  to  attract  new  researchers,  fund  more  clinical  trials,  and 
strengthen  clinical  and  translation^  research  overall. 

As  I've  noted  earlier,  our  investments  in  research  are  worthless  if  we  are  not  taking  those 
results  to  the  people.  The  economic  burden  of  chronic  disease  adds  up  to  over  $600  billion 
annually,  or  60%  of  our  nation's  total  health  and  medical  care  costs.  Yet,  currently  less  than 
3%  of  the  nation's  public  health  budget  is  spent  on  chronic  disease  prevention.  The  CDC  is  the 
one  agency  which  has,  in  partnership  with  States  and  community-based  groups  like  the  American 
Cancer  Society,  built  the  infrastructure,  and  developed  and  disseminated  effective  programs  to 
address  chronic  disease  burden  and  disease  prevention.  The  American  Cancer  Society's  FY 
1997  funding  recommendations  for  CDC  include  specific  funding  for  priority  cancer  control 
initiatives,  as  outlined  below. 

Cigarette  smoking  remains  the  single  largest  preventable  cause  of  premature  death  in  the 
United  States.  Significantly,  90%  of  smokers  start  before  the  age  of  18.  Tobacco  kills  more 
than  400,000  people  every  year,  more  than  1  in  5  deaths  in  the  U.S.  In  addition,  health  care 
and  lost  productivity  from  tobacco-related  diseases  cost  the  country  more  than  $100  billion  a 
year.  As  a  cancer  surgeon  these  are  not  abstractions  and  statistics  to  me.  I  see  them  every  day. 
Clearly  tobacco  meets  the  criteria  of  imminent  risk;  tobacco  use  is  a  clear  and  present  clanger. 
The  tobacco  industry  is  a  special  interest  that  makes  enormous  profits  while  marketing  a  product 
that  addicts  and  kills  hundreds  of  thousands  of  people  every  year  and  saps  the  viability  of  our 
economy.  Your  response  must  be  to  support  efforts  at  the  federal  level,  at  NCI,  CDC  and  all 
appropriate  agencies  to  prevent  tobacco  use,  particularly  by  youth.  Specifically,  the  American 
Cancer  Society  strongly  supports  $30  million  in  FY  1997  for  the  Office  on  Smoking  and  Health 
and  other  programs  aimed  at  decreasing  youth  access  to  deadly  tobacco  products. 

The  American  Cancer  Society  was  a  strong  supporter  of  legislation  authorizing  the 
National  Program  of  Cancer  Registries  (NPCR),  also  administered  by  the  CDC.  In  conjunction 
with  NCI's  SEER  program,  and  the  National  Cancer  Data  Base  sponsored  by  the  American 
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Cancer  Society  and  American  College  of  Surgeons,  the  purpose  of  the  NPCR  is  to  expand 
surveillance  efforts  to  analyze  incidence  and  mortality  data  crucial  to  the  planning, 
implementation,  evaluation  of  public  health  programs,  and  to  assure  equality  care  to  patients  with 
cancer.  Thirty-four  states  have  greatly  expanded  their  cancer  registry  programs  since  the 
establishment  of  NPCR,  and  9  others  received  capacity-building  grants  in  FY  1996.  In  order 
to  enhance  and  expand  this  critical  program,  the  American  Cancer  Society  requests  $30  million 
for  NPCR  in  FY  1997. 

The  Society  believes  that  continued  investment  and  expansion  of  CDC's  Breast  and 
Cervical  Cancer  Control  Program  (BCCCP)  -  targeted  at  minorities  and  older  women  -  is 
critical.  As  mentioned  above,  the  BCCCP  is  an  excellent  example  of  a  proven  intervention 
which  relies  on  a  public-private  partnership  of  community-based  cancer  coalitions  to  identify  and 
break  down  barriers  to  use  of  breast  and  cervical  cancer  screening.  The  American  Cancer 
Society  works  closely  with  CDC  as  a  key  partner,  and  has  invested  its  resources  -  volunteers  and 
staff,  public  education  materials,  and  program  dollars  in  many  of  the  35  states  which  have 
received  funding  for  comprehensive  programs  to  date.  This  subcommittee's  support  of  $125 
million  in  FY  1996  will  allow  CDC  to  support  comprehensive  programs  in  all  50  states.  Our 
FY  1997  funding  request  for  the  BCCCP  is  $200  million,  an  amount  which  could  greatly 
increase  the  numbers  of  women  being  screened. 

Finally,  the  CDC  has  proposed  an  expansion  of  its  outreach,  education  and  screening 
activities  for  colorectal  cancer  -  the  third  most  commonly  diagnosed  cancer  for  both  men  and 
women,  and  the  second  leading  cause  of  cancer-related  deaths.  Survival  is  greatly  enhanced  if 
colorectal  cancer  is  treated  at  an  early  stage,  and  thus  ACS  strongly  supports  widespread  use  of 
screening  methods  utilizing  digital  rectal  exam,  stool  blood  test  and  sigmoidoscopy.  According 
to  the  National  Health  Interview  Study,  only  26%  of  Americans  over  age  50  reported  having  a 
blood  stool  test  and  only  9%  a  sigmoidoscopy.  An  appropriation  of  $5  million  in  FY  1997  for 
CDC  program  activities  in  this  area  will  allow  CDC  to  initiate  efforts  with  community-based  and 
national  partners  to  develop  better  strategies  to  inform  and  promote  utilization  of  screening. 

As  the  primary  committee  responsible  for  determining  spending  priorities,  we  urge  you 
to  provide  the  highest  funding  possible  for  these  critical  cancer  programs.  We  urge  you  to  find 
a  balanced  approach  to  funding  these  component  parts  of  the  National  Cancer  Program.  The 
mission  of  one  agency,  to  conduct  basic  and  clinical  research  into  the  cause  and  cure  for  cancer, 
is  only  meaningful  if  that  knowledge  is  translated  into  practical  interventions  for  the  health  of 
our  citizens  -  the  mission  of  the  other  agency.  In  conclusion,  Mr.  Chairman,  the  American 
Cancer  Society  takes  seriously  its  role  as  a  private  sector  partner  in  the  War  on  Cancer.  The 
Mission  of  the  American  Cancer  society  embraces  the  concept  of  private  initiative  as  a 
complement  to  publicly-funded  programs.  We  believe  the  programs  recommended  for  funding 
represent  the  best  and  greatest  opportunities  for  federal  support  for  the  National  Cancer 
Program,  and  for  maximizing  resources  through  collaborative  efforts  with  groups  like  the 
American  Cancer  Society. 
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Mr.  Porter.  Dr.  Cunningham,  thank  you  very  much  for  being 
here  and  for  your  good  testimony. 


Wednesday,  February  28,  1996. 

WITNESS 

MARGARET  FOTI,  Ph.D.,  NATIONAL  COALITION  FOR  CANCER  RE- 
SEARCH 

Mr.  Porter.  Our  next  witness  is  Margaret  Foti,  Ph.D.,  President 
of  the  National  Coalition  for  Cancer  Research. 
Dr.  Foti,  it's  nice  to  see  you  again. 

Dr.  Foti.  Thank  you,  Mr.  Chairman  and  members  of  the  sub- 
committee. Fm  very  pleased  to  be  here  on  behalf  of  the  National 
Coalition  for  Cancer  Research.  The  Coalition  consists  of  20  national 
lay  and  professional  organizations  representing  tens  of  thousands 
of  cancer  researchers,  physicians,  survivors  and  more  than  2  mil- 
lion volunteers  around  this  country,  all  of  us  with  a  strong  commit- 
ment to  the  eradication  of  cancer  and  all  of  us  with  the  knowledge 
that  cancer  research  is  the  key  to  accelerating  this  goal. 

You  have  many  admirers  in  this  room,  Chairman  Porter  and 
members  of  the  committee.  At  the  risk  of  being  redundant,  we'd 
like  to  thank  you  for  your  support  for  biomedical  research.  You  are 
heroes  and  we  are  deeply  grateful. 

Sadly,  all  of  us  are  touched  by  cancer.  Every  day  we  encounter 
reminders  of  the  enormous  scope  of  this  epidemic.  And  as  you  will 
hear  probably  from  others  today,  1.4  million  people  will  be  diag- 
nosed with  cancer  this  year.  This  is  a  staggering  number.  And  ev- 
eryone should  care  about  cancer,  everyone  should  support  cancer 
research  for  the  promise  that  it  holds  for  the  health  of  Americans. 
You  have  already  heard  from  the  survivors  this  morning. 

We  recognize  that  in  this  time  of  budget  balancing,  everything 
you  do  must  be  justified  and  evaluated  objectively  for  its  economic 
soundness.  When  it  comes  to  biomedical  research,  we  have  no  dif- 
ficulty whatsoever  in  describing  the  benefits  of  investing  in  cancer 
research,  and  extolling  its  positive  contributions  to  the  United 
States'  economy.  Cancer  research  cuts  health  care  costs. 

With  health  care  costs  for  cancer  being  estimated  at  $104  billion 
annually,  I  am  here  to  say  that  every  research  discovery  has  a 
clear  potential  of  reducing  the  burden  of  this  disease  on  the  econ- 
omy. This  has  been  proven  in  various  cancers  with  an  amazing  re- 
turn on  investment  of  as  much  as  800  percent.  Cancer  research  cre- 
ates jobs  across  the  country,  and  cancer  research  is  the  foundation 
for  many  pharmaceutical  and  biotechnology  firms.  As  you  know, 
biotechnology  will  be  a  $50  billion  industry  by  the  year  2000,  and 
the  biomedical  research  world  has  been  the  key  factor  in  fueling 
this  growing  industry. 

Mr.  Chairman  and  members  of  the  committee,  I've  been  in  the 
field  for  30  years.  And  I  wish  to  assure  you  that  the  past  invest- 
ment in  biomedical  research  has  brought  extraordinary  progress, 
especially  in  molecular  biology  and  genetics.  We  are  now  poised  to 
take  those  exciting  advances  to  the  clinic  and  to  the  benefit  of  the 
cancer  patient.  Basic  research  has  given  us  a  better  understanding 
of  the  cancer  process.  Just  this  past  week,  there  was  an  exciting 
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new  finding,  a  new  tumor  suppressor  gene,  which  is  involved  in 
esophageal,  stomach,  colon  cancer  and  other  solid  tumors  which  we 
have  grappled  with  for  some  years.  So  this  is  an  exciting  finding. 

There  have  been  unprecedented  opportunities  for  better  strate- 
gies for  early  detection,  which  will  result  in  more  cures.  We  have 
novel  molecular  techniques  which  will  expedite  the  discovery  of 
new  drugs  to  treat  cancer,  and  vital  research  is  underway  to  find 
mechanisms  for  preventing  cancer,  a  major  focus  of  ours  today.  We 
are  all  lucky  to  be  living  at  this  time  of  great  potential  for  basic 
and  clinical  cancer  research.  To  lose  momentum  now  because  of  in- 
adequate funding  would  be  tragic. 

After  25  years  of  our  national  cancer  program,  we  have  made 
great  strides  against  cancer,  but  there  is  still  much  to  do  to  con- 
quer this  disease,  which  affects  more  than  100  organ  sites.  Cancer 
researchers  are  eager  to  move  forward  vigorously  to  capitalize  on 
the  Federal  Governments  past  investment  in  biomedical  research, 
believing  strongly  that  conquering  this  disease  is  now  within  our 
reach. 

The  NCCR  has  had  substantive  discussions  with  Dr.  Klausner  to 
obtain  his  views  on  how  we  can  exploit  this  extraordinary  research 
investment,  how  we  can  build  on  scientific  advances  and  at  the 
same  time  strengthen  the  economy.  And  the  five  investment  oppor- 
tunities recently  identified  by  the  NCCR  are  cancer  genetics,  pre- 
clinical models,  detection  of  cancer  cells,  developmental  diagnostics, 
that  is,  translating  cancer  biology  to  the  clinic,  and  of  course,  an 
emphasis  on  investigator  initiated  research  projects  to  maximize 
cancer. 

These  areas  of  promise  could  be  developed  with  more  research 
funds,  but  we  are  struggling  with  the  concern  about  all  of  the 
budget  balancing.  And  I  wish  to  assure  you  that  we  are  very,  very 
anxious  about  the  negative  consequences  of  waiting  to  invest  in 
cancer  research. 

As  noted  in  our  testimony,  the  NCCR  requests  a  6.5  percent  in- 
crease over  fiscal  year  1996,  which  permits  the  NCI  to  fund  ap- 
proved grants  in  1997,  to  the  25th  percentile.  We  support  a  bal- 
anced cancer  research  agenda  for  the  most  productive  use  of  fund- 
ing dollars,  and  appreciate  the  committee's  opposition  in  the  past, 
and  we  hope  currently,  to  earmarking. 

Mr.  Chairman  and  members,  we  trust  that  you  will  hear  our  plea 
at  this  difficult  time  of  budgetary  decision  making,  and  that  you 
will  recognize  the  economic  efficiencies  and  the  positive  health  con- 
sequences of  cancer  research.  We  must  reverse  the  trend  of  shrink- 
ing grant  dollars  for  cancer  research.  We  must  ensure  that  the  best 
ideas  in  cancer  biology,  prevention,  genetic  diagnosis  and  treat- 
ment are  tested  and  developed  immediately.  In  short,  cancer  re- 
search is  an  essential  investment  in  our  future. 

Thank  you  very  much  for  your  kind  attention. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  pleased  to  be  here 
today  on  behalf  of  the  National  Coalition  for  Cancer  Research  (NCCR).  My  name 
is  Margaret  Foti  and  I  am  President  of  the  NCCR. 

The  NCCR  is  a  coalition  of  20  national  lay  and  professional  organizations. 
It  represents  65,000  cancer  researchers,  nurses,  physicians,  and  health  care 
workers;  tens  of  thousands  of  cancer  survivors  and  their  families;  40,000  children 
with  cancer  and  their  families;  82  cancer  hospitals  and  cancer  centers  across  the 
country;  and  more  than  2  million  volunteers  —  all  with  a  strong  commitment  to 
biomedical  and  cancer  research  and  all  with  the  knowledge  of  the  critical 
importance  of  research  to  the  eradication  of  this  disease. 

On  behalf  of  the  NCCR,  I  would  like  to  thank  you,  Chairman  Porter,  and 
your  colleagues,  for  being  the  heros  of  biomedical  research.  The  tragedies  due  to 
cancer  that  are  reported  to  us  daily  are  sad  reminders  of  the  scope  of  the  cancer 
epidemic.  In  spite  of  growing  budgetary  and  fiscal  constraints,  you  and  the 
members  of  your  Committee  have  been  the  champions  of  biomedical  research  and 
of  our  vital  cancer  research  priorities.  We  are  deeply  grateful  to  you  for  your 
unstinting  and  passionate  commitment  to  the  health  of  Americans,  for  only  through 
vigorous  research  efforts  can  we  continue  to  improve  quality  of  life  and  rates  of 
survival  from  cancer. 

The  word  "cancer"  is  used  to  describe  more  than  100  different  tumors  that 
affect  almost  every  organ  or  tissue  in  the  body.  Despite  the  progress  and  promise 
of  research,  cancer  still  brings  fear  to  our  hearts  and  minds,  and  this  fear  is  well 
justified.  The  statistics  are  staggering.  One  out  of  three  of  us  sitting  in  this  room 
today  will  get  cancer.  One  out  of  five  of  us  will  die  from  cancer.  In  the  five 
minutes  allotted  for  this  testimony,  five  people  will  die  from  cancer.  This  year 
alone,  over  1,350,000  people  will  be  diagnosed  with  cancer.  This  year  more  than 
550,000  will  die  from  cancer  -  1,700  of  them  children,  44,300  of  them  women 
with  breast  cancer,  and  41,400  of  them  men  with  prostate  cancer.  In  fact,  it  is 
estimated  that  by  the  year  2000,  cancer  will  surpass  heart  disease  as  the  leading 
cause  of  death. 

Virtually  all  of  us  have  been  affected  in  some  way  by  cancer  ~  and  all  of 
us  should  care  about  cancer  research.  As  with  all  biomedical  issues,  there  is  an 
economic  side  that  accompanies  every  human  side.  While  there  is  no  way  to 
assess  or  measure  the  human  pain  and  suffering  of  cancer  patients  and  their 
families,  there  is  a  way  to  measure  the  economics  of  cancer. 
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We  recognize  that  in  this  day  of  belt  tightening  and  budget  balancing,  a 
compelling  economic  argument  must  be  made  for  any  project.  This  is  not  difficult 
to  do  when  it  comes  to  biomedical  and  cancer  research. 

*  Cancer  research  curtails  health  care  costs.  With  health  care  costs  for  cancer 
now  estimated  to  be  in  excess  of  $104  billion  annually,  every  research 
discovery  has  the  potential  to  effectively  reduce  these  costs  and  make  an 
investment  in  our  economy.  For  example,  a  17-year  total  government 
investment  of  $56  million  in  testicular  cancer  research  has  resulted  in  a  91 
percent  cure  rate,  a  40-year  increased  life  expectancy,  and  an  annual  savings 
of  $166  million.  Further,  an  NIH  report  estimated  that  approximately  $800 
million  invested  in  NIH-supported  clinical  and  applied  research  had  the 
promise  of  realizing  a  one-year  savings  of  $5.2  -  6.7  billion,  i.e.,  an 
amazing  600  -  800  percent  return  on  investment. 

*  Cancer  research  creates  jobs.  A  full  85  percent  of  the  money  appropriated 
to  the  NCI  is  invested  in  research  institutions  across  the  country. 

*  Cancer  research  is  the  foundation  for  many  pharmaceutical  and 
biotechnology  firms.  There  are  now  215  drugs  in  development  by  98 
research-based  pharmaceutical  companies  in  cooperation  with  the  NCI,  and 
the  number  of  companies  involved  in  cancer  drug  development  doubled  from 
49  in  1993  to  98  in  1995.  The  Department  of  Commerce  reported  that 
biotechnology  was  a  $6  billion  industry  in  1993  and  is  expected  to  be  a  $50 
billion  industry  by  the  year  2000. 

With  health  care  costs  for  cancer  in  excess  of  $104  billion  annually,  it  is 
astounding  that  the  United  States  invests  less  than  2  percent  of  this  amount  in 
research  on  prevention,  treatment,  and  a  cure  for  cancer.  Clearly,  no  private, 
product-oriented  enterprise  would  ever  settle  for  a  2  percent  investment  in  R&D  - 
-  rather  there  would  be  a  5  or  even  a  10  percent  investment  in  the  future. 

It  is  important  to  point  out  that,  when  adjusted  for  inflation,  funding  for 
cancer  research  has  increased  only  1  percent  over  the  past  15  years.  Because  of 
this,  in  1995,  investigator-initiated  research  grants  (ROls)  that  had  been 
scientifically  approved  in  peer  review  were  funded  to  the  15th  percentile.  This 
means  that  the  overwhelming  majority  of  cancer  research  projects  that  were 
scientifically  promising  and  exciting  were  either  delayed  or  forgotten  entirely. 
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For  1996,  the  NCI  estimates  that  it  will  be  able  to  fund  approved  research 
grants  to  the  23rd  percentile.  This  increase  over  1995  is  due  to  the  commitment 
of  this  Committee  to  cancer  research  funding.  However,  even  when  funding  at  the 
23rd  percentile,  we  are  losing  significant  opportunities  for  progress  in  cancer 
research. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  this  year  is  the  25th 
Anniversary  of  the  signing  of  the  National  Cancer  Act.  Prior  to  the  National 
Cancer  Act,  very  little  was  known  of  the  complexities  surrounding  this  disease. 
Over  the  past  25  years,  we  have  been  successful  in  unraveling  many  of  the 
mysteries  of  cancer.  The  past  investment  in  biomedical  and  cancer  research  has 
brought  enormous  progress  in  molecular  biology  and  genetics,  and  we  are  now 
poised  to  translate  these  extraordinary  research  findings  to  the  clinic.  We  are  now 
applying  this  new  knowledge  to  develop  better  strategies  for  the  diagnosis, 
treatment,  and  prevention  of  cancer.  During  the  past  year  alone,  two  genes  linked 
to  breast  cancer  were  identified,  and  just  this  past  week,  the  gene  FHIT  was 
identified  as  a  gene  involved  in  cancer  of  the  esophagus,  stomach,  and  colon. 

The  NCCR  recognizes  that  funds  are  severely  limited.  As  a  result,  we  have 
thoughtfully  developed  the  following  position: 

►  Our  ultimate  goal  is  to  achieve  the  funding  level  recommended  in  the 
NCI  Bypass  Budget  in  order  to  fulfill  the  promise  of  cancer  research. 

►  As  an  interim  measure,  the  NCCR  believes  that  parity  of  funding  with 
that  of  the  entire  NIH  is  a  top  priority.  Since  1980,  the  NIH  as  a 
whole  has  received  a  15%  increase  in  federal  funding  in  constant 
dollars  compared  to  a  1  %  increase  for  the  NCI.  A  1  %  increase  in 
spending  power  over  the  past  15  years  for  a  disease  which  will  be  the 
number  one  killer  by  the  year  2000  is  unacceptable.  It  inhibits  our 
ability  to  achieve  progress  against  cancer  and  to  exploit  the 
opportunities  that  are  available  to  us  today  as  a  result  of  the  past 
investment  in  research. 

►  As  a  first  step  toward  achieving  the  funding  level  recommended  in  the 
Bypass  Budget,  the  NCCR  requests  that  a  6.5  percent  increase  over 
FY  1996  be  given  to  the  NCI.  This  request  coincides  with  the 
request  for  the  NIH  of  more  than  170  professional  medical  and 
scientific  societies,  patient  groups,  universities  and  medical  schools, 
and  other  organizations  dedicated  to  the  support  of  biomedical 
research. 
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A  6.5  percent  increase  would  enable  the  NCI  to  consider  the  following  levels  of 
support  for  1997: 

The  NCI  would  be  in  a  position  to  fund  approved  grants  in  FY 
1997  to  the  25th  percentile,  a  small  improvement  over  FY 
1996.  This  increase  would  enable  investigators  and  research 
centers  to  develop  programs  in  promising  new  research  areas. 

With  a  6.5%  increase  in  funding,  NCI  would  be  in  a  position 
to  increase  the  number  of  clinical  trials  and  to  strengthen 
clinical  and  translational  research  overall. 

More  support  for  training  would  be  possible  and  would  thus 
make  research  careers  more  attractive  to  young  people.  As  you 
know,  because  of  funding  cutbacks,  there  is  serious  concern 
that  we  will  not  be  able  to  attract  young  scientists  into  the  fields 
of  biomedical  and  cancer  research  in  the  future. 

Given  the  projected  biomedical  inflation  rate  in  the  coming 
year,  i.e.,  as  much  as  4.7  percent,  any  increase  significantly 
less  than  6.5  percent  would  be,  in  effect,  a  cut  in  cancer 
research  funding.  A  reduction  in  funding  would  cost  lives,  and 
it  would  have  a  devastating  effect  on  our  ability  to  achieve 
further  progress  in  promising  areas  of  research. 

In  addition,  the  NCCR  wishes  to  state  its  unequivocal  support  for  the 
following  principles  pertaining  to  the  use  of  these  funds: 

►  The  NCCR  concurs  with  Congress'  recommendation  of  the  last  two 
years  to  support  a  balanced  cancer  research  agenda,  one  which 
includes  basic,  clinical,  and  translational  research  and  which  includes 
research  in  cancer  prevention,  control,  and  survivorship.  Only 
through  a  balanced  research  agenda  can  we  be  assured  of  the  most 
efficient  and  productive  use  of  valuable  research  dollars.  We  strongly 
urge  that  this  emphasis  on  balance  remain  a  core  component  of  your 
1997  priorities. 
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►  Within  this  balanced  approach  to  cancer  research,  there  should  be 
flexibility  in  the  use  of  these  funds  to  address  high  priority  initiatives 
and  to  fund  quality  research  programs  and  their  applications  rather 
than  arbitrary  numerical  targets.  We  must  not  let  funding  constraints 
destroy  the  quality  of  existing  and  future  research  initiatives.  The 
focus  must  continue  to  be  on  the  best  science  for  maximal  progress. 

►  Earmarking  of  site-  and  gender-specific  research  should  not  be 
supported  unless  additional  funds  are  provided  for  these  priorities. 

Finally,  the  NCCR  has  been  impressed  by  the  vigor  and  commitment  of  the 
new  Director  of  the  NCI  in  responding  to  and  implementing  the  reforms 
recommended  by  the  Bishop-Calabresi  Report  of  the  National  Cancer  Advisory 
Board.  We  applaud  any  and  all  attempts  on  the  part  of  the  NCI  and  the  NIH  as 
a  whole  to  maximize  the  effective  use  of  limited  research  dollars,  and  we  stand 
ready  to  be  of  assistance  in  the  ongoing  evaluation  of  our  national  effort  to  cure 
cancer. 

Mr.  Chairman  and  Members  of  the  Committee,  each  and  every  year  that  we 
do  not  fund  cancer  research  to  its  fullest,  we  resign  ourselves  to  missed  research 
opportunities,  undiscovered  treatments,  and  the  untimely  deaths  of  Americans. 

Our  FY  1997  funding  request  represents  the  considered  views  of  the  NCCR, 
a  coalition  of  diverse  groups  representing  a  wide  range  of  interests  and  concerns 
about  cancer.  The  common  denominator  among  us  all  is  our  determination  to 
conquer  cancer.  I  urge  you  to  consider  the  collective  voice  of  our  20  member 
organizations  in  support  of  a  6.5%  increase  for  the  NCI  for  FY  1997  as  you 
begin  to,  once  again,  make  very  difficult  budgetary  decisions.  A  strong  cancer 
research  program  is  an  investment  in  our  Nation  and  our  future. 

Thank  you  for  your  consideration  of  this  request.  The  NCCR  looks  forward 
to  working  with  the  Committee  in  the  future  to  strengthen  the  National  Cancer 
Program. 
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Mr.  Porter.  Dr.  Foti,  thank  you  very  much  for  your  testimony. 
It  was  good  to  see  you  again  this  year.  You  were  here  last  year, 
I  believe. 

Dr.  Foti.  Yes,  sir.  Thank  you  very  much  for  the  opportunity. 


Wednesday,  February  28,  1996. 

WITNESS 

PAUL  TALALAY,  M.D.,  AMERICAN  ASSOCIATION  FOR  CANCER  RE- 
SEARCH 

Mr.  Porter.  Paul  Talalay,  M.D.,  Professor  of  Molecular  Phar- 
macology, Johns  Hopkins  University  School  of  Medicine,  represent- 
ing the  American  Association  for  Cancer  Research. 

I  wonder  if  you'd  begin  by  telling  us  what  the  difference  is  be- 
tween the  National  Coalition  for  Cancer  Research  and  the  Amer- 
ican Association  for  Cancer  Research? 

Dr.  Talalay.  May  I  call  on  Dr.  Foti  to  do  that,  since  she  is  the 
President  of  the  National  Coalition? 

Dr.  Foti.  Chairman  Porter,  the  Coalition  has  20  national  organi- 
zations that  are  members.  The  American  Association  for  Cancer 
Research  is  one  of  them. 

Mr.  Porter.  One  of  those,  all  right. 

Dr.  Foti.  Dr.  Talalay  will  tell  you  about  AACR. 

Mr.  Porter.  All  right,  thank  you. 

Dr.  Talalay.  Mr.  Porter,  members  of  the  Appropriations  Sub- 
committee, I  am  Paul  Talalay,  M.D.,  John  Jacob  Able  Distin- 
guished Service  Professor  of  Pharmacology  at  Johns  Hopkins  in 
Baltimore.  I  have  been  a  student  of  the  cancer  problem  all  my  life. 
I  became  obsessed,  drawn  into  the  sphere  when  I  saw  my  first  can- 
cer patient  in  1946,  when  I  was  a  medical  student  at  the  Univer- 
sity of  Chicago. 

Abe  Johnson,  a  67  year  old  Swedish  carpenter,  had  come  in  for 
a  routine  clinic  visit.  I  was  surprised  that  he  looked  so  well  and 
was  working  full  time.  Because  three  years  earlier,  he  had  been 
paralyzed,  bedridden,  wracked  by  pain  because  of  bony  mestastesis 
to  the  pelvis  and  to  the  spine  from  cancer  of  the  prostate.  He  had 
undergone  hormonal  treatment  at  the  University  of  Chicago  and 
had  made  a  miraculous  recovery,  lived  well  into  his  80s. 

I  knew  then  that  cancer  could  be  tamed  and  that  I  wanted  to 
play  a  part  in  conquering  this  ravaging  disease.  IVe  been  continu- 
ously actively  involved  in  cancer  research  for  50  years.  My  first 
paper  was  published  in  1946,  my  latest  in — I  hope  not  my  last — 
in  1996.  I'm  grateful  for  this  opportunity  to  express  our  very  deep- 
est appreciation  to  this  committee  for  its  magnificent  support,  and 
although  my  testimony  is  officially  on  behalf  of  the  10,000  or  more 
members  of  the  American  Association  for  Cancer  Research,  I  will 
express  the  hopes  and  aspirations  of  cancer  researchers  in  all  parts 
of  the  world. 

You  have  our  written  statement.  I  hope  that  it  can  be  incor- 
porated as  part  of  the  official  record.  In  brief,  we  make  five  points. 
The  burden  of  cancer  for  Americans  and  for  our  medical  system 
continues  to  rise,  principally  for  two  reasons.  One  is  the  increase 
in  incidence  of  lung  cancer  resulting  from  the  long  term  con- 
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sequences  of  smoking.  And  two,  because  our  population  is  aging 
and  cancer  most  often  strikes  the  elderly. 

The  second  point  is,  the  overall  cancer  statistics  are  heavily 
weighted  by  the  most  common  tumors  of  older  humans,  namely 
lung,  breast,  prostate,  colon  cancer,  in  which  progress  has  been  dis- 
hearteningly  slow.  There  is,  therefore,  an  enormous  psychological 
boost  that  recent  advances  in  treatment  have  dramatically  reduced 
the  mortality  of  relatively  rare  yet  significant  tumors,  testicular 
cancer,  Hodgkins  disease,  childhood  leukemia,  diseases  that  affect 
principally  younger  individuals. 

Third,  research  progress  has  provided,  as  you've  heard,  an  ex- 
traordinary insight  into  normal  growths  and  their  perversion  in 
malignancy  and  has  identified  the  most  fruitful  targets  for  attack. 
We  emphasize,  and  this  is  important,  the  urgent  need  for  support- 
ing our  young  and  talented  men  and  women  who  are  being  trained 
in  the  most  sophisticated  laboratories  in  the  world  here  in  the 
United  States.  They  are  full  of  new  and  imaginative  ideas  and  they 
are  the  repository  of  the  hopes  and  dreams  of  cancer  patients. 

But  they  are  leaving  science  because  of  shortage  of  funds.  We 
cannot  afford  to  lose  our  most  precious  resource,  for  we  depend  on 
these  young  people  to  be  the  leaders  of  tomorrow. 

Finally,  as  Dr.  Foti  has  said,  support  for  cancer  research,  indeed, 
all  biomedical  research,  makes  good  economic  sense  for  America.  It 
provides  useful  jobs  and  keeps  the  young  scientists  from  deserting 
science  altogether. 

And  now  I'll  turn  briefly  to  my  own  area  of  research,  chemical 
and  dietary  protection  against  cancer.  For  the  past  20  years,  we 
have  concentrated  on  devising  strategies  for  protection  against  can- 
cer. That  is,  reducing  the  risk  of  developing  cancer.  Our  premise, 
as  exemplified  in  the  first  Chinese  textbook  of  medicine,  is  that 
"excellent  doctors  treat  patients  before  the  disease  develops." 
Therefore,  our  strategy  for  protection  depends  on  stimulating  our 
own  cancer  fighting  resources  by  amplifying  our  cellular  enzymes 
that  neutralize  dangerous  cancer  causing  chemicals  before  they  can 
damage  our  DNA  and  initiate  malignancy. 

Fortunately,  the  activities  of  these  enzymes  in  our  bodies  can  be 
raised  by  many  substances  already  present  in  small  quantities  in 
the  human  diet.  By  surveying  edible  plants,  mostly  vegetables,  we 
have  found  that  certain  varieties  of  broccoli  and  other  vegetables 
are  rich  in  compounds  that  raise  protective  enzymes.  We  have  iso- 
lated chemical  principals  responsible  for  these  actions,  and  shown 
that  they  protect  animals  against  cancer. 

You  may  remember  a  few  years  ago,  we  isolated  a  very  potent 
cancer  fighting  compound  in  broccoli  called  sulforaphane,  much  to 
the  chagrin  of  then-President  Bush,  who  had  refused  to  eat  broccoli 
and  had  banned  this  vegetable  from  Air  Force  One.  We  have  found- 
ed a  unique  laboratory  specifically  dedicated  to  identifying  edible 
plants  rich  in  cancer  protecting  activity.  Our  latest  plants  are  50 
to  100  times  more  protective  than  vegetables  found  in  the  grocery 
store,  and  feeding  these  plants  potently  protects  animals  against 
human  tumors. 

Trials  in  human  volunteers  have  begun.  Dietary  intervention  has 
the  advantage  of  protecting  against  a  wide  variety  of  types  of  can- 
cer, thereby  eliminating  much  human  suffering  and  saving  the  vast 
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costs  of  chemotherapy.  We  believe  the  future  of  this  type  of  ap- 
proach to  controlling  cancer  looks  very  bright. 

Thank  you  for  your  attention.  Fd  be  pleased  to  answer  your  ques- 
tions. 

[The  prepared  statement  follows:] 
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Statement  of  the  American  Association  for  Cancer  Research 


Mr.  Chairman,  I  am  Paul  Talalay,  Professor  of  Molecular  Pharmacology  at  Johns 
Hopkins  University  School  of  Medicine,  and  I  am  pleased  to  have  the  opportunity  to  present 
public  witness  testimony  on  behalf  of  the  American  Association  for  Cancer  Research  (AACR). 
The  AACR  is  a  professional  society  consisting  of  over  1 1 ,500  scientists  who  conduct  research 
to  advance  our  knowledge  of  cancer  through  laboratory,  clinical,  and  translational  research, 
including  prevention  and  control  programs.  A  substantial  proportion  of  our  members  is  directly 
involved  in  the  treatment  and  care  of  cancer  patients. 

First,  I  would  like  to  take  this  opportunity  to  thank  you  and  your  colleagues  on  the 
Committee  for  your  courageous  efforts  in  securing  a  significant  increase  for  the  National 
Institutes  of  Health  (NIH)  and  the  National  Cancer  Institute  (NCI)  for  fiscal  year  1996.  Without 
a  doubt,  this  would  not  have  been  possible  without  your  leadership.  The  AACR,  as  well  as  the 
medical  research  community  at  large,  is  fully  aware  that  you  have  made  the  NIH  your  top 
priority  and  that  you  have  emphasized  this  to  the  Speaker  of  the  House  and  other  Congressional 
leaders  in  the  House  and  Senate.  On  behalf  of  cancer  researchers,  and  their  patients  and 
families,  thank  you  for  your  support. 

Today,  I  would  like  to  outline  for  the  Committee  the  priorities  of  the  AACR  for  fiscal 
year  1997,  which  include  (1)  the  need  to  support  a  balanced  National  Cancer  Program,  including 
a  strong  program  of  basic,  untargeted  research  with  a  broad  foundation  of  investigator-initiated 
research;  and  (2)  the  need  for  increased  support  for  translational  research.  Before  proceeding, 
however,  I  would  like  to  discuss  cancer  incidence  and  research  progress. 

Cancer  Incidence 

Cancer  remains  the  number  two  cause  of  death,  but  it  will  surpass  heart  disease  by  the 
end  of  the  decade  as  the  leading  cause  of  death.  The  reported  number  of  cases  of  cancer 
continues  to  increase  due  to  many  factors  including  an  aging  population,  a  growing  population, 
and  a  decline  in  other  major  diseases.  This  year,  nearly  1.4  million  people  will  be  diagnosed 
with  cancer,  including  184,300  women  with  breast  cancer  and  more  than  200,000  men  with 
prostate  cancer.  More  than  550,000  people-1,500  every  day-will  die  from  cancer  this  year, 
among  them  44,300  women  with  breast  cancer  and  41,400  men  with  prostate  cancer.  One  of 
five  of  us  sitting  in  this  room  will  be  diagnosed  with  cancer  in  our  lifetimes  and  one  of  three  of 
us  who  are  diagnosed  will  die  from  cancer.  By  the  year  2000,  it  is  estimated  that  cancer  will 
become  the  leading  cause  of  death. 

Research  Progress 

However,  progress  is  being  made:  this  is  the  result  of  improvements  in  prevention,  early 
diagnosis  and  detection,  and  treatment.  There  has  been  considerable  progress,  especially  for 
children  and  adults  under  age  45.  The  overall  cancer  survival  rate  has  increased  from  38% 
twenty-five  years  ago  to  over  50%  today,  and  seven  million  men,  women,  and  children  are  alive 
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today  as  a  result  of  this  progress.  While  the  cancer  mortality  rate  has  increased  in  the  past  half- 
century,  most  of  this  is  due  to  lung  cancer.  When  lung  cancer  deaths  are  excluded,  the  mortality 
rate  declined  15%  between  1950  and  1991. 

For  certain  cancers,  the  progress  is  even  more  spectacular.  For  example: 

*  The  survival  rate  for  testicular  cancer  among  young  men  is  over  90% .  The  NCI 
estimates  that  $56  million  in  testicular  cancer  research  over  a  17-year  period  has 
resulted  in  annual  savings  of  $166  million. 

*  Between  1960-62  and  1990-92,  the  death  rate  for  stomach  cancer  declined  59% 
in  men  and  63  %  in  women;  the  death  rate  for  cervical  cancer  declined  by  more 
than  two-thirds;  and  the  death  rate  for  Hodgkin's  disease  declined  by  70%  in  men 
and  69%  in  women 

*  Whereas  childhood  leukemia  once  had  a  death  rate  of  95%,  today  73%  of 
children  diagnosed  with  leukemia  survive. 

Further,  knowledge  gained  from  one  form  of  cancer  is  often  applicable  to  other  forms  of  cancer; 
for  example,  knowledge  obtained  from  bone  marrow  transplantation  for  cancer  of  the  blood  cells 
is  being  applied  to  the  treatment  of  solid  tumors. 

Exciting  breakthroughs  have  been  reported  just  within  the  last  two  years.  The  discovery 
of  the  BRCA1  breast  cancer  gene,  while  helping  only  a  small  number  of  women  with  a  family 
history  of  breast  cancer  due  to  a  genetic  defect-most  likely  no  more  than  5%  of  all  breast  cancer 
cases-holds  tremendous  promise  for  these  women.  Women  who  inherit  a  mutated  version  of 
the  gene  have  an  85%  chance  of  getting  breast  cancer  in  their  lifetimes,  compared  to  a  13% 
chance  of  women  with  the  normal  gene.  Further,  these  women  have  a  higher  chance  of  getting 
ovarian  cancer.  By  monitoring  these  women  very  carefully,  we  are  in  a  position  to  detect  and 
treat  their  disease  early. 

Prostate  cancer  will  kill  an  estimated  40,000  men  this  year.  Last  year,  researchers 
identified  a  gene  that  suppresses  the  ability  of  prostate  cancer  cells  to  metastasize  in  animals, 
suggesting  that  this  decreased  activity  may  be  one  of  the  factors  that  makes  some  prostate 
cancers  lethal  by  allowing  them  to  contribute  to  new  tumors.  (Note  that  while  many  localized 
prostate  cancers  are  fully  treatable,  prostate  cancers  that  spread  to  other  sites  are  almost  always 
fatal.) 

Need  for  a  Balanced  Cancer  Research  Program 

The  AACR  supports  a  balanced  National  Cancer  Program  of  basic,  clinical,  and 
translational  research,  including  prevention  and  control  programs.  Steady  support  for  these 
mechanisms  is  critical,  as  sudden  shifts  in  support  from  one  priority  area  to  another  would  delay 
progress  in  cancer  research.  We  are  very  pleased  with  the  Labor-HHS-Education  Committee's 
emphasis  last  year  that  specific  funding  decisions  be  left  to  the  discretion  of  scientists.  The 
AACR  wholeheartedly  agrees  that  for  maximal  research  productivity,  funding  decisions  must  be 


298 


made  by  the  scientific  community  based  on  careful  peer  review.  We  urge  Congress  to  provide 
similar  discretion  this  year.  The  earmarking  of  funds  for  areas  of  specific  interest  or  support 
has  not  only  undermined  the  peer  review  system,  but  it  has  also  impaired  the  ability  of  the  NCI 
to  fund  the  best  and  most  exemplary  science.  Earmarking  limits  the  Institute's  ability  to  respond 
to  the  most  promising  research  breakthroughs.  Creativity  is  stifled  as  applicants  fear  taking  risks 
during  a  time  of  insufficient  funding.  If  the  decision  is  made  to  fund  organ-  and  sex-specific 
research,  this  should  not  be  supported  unless  additional  funds  are  provided. 

Support  for  Basic  Research 

The  AACR  is  very  encouraged  by  NCI  Director  Dr.  Richard  Klausner's  recent  decision 
to  increase  the  number  of  investigator-initiated  grants  in  1996.  Investigator-initiated  grants  and 
other  research  project  grants  (RPGs)  are  at  the  core  of  our  basic  research  efforts  and  are  a  major 
catalyst  for  our  advances  in  cancer  research.  Dr.  Klausner's  opportunity  to  provide  additional 
investigator-initiated  grants  is  the  result  not  only  of  the  healthy  funding  increase  provided  by  this 
Committee  for  1996,  but  also  the  flexibility  you  have  provided. 

Funding  additional  investigator-initiated  grants  will  provide  opportunities  for  research 
breakthroughs,  and  it  sends  a  positive  message  to  the  next  generation  of  cancer  researchers.  All 
too  often,  more  experienced  and  more  prominent  scientists  are  successful  in  their  applications 
for  grant  support,  while  younger  researchers  are  turned  away.  Indeed,  the  extreme  difficulty 
in  obtaining  a  grant,  even  for  applications  that  fall  just  short  of  the  pay  line,  is  driving  young 
scientists  away  from  careers  in  research.  According  to  a  1994  report  by  the  National  Research 
Council,  the  number  of  grant  applications  from  scientists  under  age  37  had  declined  54% 
between  1985  and  1993.  A  reduction  in  funding  is  very  liarmful  for  young  investigators. 
Several  years  from  now,  when  the  more  senior  researchers  retire  and  step  aside  for  the  younger 
generation,  many  of  those  potential  research  leaders  will  have  moved  on  to  other  fields  with 
more  secure  career  opportunities. 

Translational  Research 

Progress  against  cancer  is  not  possible  without  a  strong  basic  research  program. 
However,  the  knowledge  gained  from  this  research  does  not  benefit  the  cancer  patient  unless  it 
can  be  "translated"  from  the  "bench  to  the  bedside. "  Only  through  the  federal  support  of  strong 
translational  research  and  applied  (clinical)  research  programs  will  researchers  have  the  skills 
they  need  to  move  basic  research  advances  to  benefit  the  cancer  patient. 

Cancer  in  Special  Populations 

Unfortunately,  the  benefits  of  cancer  research  have  not  been  equally  realized  by  certain 
Americans,  such  as  minorities,  the  elderly,  the  poor,  and  rural  residents.  For  example,  while 
the  cancer  incidence  rate  for  African  Americans  in  1992  was  10%  higher  than  for  Caucasians, 
the  survival  rate  is  much  lower.  The  five-year  survival  rate  for  Blacks  diagnosed  with  cancer 
from  1986  through  1991  was  42%,  compared  to  58%  for  Whites.  Some  of  this  difference  is 
attributable  to  earlier  diagnosis  in  Whites,  which  can  result  from  better  access  to  health 
insurance,  better  access  to  transportation,  and  nutrition  and  dietary  differences,  among  other 


299 


reasons.  The  AACR  urges  Congress  and  NCI  to  focus  on  the  needs  of  these  special  populations 
under  the  authority  of  the  Institute's  prevention  and  control  activities 

Economic  Impact  of  Cancer 

Cancer  costs  for  treatment  and  screening  exceed  $104  billion  annually,  yet  the  federal 
investment  in  medical  research  represents  only  2%  of  this  amount. 

Cancer  research  also  provides  substantial  economic  spinoffs.  As  you  are  aware, 
approximately  85%  of  the  NCI  appropriation  is  invested  in  universities  and  other  extramural 
research  facilities  throughout  the  nation.  However,  other  economic  benefits  result  from  this 
investment.  The  number  of  companies  involved  in  cancer  drug  development  increased  from  49 
in  1993  to  98  in  1995.  More  than  200  drugs  are  in  development  by  approximately  100 
pharmaceutical  companies  and  the  NCI.  More  than  one  in  five  biotechnology  drugs  in  Phase 
I,  n,  or  HI  of  development  is  a  cancer  drug. 

The  NIH  is  also  a  key  factor  behind  the  development  of  the  biotechnology  industry  in  the 
U.S. ,  which  has  resulted  in  the  establishment  of  more  than  1 ,300  biotechnology  firms  and  which 
employed  103,000  workers  last  year.  The  Department  of  Commerce  estimates  that 
biotechnology  will  be  a  $50  billion  a  year  industry  by  the  year  2000.  Employment  by  U.S. 
pharmaceutical  firms  increased  45%  in  the  last  decade. 

N  Conclusion 

Medical  research  and  innovation—made  possible  only  through  a  federal  commitment  that 
is  now  50  years  old—have  improved  the  quality  of  life  of  millions  of  American  men,  women, 
and  children.  However,  the  challenge  remains  to  fmd  preventions,  treatments,  and  cures  for 
those  who  continue  to  suffer  from  diseases  and  disabilities.  Too  often,  our  leaders  and  our 
citizens  take  medical  advances  for  granted. 

The  AACR  urges  this  Committee  and  Congress  to  continue  to  provide  an  environment 
that  will  enable  the  partnership  between  government,  academia,  and  industry  to  prosper.  Only 
then  will  the  United  States  maintain  its  position  as  the  world  leader  in  medical  research  and 
innovation  and  only  then  will  we  be  able  to  continue  to  improve  the  health  of  our  people.  We 
respectfully  request  that  Congress  provide  a  6.5%  increase  for  the  NCI  in  1997.  This  is  also 
the  recommendation  of  the  National  Coalition  for  Cancer  Research,  and  it  coincides  with  the 
request  of  more  than  170  professional  medical  and  scientific  societies,  patient  groups, 
universities  and  medical  schools,  and  other  organizations  dedicated  to  the  support  of  biomedical 
♦research. 

Thank  you  for  your  consideration  of  our  requests.  I  would  be  pleased  to  answer  any 
questions  you  may  have. 
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Mr.  Porter.  Dr.  Talalay,  thank  you  very  much  for  your  testi- 
mony and  for  being  here  today.  We  very  much  appreciate  it.  Fifty 
years  is  a  wonderful  long  time.  We  hope  it's  many  more. 

Dr.  Talalay.  It's  just  the  beginning,  I  hope. 

Mr.  Porter.  Just  the  beginning,  all  right. 

Dr.  Talalay.  Thank  you  very  much. 


Wednesday,  February  28,  1996. 

WITNESS 

PAUL  BUNN,  M.D.,  ASSOCIATION  OF  AMERICAN  CANCER  INSTITUTES 

Mr.  Porter.  Dr.  Paul  Bunn,  President  of  the  AACI  and  Director 
of  the  University  of  Colorado  Cancer  Center,  testifying  in  behalf  of 
the  Association  of  American  Cancer  Institutes. 

Dr.  Bunn? 

Dr.  Bunn.  Mr.  Chairman,  members  of  the  subcommittee,  ladies 
and  gentlemen,  I  want  to  thank  you  for  the  opportunity  to  appear 
before  you  on  behalf  of  the  Association  of  American  Cancer  Insti- 
tutes, also  known  as  the  AACI. 

My  name  is  Dr.  Paul  Bunn,  President  of  the  AACI  and  Director 
of  the  University  of  Colorado  Cancer  Center.  The  AACI  represents 
all  of  the  55  National  Cancer  Institute-designated  Cancer  Centers 
and  23  academic  institutions  with  significant  cancer  treatment  and 
research  programs. 

First,  I  want  to  thank  you  for  your  tremendous  leadership  in 
supporting  biomedical  research.  The  Nation's  Cancer  Centers  ap- 
plaud you  and  thank  you,  especially  during  this  budget  year. 

Considerably  more  than  50  percent  of  the  research  supported  by 
the  National  Cancer  Institute  is  conducted  at  the  88  centers  rep- 
resented by  the  AACI.  This  research  has  paid  big  dividends  and 
improved  survival  rates  for  childhood  leukemia,  Hodgkins  disease, 
non-Hodgkins  lymphomas,  and  testicular  cancer.  Discoveries  at 
these  Centers  have  led  to  the  early  diagnosis  of  breast,  prostate 
and  colorectal  cancer  through  new  screening  techniques,  and  to  an 
understanding  of  the  genetic  basis  of  many  cancers. 

Because  of  the  foresight  of  this  Congress,  these  Centers  are  geo- 
graphically dispersed  throughout  the  country,  and  in  essence  pro- 
vide the  national  infrastructure  for  state  of  the  art  cancer  care. 
Cancer  Centers  are  an  integral  part  of  the  local  health  delivery 
network,  and  are  able  to  draw  upon  national  resources  through 
their  contacts  with  organizations  such  as  AACI  and  NCI. 

Such  a  network  allows  for  rapid  study  and  approval  process  for 
critical  new  drugs,  such  as  Taxol.  Development  of  these  new  drugs 
through  the  Cancer  Centers'  network  greatly  assists  the  pharma- 
ceutical industry  in  the  United  States  in  maintaining  its  premier 
status.  And  of  primary  concern,  the  network  helps  us  serve  pa- 
tients. 

The  National  Cancer  Center's  network  has  been  critical  in  the 
development  and  expansion  of  our  biotechnology  industry.  If  you 
look  at  a  map,  you'd  see  the  greatest  concentration  of  biotechnology 
companies  located  in  hubs  anchored  by  Cancer  Centers.  It's  taken 
a  quarter  of  a  century  to  develop  this  infrastructure  and  build  Can- 
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cer  Centers  to  their  present  level  of  excellence.  I'm  certain  that  it 
is  in  the  national  interest  to  maintain  and  strengthen  the  Cancer 
Center  network  that  you  and  your  predecessors  helped  put  in  place 
and  nurture. 

Our  evolving  health  care  system,  with  its  emphasis  on  managed 
care,  may  ultimately  slow  the  speed  at  which  cancer  treatment  ad- 
vances are  made.  Managed  care  restricts  access  to  Cancer  Centers' 
expertise  and  treatment  studies.  Cancer  patients  are  not  allowed 
second  opinions  from  the  national  cancer  experts,  and  are  not  al- 
lowed to  seek  state-of-the-art  cancer  treatments.  At  NCI  designated 
Cancer  Centers,  the  last  25  years  we've  spent  in  establishing  a  na- 
tional infrastructure  for  state-of-the-art  cancer  care  would  be  wast- 
ed. This  would  be  especially  detrimental  to  minorities,  medically 
underserved  populations  and  older  Americans. 

Another  key  issue  is  the  arbitrary  denial  of  coverage  for  routine 
care  and  NCI-approved  study  treatments.  Most  often,  these  studies 
compare  effective  therapies  or  evaluate  established  drugs,  or  estab- 
lished therapies  for  new  indications.  Cancer  Centers  need  adequate 
reimbursement  for  routine  patient  care  costs.  Patients  cannot  be 
expected  to  pay  for  such  routine  care  costs,  nor  can  research  fund- 
ing from  Government  or  industry.  We  are  pleased  that  the  DOD 
has  recently  dealt  with  this  issue  by  calling  on  CHAMPUS  to  cover 
routine  patient  care  costs  associated  with  clinical  trials.  And  we 
hope  this  will  be  extended  to  the  rest  of  the  population. 

We  believe  that  the  Nation's  Cancer  Centers  are  the  most  effec- 
tive weapon  in  the  war  on  cancer.  This  was  recently  confirmed  by 
a  report  from  the  Institute  of  Medicine  of  the  National  Academy  of 
Sciences.  We  are  concerned  the  amount  of  NCI  funds  for  Cancer 
Centers  will  maintain  their  ability  in  new  areas  such  as  preven- 
tion, education  and  outreach. 

The  Cancer  Centers'  budget  has  remained  flat  for  several  years 
and  we  hope  you  will  include  the  necessary  funds  for  continued  ex- 
pansion of  the  Cancer  Centers'  program,  so  that  we  can  continue 
to  develop  and  refine  methods  of  preventing  and  treating  cancer. 
There  are  still  areas  of  the  country  that  do  not  have  a  state-of-the- 
art  center  nearby.  With  appropriate  funding,  we  can  rectify  that. 

The  Cancer  Centers  represented  by  the  AACI  are  eager  to  con- 
tinue to  service  the  primary  force  in  the  Nation's  cancer  program. 
To  do  this,  we  must  maintain  and  strengthen  Federal  commitment. 
So  we  recommend  a  6.5  percent  increase  in  funding  for  the  Na- 
tional Cancer  Institute  in  the  National  Institutes  of  Health.  This 
6.5  percent  increase,  or  $150  million,  would  provide  for  sufficient 
support  for  existing  centers  and  potential  additional  centers  in  geo- 
graphically underrepresented  areas  of  the  country.  It  would  also 
allow  centers  to  expand  promising  areas  such  as  genetic  prevention 
and  screening  research. 

Again,  I  thank  the  subcommittee  for  its  leadership,  its  support 
of  Cancer  Centers  and  biomedical  research.  I'd  be  happy  to  answer 
any  questions  you  might  have. 

[The  prepared  statement  follows:] 
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INTRODUCTION 

Mr.  Chairman,  Members  of  the  Subcommittee,  ladies  and  gentlemen,  I  want  to  thank  you  for  the 
opportunity  to  appear  before  you  on  behalf  of  the  Association  of  American  Cancer  Institutes.  My 
name  is  Dr.  Paul  Bunn,  President  of  the  Association  of  American  Cancer  Institutes  and  Director 
of  the  University  of  Colorado  Cancer  Center.  The  Association  of  American  Cancer  Institutes 
represents  all  of  the  National  Cancer  Institute-designated  comprehensive,  clinical,  basic  science 
and  consortium  Cancer  Centers  throughout  the  nation—some  55  in  all.  AACI  also  represents  an 
additional  23  academic  institutions  with  significant  cancer  care  and  research  programs. 

First,  on  behalf  of  AACI,  I  want  to  thank  you  for  your  tremendous  leadership  on  behalf  of 
biomedical  research.  The  nation's  Cancer  Centers  applaud  you  and  thank  you. 

CANCER  CENTERS'  ROLE  IN  THE  NATIONAL  CANCER  PROGRAM 

Considerably  more  than  50%  of  the  research  supported  by  the  National  Cancer  Institute  is 
conducted  at  the  88  Centers  represented  by  the  Association  of  American  Cancer  Institutes.  And 
this  research  has  paid  big  dividends.  Discoveries  at  these  Centers  have  dramatically  improved 
survival  rates  for  childhood  leukemias,  Hodgkin's  disease,  non-Hodgkin's  Lymphomas,  and 
testicular  cancer,  among  others.  Discoveries  at  these  Centers  also  have  led  to  the  early  diagnosis 
of  breast,  prostate  and  colorectal  cancer  through  new  screening  techniques  and  understanding  of 
the  genetic  basis  of  many  cancers. 

Because  of  the  foresight  of  Congress,  these  Centers  are  geographically  dispersed  throughout  the 
country,  and,  in  essence,  provide  the  national  infrastructure  for  state-of-the-art  cancer  care. 
Cancer  Centers  are  an  integral  part  of  the  local  health  delivery  network,  yet  are  able  to  draw  upon 
national  resources  through  their  contacts  with  organizations  such  as  the  AACI  and  the  NCI.  Such 
a  network  allows  for  a  rapid  study  and  approval  process  for  critical  new  drugs,  such  as  Taxol. 
The  development  of  new  drugs  like  Taxol  through  the  Cancer  Centers  network  greatly  assists  the 
pharmaceutical  industry  in  the  United  States  to  maintain  its  premier  status.  Of  primary  concern, 
though,  the  network  helps  us  serve  patients. 

The  national  Cancer  Centers  network  has  been  critical  in  the  development  and  expansion  of  our 
biotechnology  industry.  In  fact,  if  you  looked  at  a  map  you  would  see  the  greatest  concentration 
of  biotechnology  companies  located  in  hubs  anchored  by  Cancer  Centers.  It  has  taken  a  quarter 
of  a  century  to  develop  this  infrastructure  and  build  it  to  its  present  level  of  excellence.  I  am 
certain  you  will  agree,  it  is  in  the  national  interest  to  maintain  and  strengthen  the  Cancer  Center 
network  that  you  and  your  predecessors  helped  put  in  place  and  nurture. 

CANCER  CENTERS  AND  MANAGED  CARE 

Our  evolving  health  care  system,  with  its  emphasis  on  managed  care,  may  ultimately  effect  the 
manner  and  speed  in  which  advances  in  cancer  treatment  are  produced.  This  is  of  great  concern 
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to  Cancer  Centers,  the  pharmaceutical  and  biotechnology  industries,  and,  most  importantly,  to 
patients.  At  the  same  time  government  support  for  our  research  is  being  constricted,  managed 
care  threatens  us  in  several  ways. 

Guaranteed  access  to  state-of-the-art  Cancer  Centers 

Managed  care  restricts  access  to  Cancer  Centers.  If  cancer  patients  are  not  allowed  second 
opinions  from  the  nation's  cancer  experts  and  not  allowed  the  choice  to  seek  state-of-the-art 
cancer  treatment  through  an  NCI-designated  cancer  center,  such  treatment  will  be  available  only 
to  affluent  patients  who  can  afford  special  insurance  coverage.  Not  only  would  this  negate  the 
last  25  years  we  have  spent  establishing  a  national  infrastructure  for  state-of-the-art  cancer  care,  it 
would  be  particularly  detrimental  to  minorities,  medically  underserved  populations,  and  older 
Americans  —  high  priority  populations  that  would  find  it  particularly  difficult  to  afford  such  care. 

Investigational  treatment  coverage 

Another  key  issue  is  that  of  the  arbitrary  nature  of  coverage  for  routine  care  involved  in  NCI- 
approved  protocol  study  treatments.  Most  often,  these  studies  compare  effective  therapies,  or 
evaluate  established  drugs,  hormones  or  biologies  for  new  cancer  treatment  indications.  Cancer 
Centers  need  adequate  reimbursement  for  the  routine  patient  care  costs  associated  with  this 
clinical  cancer  research.  This  includes  necessary  clinical  tests,  new  or  off-label  medications,  and 
for  the  care  provided  by  medical  and  allied  health  personnel. 

Patients  cannot  be  expected  to  pay  for  routine  care  costs,  nor  can  research  funding  from 
government  or  industry.  We  are  pleased  that  DOD  recently  has  dealt  with  this  issue  by  calling  on 
CHAMPUS  to  cover  routine  costs.  We  would  hope  this  would  be  extended  to  the  rest  of  the 
population.  Cancer  Centers  are  finding  it  more  and  more  difficult  to  get  reimbursement  for  the 
clinical  research  they  must  conduct,  and  it  threatens  our  future  progress  in  the  war  on  cancer. 

Unique  costs  of  research 

There  are  unique  costs  that  Cancer  Centers  incur  while  conducting  research.  To  continue  to 
foster  a  medical  research  community  that  is  unequalled  ~  Cancer  Centers  need  to  have  the 
resources  to  pay  for  overhead  costs,  the  dissemination  of  scientific  information,  and  the  support 
personnel  that  are  necessary  for  leading-edge  research  activities.  Managed  care  systems  are  more 
attentive  to  the  bottom  line,  and  thereby,  do  not  want  to  contribute  to  the  research  enterprise. 

National  Cancer  Institute  Funding 

We  believe  the  nations'  Cancer  Centers  are  the  most  effective  weapon  we  have  in  the  war  on 
cancer.  This  was  recently  confirmed  by  a  report  from  the  Institute  of  Medicine  of  the  National 
Academy  of  Sciences.  Recently,  we  have  become  concerned  by  the  amount  of  NCI  funds 
available  for  new  Centers,  current  core  funding  of  existing  Centers,  research  grants  to 
investigators  and  education  and  outreach  efforts.  The  Cancer  Centers'  budget  has  remained 
essentially  flat  for  the  last  several  years,  and  we  hope  you  will  include  the  necessary  funds  for 
continued  expansion  of  the  Cancer  Centers'  program  so  that  we  can  continue  to  develop  and 
refine  methods  of  preventing  and  treating  cancer.  There  are  still  areas  of  the  country  that  do  not 
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have  a  state-of-the-art  center  nearby.  With  appropriate  funding  we  can  rectify  that. 
A  BALANCED  RESEARCH  PROGRAM 

In  the  early  days  of  the  national  cancer  program,  basic  and  clinical  research  were  the  predominant 
avenues  being  pursued  and  funded.  Within  the  past  decade,  however,  prevention,  control, 
education  and  outreach  efforts  have  become  a  major  focus  of  the  AACI's  member  institutions. 
This  has  resulted  in  a  more  balanced  research  agenda  encompassing  the  continuum  of  the  cancer 
experience  from  prevention  to  early  detection  to  treatment  to  after-care.  Cancer  Centers  have 
also  expanded  efforts  related  to  the  health  of  women,  minorities,  medically  underserved 
populations,  and  the  elderly  within  the  context  of  a  balanced  research  program.  We  can 
effectively  address  the  unique  needs  of  these  various  populations  and  constituencies  without  the 
need  for  earmarking  research  funds.  We  applaud  your  leadership  in  avoiding  earmarks  for  special 
interests  and  look  forward  to  working  with  you  to  insure  that  this  continues  to  be  the  direction  we 
take  as  a  nation. 

CONCLUSION 

In  conclusion,  the  Cancer  Centers  that  are  represented  by  the  Association  of  American  Cancer 
Institutes  are  poised  and  eager  to  continue  serving  as  the  primary  force  in  the  nation's  cancer 
program.  To  do  this,  however,  we  must  maintain  and  strengthen  the  federal  commitment  to  tour 
efforts.  The  interests  of  the  AACI,  as  I  have  explained  them  today,  are  truly  the  interests  of  every 
citizen  who  has  cancer  or  is  at  risk  of  developing  cancer. 

We  would  like  to  recommend  at  least  a  6.5%  increase  for  NIH.  This  is  the  same  figure  that  the 
Ad  Hoc  Group  for  Medical  Research  has  recommended,  and  we  believe  it  is  an  appropriate  and 
realistic  goal.  However,  the  NCI  Bypass  Budget  clearly  justifies  considerably  more. 

A  6.5%  or  $150  million  increase  in  FY  '97  would  enable  NCI  to  consider  the  following  levels  of 
support: 

•  NCI  would  be  able  to  fund  approximately  one  in  three  approved  research  grant 
applications,  compared  to  only  one  in  four  several  years  ago.  The  estimated  success  rate 
for  FY  '96  is  29%. 

For  FY  '96,  NCI  estimates  it  will  fund  to  the  23rd  percentile.  With  a  6.5%  increase,  this 
estimate  improves  to  the  25th  percentile. 

•  For  research  centers,  the  increase  would  enable  NCI  to  efforts  in  promising  areas  such  as 
genetic  research.  Additional  core  funding  would  be  available  for  existing  centers,  as  well 
as  for  potential  additional  centers  in  geographically  underrepresented  areas  of  the  country. 

•  With  an  increase  of  this  magnitude,  NCI  could  fund  existing  cooperative  groups  closer  to 
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the  recommended  level  (which  it  has  been  unable  to  do  in  recent  years).  NCI  also  would 
be  able  to  consider  increasing  the  number  of  clinical  trials. 

Support  for  training  also  would  be  possible,  including  an  increase  in  the  number  of 
awards. 


Again,  I  thank  this  Subcommittee  for  your  leadership  in  this  area  and  for  your  history  of  strong 
support  for  the  nation's  Cancer  Centers.  I  would  be  happy  to  answer  any  questions  you  might 
have  at  this  time. 
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Mr.  Porter.  Dr.  Bunn,  thank  you  very  much  for  your  testimony 
today.  We  appreciate  your  being  here. 
The  subcommittee  will  stand  in  recess  for  five  minutes. 
[Recess.] 


Wednesday,  February  28,  1996. 

WITNESS 

DR.  WILLIAM  S.  TEN  PAS,  AMERICAN  DENTAL  ASSOCIATION 

Mr.  Porter.  Our  next  witness  is  Dr.  William  Ten  Pas,  President 
of  the  American  Dental  Association. 
Dr.  Ten  Pas,  welcome. 
Dr.  Ten  Pas.  Thank  you  very  much. 

My  name  is  William  Ten  Pas.  Fm  President  of  the  American 
Dental  Association.  Fm  a  general  dentist.  I  represent  140,000  mem- 
bers and  I  want  to  thank  you  for  the  opportunity  to  address  the 
committee  today. 

Mr.  Chairman  and  committee,  we've  got  to  thank  you  for  the  in- 
vestment you  have  made  which  has  paid  hundreds  of  billions  of 
dollars  in  cost  savings  to  health  care  in  dentistry  alone.  Those  in- 
vestments have  been  made  in  dental  research,  disease  prevention, 
dental  education  and  dental  care  programs  for  the  needy. 

The  Association  supports  the  committee's  efforts  to  control  Fed- 
eral spending.  But  there  is  concern  the  spending  reductions  and  re- 
organizations are  eroding  the  dental  health  focus  within  the  Fed- 
eral Government.  Agencies  like  Centers  for  Disease  Control  where 
the  Division  of  Oral  Health  is  now  being  downgraded  to  a  program. 
The  Veterans  Administration  where  it  has  been  proposed  that  the 
position  of  dental  director  be  eliminated.  The  Health  Resources 
Services  Administration,  where  the  HIV/AIDS  dental  program  is 
administered  by  a  non-dentist. 

The  Association  is  dismayed  and  alarmed  that  HRSA  appears  to 
be  discouraging  dentists  from  applying  for  dental  loan  repayment 
positions  under  the  National  Health  Service  Corps.  There  is  a  great 
demand  for  dental  care  under  this  program.  Dentistry  has  43  times 
as  many  health  professional  shortage  areas  as  medicine,  and  needs 
45  percent  as  many  practitioners.  Dentistry  received  only  17  per- 
cent of  the  loan  repayment  awards  in  fiscal  year  1994. 

The  Corps'  new  targeted  funding  has  reduced  dental  loans  even 
further.  There  were  only  14  new  loan  repayments  and  25  continu- 
ation awards  last  fiscal  year.  Because  Federal  dental  programs  are 
a  very  small  part  of  the  health  agencies  budget,  it  is  harder  to  ab- 
sorb the  reductions.  About  2.7  percent  of  all  dental  care  expendi- 
tures are  paid  for  by  the  Federal  Government,  compared  to  28.5 
percent  for  medicine. 

The  ADA  is  concerned  that  any  cuts  in  the  Federal  dental  pro- 
grams will  result  in  an  inability  to  effectively  deliver  dental  serv- 
ices to  the  targeted  populations.  Dental  programs  are  one  of  the 
best  investments  of  the  taxpayer  dollars  that  this  committee  can 
make.  Some  of  the  good  investments  made  are  the  general  den- 
tistry program.  This  is  comparable  to  the  primary  care  residency 
program  that  physicians  receive. 
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It  provides  oral  health  care  to  special  population  groups,  includ- 
ing elderly,  disabled  and  medically  compromised.  This  program 
does  not  increase  the  number  or  general  supply  of  dentists,  but  it 
does  increase  the  number  of  dentists  in  rural  and  underserved 
areas.  Twenty-five  to  30  percent  of  these  dentists  continue  to  locate 
in  these  areas  after  their  service. 

The  Federal  Government  provides  $3.7  million  for  this  program, 
which  delivers  $14  million  in  unreimbursed  care.  That's  a  four  to 
one  return  on  investment.  No  increase  in  funding  for  this  program 
in  the  last  three  years  has  been  given.  The  Association  rec- 
ommends that  it  be  funded  at  $6  million. 

HIV  and  AIDS  dental  program.  This  is  a  reimbursement  pro- 
gram, not  a  grant.  It  is  the  only  dental  care  service  available  for 
these  patients,  because  Medicare  does  not  cover  dental  care  and 
most  States  don't  provide  adult  care  under  Medicaid.  In  fiscal  year 
1995,  105  institutions  served  73,000  patients  in  almost  $14  million 
in  unreimbursed  costs.  The  ADA  recommends  funding  of  $9  mil- 
lion, and  $9  million  for  $14  million  I  think  is  an  excellent  invest- 
ment. 

The  National  Institute  of  Dental  Research.  The  National  Insti- 
tute of  Dental  Research  at  the  National  Institutes  of  Health  sup- 
ports more  than  80  percent  of  the  total  dental  research  in  the  Unit- 
ed States.  This  research  has  led  to  breakthroughs  in  preventive 
oral  health  care,  which  has  saved  Americans  nearly  $100  billion  be- 
tween 1980  and  1990.  Fifty  percent  of  our  children  now  are  decay 
free.  The  savings  far  exceed  the  total  appropriations  NIDR  has  re- 
ceived from  Congress  during  its  47  years  in  existence. 

However,  there  is  more  to  be  learned.  Cleft  lip  and  cleft  palate 
are  among  the  most  common  birth  defects.  NIDR's  research  has  lo- 
cated 1,000  genes  thought  to  be  responsible  for  craniofacial  devel- 
opment. Continued  research  can  lead  to  improved  treatments  and 
ultimately  prevention.  NIDR's  bone  research  is  conducting  studies 
in  regenerating  lost  bone  tissue  in  patients  who  suffer  periodontal 
disease.  This  research  has  also  been  instrumental  in  other  dis- 
eases, like  osteoporosis,  Paget's  disease,  and  Sjogren's  Syndrome. 
The  Association  recommends  the  subcommittee  appropriate  $197 
million  for  the  NIDR  fiscal  year. 

Dental  education.  The  Association  believes  it's  important  to  fos- 
ter diversity  in  student  populations.  However,  because  of  the  cur- 
rent education  costs  exceeding  $67,000,  it  is  necessary  to  assist  low 
income  and  minority  students.  Programs  like  scholarships  for  dis- 
advantaged students  and  exceptional  financial  needs  are  vital  to 
recruit  and  retain  quality  minority  dentists.  We  recommend  spe- 
cific increased  funding  levels  for  all  of  these  programs  in  our  writ- 
ten statement. 

I  have  been  able  to  tell  you  about  just  a  few  of  the  Association's 
concerns.  But  I  wanted  to  be  here  to  tell  you  that  we  truly  appre- 
ciate what  you  have  done  for  the  public,  your  constituents,  our  pa- 
tients, in  your  funding  for  research  which  we  believe  is  a  funding 
for  our  future. 

Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  am  Dr.  William  S.  Ten  Pas,  President  of  the  American  Dental 
Association  (ADA)  and  a  private  practitioner  in  Corvallis, 
Oregon.     On  behalf  of  the  Association's  140,000  members,  thank 
you  for  the  opportunity  to  appear  today  before  the 
Appropriations  Subcommittee  on  Labor,  Health  and  Human 
Services  and  Education. 

We  want  to  begin  by  thanking  Chairman  Porter  and  the  members 
of  the  Subcommittee  for  their  efforts,  especially  in  the  last 
year,  to  support  and  secure  adequate  federal  funding  for 
dental  research,  disease  prevention,  dental  education  and 
other  worthy  oral  health  care  programs.     While  we  understand 
the  financial  constraints  the  Subcommittee  faces,  we  look  to 
you  for  continued  support  in  these  areas.     In  addition,  we 
also  wish  to  sensitize  the  Subcommittee  to  a  perplexing 
problem  —  the  erosion  o£  the  dental  health  focus  within  the 
federal  government.  V 

Agencies  such  as  the  Centers  for  Disease  Control,  the  Health 
Resources  and  Services  Administration,  and  the  Veterans  Health 
Administration,  to  cite  a  few  examples,  are  reorganizing  or 
downsizing.     While  the  Association  recognizes  that  some 
agencies  may  need  to  restructure,  the  ADA  is  concerned  that 
inappropriate  changes  could  adversely  affect  dentistry's 
ability  to  retain  a  viable  presence  at  a  policy-making  level. 

Cumulative  cuts  in  funding  for  dental  services,  the  potential 
replacement  in  leadership  positions  within  dental  programs  of 
dentists  with  non-dentists,  and  movement  of  dental  programs 
within  the  agency  so  as  to  make  direct  access  to  policy  makers 
more  difficult  are  ways  in  which  some  agencies  are  undermining 
the  effective  delivery  of  dental  services. 

The  ADA  is  not  suggesting  that  the  agencies  are  consciously 
engaged  in  an  effort  to  destroy  their  dental  programs.     On  the 
contrary,  the  Association  believes  the  agencies  simply  have 
not  fully  appreciated  the  effects  of  some  changes  despite  the 
Association's  best  efforts  to  convey  our  concerns. 

One  of  the  reasons  for  the  agencies'  lack  of  focus  is  that 
federal  dental  programs,  when  compared  with  medical  programs, 
are  a  very  small  part  of  any  agency's  budget.     In  fact,  only 
about  2.7%  of  all  dental  care  expenditures  are  paid  for  by  the 
federal  government,  as  compared  to  28.5%  of  medical  expenses. 
Because  federal  dental  programs  are  already  so  small,  the  ADA 
is  very  concerned  that  cuts  in  funding  will  result  in  a  loss 
of  the  critical  mass  necessary  to  ensure  the  proper  delivery 
of  dental  services  to  the  targeted  populations.     It  is  also 
important  to  keep  dentists  in  charge  of  dental  programs 
because  our  experience  shows  that  only  a  dentist  can  fully 
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appreciate  the  clinical  peculiarities  of  the  discipline  and 
help  address  quality  of  care  concerns  faced  by  dental 
practitioners . 


Dental  Education 


General  Dentistry  Program:     The  General  Dentistry  program 
provides  training  analogous  to  that  received  by  primary  care 
physicians  in  their  residencies.     Students  gain  clinical 
experience  in  dental  specialty  areas  and  extensive  experience 
in  providing  oral  health  care  to  special  population  groups 
including  the  elderly,  disabled  and  medically  compromised.  In 
turn,  the  residents  provide  dental  care  to  underserved 
populations  and  communities,  thereby  serving  as  a  safety  net 
for  many  patients  in  their  communities.     In  addition,  the 
General  Dentistry  program  enrolls  a  significant  number  of 
minority  dentists. 

The  General  Dentistry  program  has  been  successful  in  meeting 
the  federal  goal  of  increasing  access  to  primary  care,  as 
demonstrated  by  the  following  facts: 

most  graduates  remain  in  primary  care  (86%)  after 
completion  of  their  training; 

many  recent  graduates  (between  25  -  30%)  have 
established  their  practices  in  underserved 
communities  (this  is  a  much  larger  percentage  than 
in  other  health  care  disciplines) ; 

a  dental  care  "safety  net,"  largely  unreimbursed,  is 
provided;  and 

graduates  treat  a  large  number  of  special-needs 
patients  and  refer  few  patients  to  specialists. 

Under  its  present  budget  submission,  it  is  unclear  whether  or 
how  much  funding  HRSA  will  continue  to  provide  for  this 
important  program.     The  Association  believes  that  the  General 
Dentistry  program  should  be  moved  into  the  primary  care 
cluster  and  that  a  commitment  be  made  to  continue  to  fund  the 
program.    Afterall,  how  many  programs  have  an  almost  4  to  1 
return  on  investment.     (In  FY  1994,  $3.7  million  was 
appropriated  for  the  program  to  provide  approximately  $14 
million  in  unreimbursed  dental  care.)     The  ADA  recommends  that 
$6  million  be  appropriated  for  FY  1997  for  the  General 
Dentistry  Program. 
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Loan  Repayment  Program;  The  Association  is  dismayed  and 
alarmed  that  HRSA  appears  to  be  discouraging  dentists  from 
applying  for  dental  loan  repayment  positions  under  the 
National  Health  Service  Corps  (NHSC) .  oL 

Historically,  dentistry  has  not  received^a  proportionate  share 
of  the  NHSC  positions.     Dentistry  has  -as  many  Health 
Professional  Shortage  Areas  as  medicine  and  needs  45%  as  many 
practitioners,  yet  dentistry  received  only  17%  of  the  loan 
repayment  awards  in  FY  1994.  Due  to  the  NHSC's  new  targeted 
funding  methodology,  the  number  of  dental  loan  repayment 
awards  has  been  further  reduced  —  with  only  14  new  loan 
repayments  and  25  continuation  awards  for  FY  1996. 

Limiting  this  option  could  close  the  door  to  a  career  in 
dentistry  for  those  who  are  often  most  willing  to  commit  to  a 
lifetime  of  service  in  underserved  areas.    And,  as  the 
statistics  above  demonstrate,  many  dentists  are  willing  to 
stay  to  serve  a  population  that  still  does  not  receive  regular 
dental  care.  This  is  vitally  important  because  oral  health 
problems  are  reported  as  the  number  one  health  concern  in 
migrant  programs. 

The  Association  is  willing  to  work  with  the  agency  to  assist 
in  the  identification  of  dental  needs  in  communities  and 
populations  seeking  designation  as  a  Health  Professional 
Shortage  Area.  We  ask  that  the  subcommittee  support  the  ADA'S 
efforts  to  increase  the  number  of  loan  repayment  positions 
awarded  to  dentists. 

HIV/ AIDS  Dental  Reimbursement:     The  HIV/AIDS  Dental  School 
Reimbursement  program  makes  available  vitally  needed  oral 
health  care  to  people  living  with  HIV/AIDS,  while  providing 
dental  students  and  residents  with  extensive  experience  in 
caring  for  patients  with  special  dental  needs.  In  fiscal  year 
1995,  105  institutions  participated,  serving  over  73,000 
patients  and  incurring  almost  $14  million  in  documented 
unreimbursed  costs. 

Because  of  their  impaired  immune  systems,  people  living  with 
HIV/AIDS  suffer  a  high  incidence  of  oral  disease,  which  if 
untreated,  can  lead  to  significant  pain,  oral  infections,  and 
fevers;  difficulty  in  eating,  speaking  or  taking  medication; 
and  medically  dangerous  weight  loss.     Receiving  prompt 
diagnosis  and  appropriate  treatment  for  these  oral  conditions 
is  often  difficult  for  uninsured  individuals  because  dental 
services  are  not  reimbursed  under  Medicare  and  are  seldom 
covered  by  Medicaid.     By  covering  the  costs  of  providing 
quality  care  to  people  living  with  HIV/AIDS,  this  program  can 
prevent  much  more  serious  and  expensive  health  complications. 
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The  Association  requests  $9  million  for  the  HIV/AIDS  Dental 
School  Reimbursement  program. 

Geriatric  Training  and  Education  Centers;     Geriatric  Training 
and  Education  Centers  provide  short-term  faculty  training, 
curriculum  and  other  educational  resource  development, 
technical  assistance  and  outreach  for  the  elderly.  The 
Geriatric  Training  programs  provide  postdoctoral  fellowships 
for  medical  and  dental  faculty,  who  return  to  their  home 
institutions  to  direct  research  addressing  the  health  care 
problems  of  the  aged.     As  the  population  ages  and  people  keep 
their  teeth  for  longer  periods  of  time,  funding  to  address  the 
special  needs  of  the  elderly  becomes  increasingly  important. 
The  ADA  requests  a  total  appropriation  of  $17  million  to  fund 
both  of  these  endeavors. 

Minority  and  Disadvantaged  Assistance  Programs:     The  ADA 
recommends  increased  funding  for  the  Financial  Assistance  for 
Disadvantaged  Health  Professions  Students  (FADHPS) ,  and  the 
Exceptional  Financial  Need  (EFN)  and  Scholarship  for 
Disadvantaged  Students  (SDS)  programs.  These  funds  help 
recruit  and  retain  minority  and  disadvantaged  students. 

The  Association  believes  that  increased  funding  levels  are 
important  to  foster  diversity  in  the  student  population. 
Assisting  low-income  families  and  minority  students  is 
necessary  as  current  dental  education  costs  often  exceed 
$67,000  for  a  four-year  period.  The  ADA  recommends  $7  million 
for  the  FADHPS,  $11  million  for  the  EFN  and  $26  million  for 
the  SDS  programs. 

Dental  Research 

Established  in  1948,  the  National  Institute  of  Dental  Research 
(NIDR)  at  the  National  Institutes  of  Health  (NIH)  supports 
more  than  80%  of  the  total  dental  research  conducted  in  the 
United  States.     The  NIDR  promotes  and  supports  efforts  to 
improve  health,  reduce  disease,  and  improve  diagnostics  and 
therapeutics.     It  also  invests  in  the  future  through 
fundamental  biomedical  research. 

NIDR  research  covers  the  full  range  of  oral  health,  from 
inherited  birth  defects  of  craniof acial-oral-dental  tissues  to 
the  quality  of  life  for  senior  citizens.     It  studies  a  host  of 
infectious  as  well  as  chronic  degenerative  diseases. 

Cleft  lip  and  cleft  palate  are  among  the  most  common  birth 
defects,  affecting  1  out  of  600  white  births.     So  far,  the 
Institute's  research  has  isolated  more  than  1,000  genes 
thought  to  play  a  prominent  role  in  craniofacial  development. 
Continued  research  will  provide  additional  insights  into 
improved  treatment  and,  ultimately,  prevention. 
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The  NIDR  is  working  to  reduce  the  disease  burden  of  oral 
cancer  and  a  host  of  chronic  degenerative  diseases  and 
disorders  including  neuralgias,  neurosensory  deprivation, 
temporomandibular  joint  disorders  and  chronic  pain. 

The  NIDR  Bone  Research  Branch  is  the  only  intramural 
laboratory  at  the  NIH  conducting  studies  of  normal  bone 
remodelling  and  bone  diseases.    Regenerating  lost  bone  tissue 
in  patients  who  suffer  from  periodontal  disease  and  other 
dental  conditions  that  lead  to  tooth  loss  have  allowed  NIDR 
researchers  to  broaden  their  research  to  include  osteoporosis, 
Paget ' s  disease  and  Sjogren's  syndrome.     Investments  in  this 
area  could  produce  dramatic  results  in  clinical  testing  of 
promising  drugs  to  treat  osteoporosis  and  other  bone 
connective  tissue  diseases. 

The  ADA  requests  that  the  subcommittee  appropriate  $197.6 
million  in  funding  for  NIDR  in  FY  1997  to  support  its  ongoing 
research  projects. 


Disease  Prevention 

The  Division  of  Oral  Health  (DOH) ,  Centers  for  Disease  Control 
(CDC) ,  continues  to  serve  as  the  federal  dental  agency 
responsible  for  developing  infection  control  recommendations 
for  dentistry.     For  example,  the  ADA  has  collaborated  with  the 
Division  in  developing  infection  control  guidelines  for 
hepatitis  B,  AIDS  and  tuberculosis. 

Preventing  oral  cancer  is  one  of  the  Division's  major  areas  of 
concern.     Each  year,  there  are  more  than  30,000  new  cases  of 
oral  and  pharyngeal  cancer.    And  each  year,  these  diseases 
kill  more  people  than  does  cervical  cancer  (about  9,000  lives 
lost).     The  survival  rate  for  these  cancers  is  only  about  50%; 
early  detection  is  the  key  to  increasing  the  survival  rate. 

Funding  is  essential  for  the  DOH  to  work  with  the  states  to 
develop  state-specific  plans  for  preventing  and  controlling 
oral  and  pharyngeal  cancers  in  high  risk  populations.  With 
additional  resources  the  DOH,  working  with  states,  could 
enhance  public  and  provider  education,  develop  and  evaluate 
early  detection  and  screening  protocols,  and  build  capacity 
with  voluntary  partners  that  will  extend  support  for 
prevention  and  early  detection  capabilities. 

Severe  tooth  decay  (caries)  is  another  major  priority  for  the 
Division.     53%  of  children  ages  6-8  and  78%  of  15-year-olds 
have  experienced  dental  caries.    More  than  100  million 
Americans  lack  the  benefits  of  fluoridated  water  despite  its 
proven  effectiveness  in  fighting  dental  decay.     The  CDC  works 
closely  with  state  and  local  governments  to  develop  and 
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implement  prevention  and  control  efforts.    However,  much 
remains  to  be  done.     Increased  technical  support  and  oral 
health  grants  to  state  and  local  health  departments  would  have 
very  positive  effects  on  the  nation's  oral  health  and  produce 
substantial  cost  savings  nationwide. 

The  Association  recommends  funding  of  $6  million  for  the  Oral 
Cancer  program  and  $6  million  for  the  Eradicating  Caries  in 
Children  program. 


Aaencv  for  Health  Care  Policy  and  Research  (AHCPR) 

The  Agency  for  Health  Care  Policy  and  Research  (AHCPR)   is  the 
only  federal  agency  responsible  for  identifying  and  testing 
ways  to  improve  the  quality  of  and  access  to  cost-effective 
health  care. 

It  is  essential  to  provide  sufficient  funds  for  the  Medical 
Expenditure  Panel  Survey  (MDPS)  planned  for  1997.     This  survey 
provides  valuable  information  such  as  utilization  patterns, 
composition  of  services,  and  costs  of  care  and  how  these  are 
influenced  by  characteristics  of  patients,  providers  and 
insurance  plans.     The  Association  also  supports  the  continuing 
AHCPR' s  Medical  Treatment  Effectiveness  Program,  which  can 
provide  the  evidence  base  for  selecting  among  alternative 
diagnostic  and  dental  treatments. 

In  order  for  the  agency  to  effectively  advance  the  development 
of  new  knowledge  about  oral  heath  care,  it  must  be  supported 
with  adequate  resources.     The  Association  believes  that  a 
minimum  funding  level  of  $160  million  is  necessary  for  this 
agency  to  properly  perform  its  mission. 

Thank  you,  Mr.  Chairman  and  members  of  the  subcommittee,  for 
your  thoughtful  consideration  of  the  ADA'S  recommendations.  I 
would  be  pleased  to  take  any  questions  at  this  time. 
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Mr.  Porter.  Dr.  Ten  Pas,  the  points  you  make  about  payback, 
cost  savings  in  health  care  as  a  result  of  an  investment  in  research 
is  one  that  we  really  have  to  make  to  the  American  people  over  and 
over  again.  I  think  people  inherently  understand  the  value  of  re- 
search, but  they  have  to  understand  how  cost  effective  it  is,  and 
how  much  is  lost  if  the  investment  is  not  made. 

Dr.  Ten  Pas.  Most  definitely. 

Mr.  Porter.  Thank  you  so  much  for  your  testimony  today. 
Dr.  Ten  Pas.  Thank  you  very  much. 


Wednesday,  February  28,  1996. 

WITNESSES 

MARY  KAYE  RICHTER  AND  CHARLES  RICHTER,  NATIONAL  FOUNDA- 
TION FOR  ECTODERMAL  DYSPLASIAS 

Mr.  Porter.  Next,  Mary  Kaye  Richter,  the  Executive  Director, 
and  her  son  Charles,  representing  the  National  Foundation  for  Ec- 
todermal Dysplasias.  And  I  understand  that  you  are  from  Lebanon, 
Illinois,  is  that  correct? 

Ms.  Richter.  That's  right. 

Mr.  Porter.  Wonderful.  Welcome. 

Mr.  Richter.  Good  morning.  My  name  is  Charles  Richter.  I've 
come  here  this  day  from  Lebanon,  a  small  town  in  southwestern  Il- 
linois. I'm  a  member  of  the  class  of  1996  at  Lebanon  High,  a  stu- 
dent council  member,  section  editor  for  our  school  yearbook  and  de- 
fensive captain  of  our  school's  highly  successful  soccer  team.  I  bring 
that  to  your  attention  only  to  underscore  the  fact  that  when  I  was 
diagnosed  with  ectodermal  dysplasia  15  years  ago,  my  parents 
were  told  I  would  probably  never  do  any  of  those  things.  As  my 
mom  tells  it,  they  went  home  from  the  doctor  that  day  fearful  that 
my  chances  for  a  normal  life  were  unlikely. 

Ectodermal  dysplasia  is  a  genetic  disorder  primarily  affecting  the 
hair,  nails,  sweat  glands  and  teeth.  Even  though  ED  was  first  iden- 
tified more  than  200  years  ago,  until  recently,  little  was  known 
about  the  condition.  For  me,  two  inconveniences  associated  with  ec- 
todermal dysplasia  provide  the  most  difficulty.  One  is  my  lack  of 
teeth  and  the  other  is  my  inability  to  perspire,  which  is  a  special 
challenge  on  the  soccer  field.  I  received  my  first  set  of  dentures 
when  I  was  two  and  a  half  years  old.  The  dentures  were  changed 
about  every  18  months  until  I  reached  the  age  of  10  or  so. 

By  the  time  I  was  12,  my  jaw  bones  had  so  diminished  that  my 
diet  was  limited  to  liquids  or  very  soft  foods.  It  was  then  that  the 
research  undertaken  by  the  National  Institutes  of  Dental  Research 
would  make  a  pivotal  change  in  my  life.  Several  years  ago,  the  In- 
stitute initiated  a  project  to  determine  the  safety  of  dental  implants 
in  people  who  had  no  teeth.  At  the  time,  I  was  among  the  youngest 
members  of  the  group.  We  were  of  special  interests  as  no  scientific 
information  was  available  to  substantiate  the  use  of  implants  in 
children.  I  sit  here  before  you  today  as  living  proof  of  the  advan- 
tages of  implants,  not  only  for  the  elderly,  but  for  anyone  needing 
tooth  replacement. 
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For  me,  the  implants  made  dramatic  changes  in  my  life.  No 
longer  is  my  diet  limited  to  soft  foods  and  no  longer  must  I  worry 
about  dentures  slipping  at  inappropriate  times.  I  can  go  about  life 
with  more  confidence  than  denture  adhesives  could  ever  provide. 

My  inability  to  perspire  is  a  problem  of  a  different  sort,  one  that 
at  the  moment  deals  with  response  rather  than  cure.  For  example, 
in  order  to  play  soccer  on  warm  days,  I  do  so  with  a  wet  shirt  and 
frequent  breaks.  On  hot  days,  I  cheer  my  team  on  from  the  side- 
lines. Those  are  the  only  days  that  I  really  resent  my  unique  condi- 
tion. Perhaps  one  day  somebody  will  figure  out  how  kids  like  me 
can  sweat  so  they  can  go  out  about  riding  bikes  or  playing  ball  like 
any  other  kid. 

I'm  here  today  to  thank  you  for  appropriating  the  funds  that 
made  my  care  possible.  I'm  here  to  thank  you  for  making  a  dif- 
ference in  my  life.  I'm  here  to  give  living  testimony  that  helping 
one  another  is  a  premise  this  Nation  was  founded  upon,  a  premise 
worth  continuing. 

Ms.  RlCHTER.  I  am  Mary  Kaye  Richter,  Executive  Director  of  the 
National  Foundation  for  Ectodermal  Dysplasias,  and  the  very 
proud  mother  of  the  young  man  next  to  me.  The  life  of  our  family 
took  an  interesting  twist  when  our  son  was  diagnosed  as  being  af- 
fected by  ED.  Feelings  of  fear,  anxiety  and  frustration  were  com- 
mon during  the  early  years  of  our  dealing  with  the  condition. 

I  remember  one  doctor  who  in  essence  said,  "we  don't  know  what 
we're  doing,  but  we'll  give  it  our  best  shot."  Those  weren't  words 
to  alleviate  concern,  but  rather  underscore  that  we  were  about  to 
set  upon  a  journey  in  which  flying  by  the  seat  of  our  pants  was  the 
only  method  of  transportation. 

Some  avenues  amounted  to  wastes  of  time  and  others  were  path- 
ways littered  by  wasted  money,  such  as  purchases  of  cooling  gear 
which  didn't  fit  or  were  ineffective.  With  the  passage  of  time,  the 
evolvement  of  outstanding  researchers  and  the  commitment  of  the 
Congress,  our  fears,  anxieties  and  frustrations  have  been  replaced 
by  exhilaration  and  joy.  The  personal  joy  of  our  family  was  experi- 
enced as  a  result  of  the  implant  program  at  the  NIDR.  I  suspect 
I  may  be  the  only  mother  in  the  country  who  has  cried  in  a  Taco 
Bell  because  her  son  could  chew  through  a  burrito.  But  when 
you've  watched  a  child  exist  for  a  lifetime  on  soup  and  cereal,  his 
first  meal  with  implanted  teeth  became  an  event  of  major  propor- 
tions. 

Though  that  was  a  special  day  for  us,  January  1  of  1994  had 
greater  significance  for  a  broader  scope  of  families.  It  was  on  that 
day  that  the  National  Oral  Health  Information  Clearinghouse 
began  to  disseminate  materials.  Under  the  auspices  of  the  NIDR, 
NOHIC  is  a  repository  of  oral  health  information  pertinent  to  pa- 
tients with  special  needs.  Those  individuals  affected  by  conditions 
requiring  oral  health  care  can  now  access  a  vast  array  of  care  infor- 
mation. 

Another  effort  of  invaluable  importance  is  that  of  genetic  re- 
search supported  by  funding  from  the  National  Institute  of  Arthri- 
tis, Musculoskeletal  and  Skin  Research  and  the  NIDR.  With  the 
identification  of  the  gene  responsible  for  ED,  not  only  can  carrier 
identification  become  certain,  but  our  hopes  for  genetic  engineering 
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capable  of  replacing  the  errant  gene  with  a  normal  one  remain 
high. 

I  am  well  aware  that  without  appropriations  from  this  committee 
for  the  NIDR  and  the  NIAMS,  our  lives  would  be  very  much  dif- 
ferent. Without  a  doubt,  families  like  ours  will  continue  to  fly  blind 
as  they  make  their  way  through  the  medical  and  dental  mazes.  But 
most  of  all,  we  would  exist  with  no  hope  that  future  generations 
could  live  without  the  challenge  of  this  disorder.  For  it  will  be  then 
that  little  boys  will  not  worry  if  it's  too  hot  to  catch  a  ball  with 
their  dads  or  whether  their  mouths  will  allow  the  eating  of  an 
apple.  Little  girls  will  never  wonder  if  they  will  have  enough  hair 
just  to  tie  a  satin  ribbon  or  have  a  pretty  smile.  And  families  will 
never  experience  the  agony  of  being  unable  to  make  everything 
okay  for  the  children  they  so  desperately  love. 

On  behalf  of  my  son  and  the  families  our  organization  serves,  I 
thank  you  for  not  only  giving  us  help  but  giving  us  hope.  The 
NFED  is  encouraging  you  to  support  appropriations  of  $198  million 
for  the  NIDR  and  $258  million  for  the  National  Institute  of  Arthri- 
tis, Musculoskeletal  and  Skin  Research.  This  is  a  figure  consistent 
with  the  6.5  percent  increase  others  have  mentioned. 

With  continued  financial  support  for  these  institutes  at  these  lev- 
els, our  hope  goes  on. 

Mr.  Porter.  Charles,  it's  wonderful  to  see  you  doing  so  well.  And 
I  know  that  the  appropriations  are  important.  But  what  really 
made  a  difference  in  your  life,  I'm  sure,  is  your  family  and  your 
mother  and  people  who  love  you  and  care  for  you  and  care  about 
you. 

We  will  do  our  part  through  the  work  of  NIH.  And  it's  just  won- 
derful to  see  the  kind  of  progress  that  you've  made  and  the  kind 
of  life  you're  able  to  lead.  And  you're  doing  so  well,  we're  very 
proud  of  you.  Thanks  for  being  here  today. 

Mr.  RlCHTER.  Thank  you. 


Wednesday,  February  28,  1996. 

WITNESS 

TRICIA  MC  CAULEY,  NATIONAL  ALLIANCE  FOR  ORAL  HEALTH 

Mr.  Porter.  Tricia  McCauley,  the  Coordinator,  speaking  in  be- 
half of  the  National  Alliance  for  Oral  Health. 
Ms.  McCauley? 

Ms.  McCauley.  Good  morning.  I'm  Tricia  McCauley.  I'm  the  Co- 
ordinator of  the  National  Alliance  for  Oral  Health. 

NAOH  is  a  coalition  of  patients  and  practitioners  concerned 
about  the  needs  of  special  oral  health  care  populations.  Despite  the 
fact  that  speech  and  eating  abilities,  employment  opportunities  and 
quality  of  life  are  obstructed  without  a  healthy,  functioning  mouth, 
over  20  million  patients  requiring  unusual  oral  health  care  due  to 
genetic  and  acquired  disorders  are  waiting  in  desperate  need  of  re- 
search and  comprehensive  quality  care  to  improve  their  lives.  Pa- 
tients needing  extraordinary  oral  health  care  just  to  maintain  ordi- 
nary oral  health  status  range  from  children  born  with  physical  dis- 
abilities to  adults  who  develop  oral  cancers  to  senior  citizens  who 
develop  the  softened  bones  of  Paget's  disease.  Special  care  patients 
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come  from  all  social  classes,  all  ethnic  origins  and  all  levels  of  edu- 
cation. 

To  achieve  our  goals  of  widespread  education  about  special  care 
patients  and  accessible,  comprehensive,  quality  care  for  them,  we 
urge  the  support  of  both  the  general  dentistry  residency  programs 
and  the  National  Institute  of  Dental  Research  in  the  fiscal  year 
1997  funding  bill. 

NAOH  recognizes  that  quality  care  begins  with  quality  training. 
As  you  heard  from  the  ADA,  practitioners  who  have  completed  gen- 
eral dentistry  residency  training  are  better  able  to  identify  and  ad- 
dress complex  problems  of  special  care  patients  needing  fewer  re- 
ferrals to  specialists.  For  example,  patients  with  Sjogren's  Syn- 
drome suffer  with  dry  mouth,  eyes  and  nose,  and  feel  constant  fa- 
tigue. Although  there  is  no  known  cure,  this  disorder,  like  many 
others,  has  much  more  serious  effects  if  it  is  not  diagnosed  and 
treated  early.  Sjogren's  Syndrome  can  ravage  both  the  dentition 
and  the  eyesight,  causing  pain,  diminished  quality  of  life  and  a 
nightmarish  cycle  of  referrals  to  a  myriad  of  practitioners. 

Increased  funding  of  general  dentistry  programs  would  allow  in- 
creased numbers  of  dentists  to  receive  advanced  training  in  diag- 
nosis and  treatments  of  patients  with  rare  disorders.  The  Bureau 
of  Health  Professions  has  noted,  considering  the  relatively  modest 
investment  of  funds  by  the  Federal  Government,  the  impact  on  the 
growth  and  scope  of  general  dentistry  programs  and  the  subse- 
quent effect  on  dental  care  has  been  substantial.  The  Institute  of 
Medicine  recommends  the  creation  of  new  general  dentistry  pro- 
grams. 

At  this  time,  only  a  fraction  of  the  students  who  seek  admission 
to  general  dentistry  residencies  can  be  admitted.  To  expand  exist- 
ing training  programs  and  create  new  ones,  we  urge  the  sub- 
committee to  appropriate  $6  million  to  general  dentistry  residency 
programs  in  fiscal  year  1997.  And  as  you  heard  from  Charlie  and 
Mary  Kaye  Richter,  the  National  Institute  of  Dental  Research, 
NIDR,  has  conducted  many  projects  which  have  improved  the  lives 
of  all  Americans  and  given  hope  to  special  oral  health  care  patient 
populations. 

Recently,  for  example,  the  National  Oral  Health  Information 
Clearinghouse  became  a  reality.  Patients,  researchers  and  practi- 
tioners can  access  the  NOHIC  data  base  from  anywhere  in  the 
country,  to  learn  the  latest  treatment  and  diagnosis  information, 
which  is  invaluable  for  special  patients  whose  obscure  symptoms 
may  be  puzzling  to  practitioners. 

Temporomandibular  joint,  TMJ,  disorders,  for  example,  are  pos- 
sibly the  largest  health  controversy  in  recent  years.  Lack  of  perti- 
nent research  is  so  extreme  that  there  is  no  consensus  as  to  treat- 
ment. NIDR's  research  on  TMJ  remains  a  priority.  In  collaboration 
with  the  NIH  Office  of  Medical  Applications  and  Research,  they 
will  hold  a  technology  assessment  conference  this  spring,  exploring 
the  management  and  treatment  of  TMJ  disorders.  Congress  also 
recognized  the  TMJ  disorder  crisis  as  a  priority  by  recommending 
increased  research  in  this  area  in  the  1995  budget. 

Millions  of  individuals  suffer  from  diseases  of  unknown  origin, 
with  little  hope  of  recovery  or  satisfactory  treatment.  Parents  of 
children  born  with  cleft  lip  and  palate  or  ectodermal  dysplasias  will 
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benefit  from  expanded  research  on  the  genetics  of  their  child's  dis- 
order. Paget's  disease  of  bone  and  Sjogren's  Syndrome  patients 
wait  to  hear  of  more  effective  treatments  and  cures  for  their  dis- 
orders. TMJ  disorder  patients  wait  to  learn  the  cause  of  their  pain 
and  dysfunction. 

For  all  of  these  people,  the  NIDR  is  a  source  of  hope.  The  Na- 
tional Alliance  for  Oral  Health  respectfully  urges  this  subcommit- 
tee to  appropriate  the  NIDR  at  a  level  of  $198  million  in  fiscal  year 
1997.  In  addition,  we  urge  the  Ad  Hoc  Committee  on  Medical  Re- 
search Funding's  recommended  budget  of  $12,715  billion  for  the 
National  Institutes  of  Health  in  total. 

The  National  Alliance  for  Oral  Health  appreciates  the  challenges 
inherent  in  budgeting  the  finances  of  a  nation.  As  the  true  prior- 
ities and  responsibilities  of  the  Federal  Government  are  closely  in- 
spected and  hotly  debated,  we  respectfully  urge  you  to  continue  to 
fund  general  dentistry  programs  and  oral  health  care  research. 
Health  and  well  being  of  U.S.  citizens,  including  those  who  tradi- 
tionally fall  through  the  cracks,  are  crucial. 

We  thank  you  for  your  consistent  advocacy  of  health  issues  and 
we  urge  you  to  continue  to  make  the  oral  health  of  our  nation  a 
priority  in  your  funding  decisions. 

Thank  you. 

[The  prepared  statement  follows:! 
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Good  morning.  I  am  Tricia  McCauley,  the  Coordinator  of  National  Alliance  for  Oral  Health. 
NAOH  is  a  coalition  of  patients  and  practitioners  concerned  about  the  needs  of  special  oral 
health  care  populations.  Despite  former  Surgeon  General  C.  Everett  Koop's  insistence  on 
the  recognition  of  oral  health  as  a  basic  health  need,  there  exists  a  concept  of  the  mouth  as 
separate  from  the  rest  of  the  body  within  both  professional  training  and  the  insurance 
industry.  Despite  the  fact  that  oral  diseases  and  disorders  can  cause  excruciating  pain  and 
require  costly  care,  many  Americans  do  not  even  know  the  importance  of  basic  daily  oral 
health  care.  And  despite  the  fact  that  speech  and  eating  abilities,  employment  opportunities, 
and  quality  of  life  are  obstructed  without  a  healthy,  functioning  mouth,  over  20  million 
patients  requiring  unusual  oral  health  care  due  to  genetic  and  acquired  disorders  are  waiting 
in  desperate  need  of  research  and  comprehensive  quality  care  to  improve  their  lives. 

Patients  needing  extraordinary  oral  health  care  just  to  maintain  ordinary  oral  health  status 
range  from  children  born  with  mental  and  physical  disabilities  to  adults  who  develop  oral 
cancers  to  senior  citizens  who  develop  the  tremors  of  Parkinson's  disease  or  the  softened 
bones  of  Paget's  disease.  Special  care  patients  come  from  all  walks  of  life,  all  social  classes, 
all  ethnic  origins,  and  all  levels  of  education.  Yet  for  all  their  differences,  they  "fall  through 
the  cracks"  in  the  same  places:  research,  insurance  coverage,  and  quality  care.  To  achieve 
our  goals  of  widespread  education  about  special  care  patients  and  accessible,  comprehensive, 
quality  care  for  them,  we  urge  support  of  both  the  General  Dentistry  residency  program  and 
the  National  Institute  of  Dental  Research  in  the  FY  1997  funding  bill. 

General  Dentistry  Residencies;  In  our  ongoing  quest  for  improved  care  for  special  care 
patients,  NAOH  recognizes  that  quality  care  begins  with  quality  training.  Dentists  who 
participate  in  General  Dentistry  residencies  ~  programs  similar  to  the  internship  year  in 
medicine  --.  are  better  prepared  to  meet  the  wide-ranging  needs  of  their  patients.  This  is 
especially  vital  for  special  care  patient  populations,  because  practitioners  who  have  completed 
General  Dentistry  residency  training  are  better  able  to  identify  and  address  the  complex 
problems  of  special  care  patients,  needing  fewer  referrals  to  specialists.  For  example, 
patients  with  Sjogren's  syndrome  (SS)  suffer,  usually  later  in  life,  with  dry  mouth,  eyes,  and 
nose,  and  feel  constant  fatigue.  Although  there  is  no  known  cure,  this  disorder,  like  many 
others,  has  much  more  serious  effects  if  not  diagnosed  and  treated  early.  Sjogren's  syndrome 
can  ravage  both  the  dentition  and  the  eyesight,  causing  pain,  diminished  quality  of  life,  and 
a  nightmarish  cycle  of  referrals  to  a  myriad  of  practitioners. 

Increased  funding  of  general  dentistry  programs  would  allow  increased  numbers  of  dentists 
to  receive  advanced  training  in  diagnosis  and  treatment  of  patients  with  rare  disorders.  More 
generalists  could  then  recognize  and  provide  care  for  the  special  needs  patients.  For  example, 
they  would  not  have  to  refer  out  a  life-long  dental  patient  who  develops  significant  oral 
complications  when  receiving  chemotherapy  or  radiation  treatment.  A  dentist  with  this 
training  would  be  able  to  recognize  early  the  signs  of  SS,  and  the  patient  would  receive 
timely,  appropriate  care.  In  their  study  of  postgraduate  General  Dentistry  education,  the 
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Bureau  of  Health  Professions  concluded,  "Considering  the  relatively  modest  investment  of 
funds  by  the  federal  government,  the  impact  on  the  growth  and  scope  to  General  Dentistry 
programs  and  the  subsequent  effect  on  dental  care  has  been  substantial."  In  the  1995  study 
Dental  Education  at  the  Crossroads,  the  Institute  of  Medicine  recommends  that  postdoctoral 
education  should  be  available  for  every  dental  graduate,  and  that  the  emphasis  should  be  on 
creating  new  positions  in  advanced  General  Dentistry.  At  this  time,  only  a  fraction  of  the 
students  who  seek  admission  to  General  Dentistry  residencies  can  be  admitted.  To  expand 
existing  training  programs  and  create  new  ones,  we  urge  the  Subcommittee  to 
appropriate  $6  million  dollars  to  General  Dentistry  residency  programs  in  FY  1997. 

National  Institute  of  Dental  Research:  The  National  Institute  of  Dental  Research  (NIDR) 
was  founded  in  the  1940s  to  combat  the  rampant  dental  caries  then  present  in  potential 
World  War  II  military  recruits.  The  NIDR  went  on  to  conduct  many  more  projects  which 
have  improved  the  lives  of  all  Americans  and  given  hope  to  special  oral  health  care  patients. 
Recently,  for  example,  the  National  Oral  Health  Information  Clearinghouse  (NOHIC)  became 
a  reality.  This  project,  after  several  years  in  the  planning  stages,  is  now  an  active  database. 
Patients,  researchers,  and  practitioners  can  access  the  NOHIC  from  anywhere  in  the  country, 
to  learn  the  latest  treatment  and  diagnosis  information.  This  service  is  invaluable  for  special 
care  patients,  whose  obscure  symptoms  may  be  puzzling  to  practitioners. 

Temporomandibular  joint  (TMJ)  disorders,  for  example,  are  possibly  the  largest  health 
controversy  in  recent  years;  the  lack  of  pertinent  research  is  so  extreme  that  there  is  no 
consensus  among  patients  or  practitioners  as  to  treatment.  The  jaw  joints  are  often  disowned 
by  both  the  medical  and  dental  communities,  and  patients  in  great  pain  are  often  given 
irreversible,  expensive  treatment  options,  when  in  fact  no  one  is  truly  qualified  to  treat  this 
disorder.  NIDR's  research  on  TMJ  disorders  remains  a  priority;  in  fact,  at  its  international 
conference  in  1994,  a  TMJ  disorder  research  agenda  was  developed.  Congress  recognized  the 
TMJ  disorder  crisis  by  recommending  increased  research  in  this  area  in  the  1995  budget.  As 
a  part  of  their  followup  to  the  international  conference  the  NIDR,  in  collaboration  with  the 
NIH  Office  of  Medical  Applications  of  Research,  will  hold  a  Technology  Assessment 
Conference  this  spring  exploring  the  management  and  treatment  of  TMJ  disorders. 

Currently,  the  Institute  is  enhancing  research  on  the  genetic  and  environmental  causes  of 
birth  defects  affecting  the  face  and  head.  They  have  identified  both  a  novel  gene  associated 
with  a  form  of  craniosynostosis,  a  condition  in  which  the  skull  bones  fuse  prematurely,  and 
also  the  gene  associated  with  Waardenburg  syndrome,  which  affects  eye  position  and 
pigmentation,  resulting  in  differently  colored  eyes  and  variously  colored  hair.  These 
developmental  biology  studies  indicate  that  mutations  in  some  genes  that  regulate  very  early 
development  in  humans  can  affect  the  teeth  --  in  some  cases  leading  to  the  complete  absence 
of  the  dentition. 

Millions  of  individuals  suffer  from  diseases  of  unknown  origin,  with  little  hope  of  recovery 
or  satisfactory  treatment.  Parents  of  children  born  with  cleft  lip  and  palate  or  ectodermal 
dysplasias  will  benefit  from  expanded  research  on  the  genetics  of  their  child's  disorders. 
Paget's  disease  of  bone  and  Sjogren's  syndrome  patients  wait  to  hear  of  more  effective 
treatments  and  cures  for  their  disorders.  TMJ  disorder  patients  wait  to  learn  the  cause  of 
their  pain  and  dysfunction.   For  all  these  people,  the  National  Institute  of  Dental  Research 


324 


is  a  source  of  hope.  The  National  Alliance  for  Oral  Health  respectfully  urges  this 
subcommittee  to  support  the  NIDR  at  a  level  of  $198  million  in  FY  1997.  In  addition 
we  urge  the  Ad-Hoc  Committee  on  Medical  Research  Funding's  recommended 
budget  of  $12,715  billion  for  the  National  Institutes  of  Health  in  total. 


In  Summary:  The  National  Alliance  for  Oral  Health  appreciates  the  challenges  inherent  in 
budgeting  the  finances  of  a  nation.  As  the  true  priorities  and  responsibilities  of  the  federal 
government  are  closely  inspected  and  hotly  debated,  we  respectfully  urge  you  to  continue  to 
fund  General  Dentistry  programs  and  health  care  research.  The  health  and  well-being  of 
U.S.  citizens  —  including  those  who  traditionally  "fall  through  the  cracks"  ~  are  crucial  to  the 
American  quality  of  life.  The  increased  postdoctoral  training  of  dentists  and  the  programs 
conducted  by  the  NIH  and  NIDR  are  invaluable  to  the  American  people  as  a  whole.  We  urge 
you  to  make  the  health  of  our  nation  a  priority  in  your  funding  decisions.  Again,  we 
respectfully  urge  you  to  fund  General  Dentistry  residency  programs  at  a  level  of 
$6  million,  the  National  Institute  of  Dental  Research  at  a  level  of  $198  million,  and 
the  National  Institutes  of  Health  in  total  at  a  level  of  $12,715  billion  in  FY  1997. 
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Mr.  Porter.  Ms.  McCauley,  thank  you  very  much  for  your  testi- 
mony today. 


Wednesday,  February  28,  1996. 

WITNESS 

JAMES  TIELSCH,  Ph.D.,  ALLIANCE  FOR  EYE  AND  VISION  RESEARCH 

Mr.  Porter.  Our  final  witness  for  this  morning's  session  is 
James  Tielsch,  Ph.D.,  Johns  Hopkins  University,  representing  the 
Alliance  for  Eye  and  Vision  Research. 

Dr.  Tielsch? 

Dr.  Tielsch.  Good  morning,  Mr.  Chairman.  Thank  you  for  the 
opportunity  to  speak  before  the  subcommittee  this  morning. 

My  name  is  Jim  Tielsch.  I'm  not  only  a  faculty  member  at  the 
Schools  of  Public  Health  and  Medicine  at  Johns  Hopkins,  but  I  also 
have  the  privilege  of  serving  as  the  vice  chairman  of  the  board  of 
directors  of  Prevent  Blindness  America,  located  in  Schaumburg,  Il- 
linois, which  is  a  community  based  organization  dedicated  to  pro- 
viding screening  and  public  education  services  in  blindness  preven- 
tion. 

The  Alliance  for  Eye  and  Vision  Research  is  a  non-profit  consor- 
tium of  organizations  dedicated  to  preserving  sight  of  all  Americans 
through  public  health  education  and  research.  It  includes  pharma- 
ceutical firms,  community  based  organizations  like  Prevent  Blind- 
ness America  and  professional  organizations  as  well.  We  recognize 
the  tremendous  contributions  eye  and  vision  research  has  made  for 
improving  the  quality  of  life  for  millions  of  Americans  and  urge 
Congress  to  continue  their  commitment  to  this  effort. 

While  we've  made  great  strides  over  the  last  30  years  in  prevent- 
ing some  of  the  causes  of  blindness  for  inducing  the  adverse  effects 
of  partial  vision  loss,  our  mission  is  far  from  complete.  Despite  the 
fact  that  visual  problems  affect  over  100  million  Americans  and  are 
a  leading  cause  of  disability,  funding  for  the  National  Eye  Institute 
has  not  kept  pace  with  funding  for  the  NIH  as  a  whole. 

Since  1985,  NIH  has  grown  by  more  than  30  percent  in  constant 
dollars,  while  NEI  has  grown  only  by  6  percent.  Failure  to  make 
an  adequate  investment  in  eye  and  vision  research  can  have  disas- 
trous consequences  in  the  years  ahead.  Inadequate  funding  will  not 
only  be  felt  in  lost  productivity  and  reduction  in  the  quality  of  life 
for  millions  of  Americans,  but  it  will  also  increase  substantially  our 
Nation's  health  care  bill. 

Current  estimates  put  the  total  cost  for  treating  blindness  and 
irreversible  impairment  of  sight  in  excess  of  $38  billion  on  an  an- 
nual basis.  These  figures  will  increase  dramatically  in  the  years  to 
come  if  further  advances  in  prevention  and  cure  are  not  found. 
Over  the  next  30  years,  for  example,  the  number  of  cases  of  cata- 
racts, glaucoma,  and  macular  degeneration  will  double,  as  well  as 
the  number  of  persons  bilaterally  blind. 

Perhaps  the  most  dramatic  effect  of  the  NEI's  research  efforts 
has  been  in  the  area  of  blindness  associated  with  diabetes.  Histori- 
cally, 50  percent  of  those  with  diabetic  retinopathy  were  blind  with- 
in five  years  of  their  diagnosis.  Today,  thanks  to  NEI  based  funded 
research,  a  person  diagnosed  with  this  disease  has  a  better  than 
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95  percent  chance  of  preventing  blindness.  So  beyond  the  personal 
value  of  this  research  to  those  suffering  from  this  disease,  the  fi- 
nancial savings  are  nearly  $2  billion  a  year.  And  those  recur  every 
year. 

Mr.  Chairman,  the  National  Eye  Institute  has  not  only  been  suc- 
cessful in  identifying  what  works  in  the  area  of  prevention  and 
treatment,  it  has  also  done  tremendous  work  in  showing  what 
doesn't  work.  As  just  one  example,  NEFs  optic  neuritis  treatment 
trial  found  that  oral  corticosteroids  use  was  not  effective  in  treating 
optic  neuritis,  thus  saving  an  expected  $26  million  annually  in  un- 
necessary treatment  costs. 

The  Alliance  for  Eye  and  Vision  Research  believes  Congress 
should  continue  funding  for  the  National  Eye  Institute  at  levels 
consistent  with  the  research  goals  outlined  in  the  NEI  five-year 
plan  first  developed  in  1994.  For  fiscal  year  1997,  this  would  re- 
quire a  funding  level  of  $350  million. 

In  addition,  we  also  recognize  that  the  fiscal  constraints  confin- 
ing the  Federal  Government  are  enormous.  But  the  Alliance  re- 
spectfully requests  that  Congress  approve  a  6.5  percent  increase  for 
the  NIH  as  a  whole.  This  $776  million  is  consistent  with  the  rec- 
ommendations of  the  Ad  Hoc  Group  for  Biomedical  Research. 

The  U.S.  has  been  a  world  leader  in  biomedical  and  behavioral 
research,  and  it's  essential  we  maintain  that  leadership  position. 
Much  to  its  credit,  and  to  the  benefit  of  all  Americans,  this  sub- 
committee has  consistently  been  at  the  forefront,  promoting  the 
Federal  Government's  role  in  supporting  basic  research.  Ironically, 
the  national  return  on  its  investment  in  eye  and  vision  research  is 
one  of  the  best  deals  in  town,  even  in  Bethesda. 

The  National  Eye  Institute  is  one  of  the  most  efficiently  run  in- 
stitutes at  the  NIH.  NEI  staff  carry  a  workload  nearly  double  that 
of  employees  at  other  institutes.  And  the  management  overhead 
costs  of  NEI  are  less  than  half  of  that  of  some  of  the  NIH  insti- 
tutes. Alliance  members  are  justifiably  proud  of  the  scientific  man- 
agement team  at  the  National  Eye  Institute  in  maximizing  re- 
search accomplishments  with  the  lowest  possible  overhead. 

Mr.  Chairman,  surveys  have  repeatedly  demonstrated  that  blind- 
ness is  one  of  the  most  feared  of  all  disabilities.  In  recognition  of 
this  fact,  the  Alliance  for  Eye  and  Vision  Research  strongly  encour- 
ages this  subcommittee  to  continue  to  provide  essential  support  for 
the  mission  goals  of  the  National  Eye  Institute. 

Thank  you  very  much  for  the  opportunity  to  testify  today.  Fd  be 
happy  to  answer  any  questions  you  have. 

Thank  you. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  THE  ALLIANCE  FOR  EYE  AND  VISION  RESEARCH 


MR.  CHAIRMAN  AND  MEMBERS  OF  THE  SUBCOMMITTEE.  ON  BEHALF  OF  THE 
ALLIANCE  FOR  EYE  AND  VISION  RESEARCH,  I  APPRECIATE  THIS  OPPORTUNITY 
TO  PRESENT  OUR  COMMENTS  AND  RECOMMENDATIONS  FOR  FUNDING  OF  THE 
NATIONAL  EYE  INSTITUTE  FOR  FISCAL  YEAR  1997.  THE  ALLIANCE  FOR  EYE 
AND  VISION  RESEARCH  (AEVR)  IS  A  NON-PROFIT  ORGANIZATION  ESTABLISHED 
TO  PROMOTE  OPTIMAL  EYE  CARE  FOR  ALL  AMERICANS  THROUGH  PUBLIC 
EDUCATION  AND  RESEARCH.  WE  RECOGNIZE  THE  TREMENDOUS  CONTRIBUTIONS 
EYE  AND  VISION  RESEARCH  HAS  MADE  TO  IMPROVING  THE  QUALITY  OF  LIFE 
FOR  MILLIONS  OF  AMERICANS  AND  URGE  CONGRESS  TO  CONTINUE  THIS 
COMMITMENT. 

THE  GIFT  OF  SIGHT  IS  ONE  WHICH  SO  MANY  TAKE  FOR  GRANTED  AND  YET  ONE 
WHICH  IS  SO  FRAGILE.  THERE  IS  NOT  ONE  PERSON  IN  THIS  ROOM  WHO 
ISN'T  AT  RISK  OF  EITHER  TOTAL  OR  PARTIAL  LOSS  OF  VISION.  ALTHOUGH 
NOT  SCIENTIFIC,  A  QUICK  HAND  SURVEY  OF  THE  NUMBER  OF  PEOPLE  IN  THIS 
ROOM  WHO  WEAR  CORRECTIVE  LENSES  WOULD  GRAPHICALLY  DEMONSTRATE  THE 
WIDESPREAD  NATURE  OF  EYE  AND  VISION  PROBLEMS. 

AND  WHILE  WE  HAVE  MADE  GREAT  STRIDES  IN  PREVENTING  SOME  OF  THE 
CAUSES  OF  BLINDNESS  AND  REDUCING  THE  ADVERSE  AFFECTS  OF  PARTIAL 
VISION  LOSS,   OUR  MISSION  IS  NOT  OVER. 

DESPITE  THE  FACT  THAT  VISUAL  PROBLEMS  AFFECT  OVER  100  MILLION 
AMERICANS,  FUNDING  FOR  THE  NATIONAL  EYE  INSTITUTE  (NEI)  HAS  NOT 
KEPT  PACE  WITH  FUNDING  FOR  THE  REST  OF  THE  NATIONAL  INSTITUTES  OF 
HEALTH  (NIH) .  SINCE  1985,  NIH  HAS  GROWN  BY  MORE  THAN  30  PERCENT, 
WHILE  NEI  HAS  GROWN  BY  ONLY  6  PERCENT. 

FAILURE  TO  MAKE  AN  ADEQUATE  INVESTMENT  IN  EYE  AND  VISION  RESEARCH 
WILL  HAVE  DISASTROUS  CONSEQUENCES  IN  THE  YEARS  AHEAD.  INADEQUATE 
FUNDING  FOR  EYE  AND  VISION  RESEARCH  WILL  NOT  ONLY  BE  FELT  IN  LOST 
PRODUCTIVITY  AND  A  REDUCTION  IN  THE  QUALITY  OF  LIFE  FOR  MILLIONS  OF 
AMERICANS,  BUT  IT  WILL  ALSO  INCREASE  SUBSTANTIALLY  OUR  NATION'S 
HEALTH  CARE  BILL.  CURRENT  ESTIMATES  PUT  THE  TOTAL  COST  FOR 
TREATING  BLINDNESS  AND  IRREVERSIBLE  IMPAIRMENT  OF  SIGHT  IN  EXCESS 
OF  38  BILLION  DOLLARS. 

MR.  CHAIRMAN,  BY  THE  YEAR  2030,  THE  ELDERLY  POPULATION  IN  THE 
UNITED  STATES  WILL  DOUBLE.  NEARLY  66  MILLION  OLDER  AMERICANS  WILL 
BE  AT  RISK  FOR  MANY  COMMON  EYE  DISEASES  SUCH  AS  CATARACTS,  GLAUCOMA 
AND  AGE-RELATED  VISION  DEGENERATION. 

CATARACTS  AFFECTS  NEARLY  ONE-THIRD  OF  ALL  AMERICANS  BETWEEN  THE 
AGES  OF  65  AND  74.  THE  SURGERY  AND  RELATED  CORRECTIVE  LENS  COSTS 
OF  TREATING  CATARACTS  COSTS  BILLIONS  OF  DOLLARS  EACH  YEAR.  THE 
COST  TO  MEDICARE  ALONE  HAS  BEEN  ESTIMATED  AT  OVER  5  BILLION 
ANNUALLY  OR  NEARLY  12%  OF  MEDICARE  PART  B  EXPENDITURES! 
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EVEN  IF  WE  CANNOT  PREVENT  CATARACTS,  SIMPLY  DELAYING  THE  ONSET  OF 
CATARACTS  WOULD  SAVE  BILLIONS  OF  DOLLARS  AND  SUBSTANTIALLY  IMPROVE 
THE  QUALITY  OF  PEOPLES  LIVES  FOR  MANY  YEARS.  ACHIEVING  A  10  YEAR 
DELAY  IN  THE  RATE  OF  CATARACT  DEVELOPMENT  WOULD  RESULT  IN  THE 
AVOIDANCE  OF  50%  OF  CATARACT  SURGERIES,  SAVING  $2.5  BILLION  IN 
MEDICARE  EXPENDITURES. 

GLAUCOMA,  WHICH  AFFLICTS  3  MILLION  PEOPLE,  HAS  CAUSED  BLINDNESS  IN 
120,000  PEOPLE.  EQUALLY  IMPORTANT,  GLAUCOMA  IS  THE  LEADING  CAUSE 
OF  BLINDNESS  IN  AFRICAN-AMERICANS.  MANY  RESEARCHERS  BELIEVE  WE  ARE 
CLOSE  TO  IDENTIFYING  THE  SO-CALLED  GLAUCOMA  GENE.  THE  ABILITY  TO 
IDENTIFY  THE  ACTUAL  GENE  THAT  TRIGGERS  GLAUCOMA  HOLDS  GREAT  PROMISE 
FOR  EVENTUALLY  UNDERSTANDING  AND  TREATING  THE  VARIOUS  FORMS  OF  THE 
DISEASE. 

AGE-RELATED  VISION  DEGENERATION,  THE  MOST  COMMON  CAUSE  OF  SEVERE 
VISUAL  IMPAIRMENT  IN  OLDER  AMERICANS,  AFFECTS  NEARLY  2  MILLION 
SENIORS.  RESEARCH  HAS  DEMONSTRATED  THAT  LASER  SURGERY  CAN  SLOW 
VISION  LOSS  WITH  CERTAIN  FORMS  OF  AGE-RELATED  VISION  DEGENERATION. 
PRIOR  TO  THIS  FINDING,  THIS  FORM  OF  DEGENERATIVE  VISION  LOSS  WAS 
CONSIDERED  UNTREATABLE. 

BUT  PERHAPS  THE  MOST  DRAMATIC  EFFECT  OF  THE  INSTITUTE'S  RESEARCH 
EFFORTS  HAS  BEEN  IN  THE  AREA  OF  BLINDNESS  ASSOCIATED  WITH  DIABETES. 
HISTORICALLY,  50%  OF  THOSE  WITH  DIABETIC  RETINOPATHY  WERE  BLIND 
WITHIN  5  YEARS  OF  DIAGNOSIS.  TODAY,  A  PERSON  DIAGNOSED  WITH  THIS 
DISEASE  HAS  A  BETTER  THAN  95%  CHANCE  OF  PREVENTING  BLINDNESS  AS  A 
RESULT  OF  TREATMENT  DEVELOPED  FROM  NEI  RESEARCH.  BEYOND  THE 
PERSONAL  VALUE  OF  THIS  RESEARCH  TO  THOSE  SUFFERING  FROM  THIS 
DISEASE,   THE  FINANCIAL  SAVINGS  ARE  NEARLY  $2  BILLION  PER  YEAR. 

THE  NATIONAL  EYE  INSTITUTE  HAS  NOT  ONLY  BEEN  SUCCESSFUL,  MR. 
CHAIRMAN,  AT  IDENTIFYING  WHAT  WORKS  IN  THE  AREAS  OF  PREVENTION  AND 
TREATMENT  OF  BLINDNESS  AND  VISUAL  IMPAIRMENT ,  IT  HAS  DONE 
TREMENDOUS  WORK  IN  SHOWING  WHAT  DOESN'T  WORK. 

NEI'S  OPTIC  NEURITIS  TREATMENT  TRIAL  FOUND  THAT  ORAL 
CORTICOSTEROIDS  WERE  NOT  EFFECTIVE  IN  TREATING  OPTIC  NEURITIS, 
SAVING  AN  EXPECTED  $2  6  MILLION  ANNUALLY  IN  UNNECESSARY  TREATMENT 
COSTS. 

NEI'S  CORNEAL  TRANSPLANTATION  STUDY  SHOWED  THAT  DONOR  RECIPIENT 
TISSUE  MATCHING  WAS  NOT  EFFECTIVE  IN  REDUCING  TRANSPLANTATION 
REJECTION.  HAD  THIS  INEFFECTIVE  PROCESS  BECOME  STANDARD,  THE  COST 
OF  CORNEAL  TRANSPLANTS  WOULD  HAVE  RISEN  BY  APPROXIMATELY  $1,000  PER 
CASE. 

THE  ALLIANCE  FOR  EYE  AND  VISION  RESEARCH  BELIEVES  CONGRESS  SHOULD 
CONTINUE     FUNDING     FOR     THE     NATIONAL     EYE     INSTITUTE     AT  LEVELS 
CONSISTENT  WITH  THE  RESEARCH  GOALS  OUTLINED  IN  THE  NEI  FIVE  YEAR 
RESEARCH  PLAN  DEVELOPED  IN  1994.     FOR  FISCAL  YEAR  1997,  THIS  WOULD 
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REQUIRE  A  FUNDING  LEVEL  OF  $350.4  MILLION. 

IN  ADDITION,  WHILE  WE  RECOGNIZE  THE  FISCAL  CONSTRAINTS  CONFRONTING 
THE  FEDERAL  GOVERNMENT,  AEVR  RESPECTFULLY  REQUESTS  THAT  CONGRESS 
APPROVE  A  6.5%  INCREASE  FOR  THE  NATIONAL  INSTITUTES  OF  HEALTH. 
THIS  $776  MILLION  INCREASE  IS  CONSISTENT  WITH  THE  RECOMMENDATION  OF 
THE  AD  HOC  GROUP  FOR  BIOMEDICAL  RESEARCH. 

A  6.5%  INCREASE  WOULD  ENABLE  SCIENTISTS  TO  CAPITALIZE  ON  MANY  OF 
THE  EXCITING  AND  PROMISING  RESEARCH  OPPORTUNITIES  THAT  HAVE  BEEN 
DEVELOPED  OVER  THE  PAST  FEW  YEARS. 

THE  UNITED  STATES  HAS  BEEN  A  WORLD  LEADER  IN  BIOMEDICAL  AND 
BEHAVIORAL  RESEARCH  AND  IT  IS  ESSENTIAL  THAT  WE  MAINTAIN  THAT 
LEADERSHIP  POSITION.  ONLY  WITH  A  CONTINUED  STRONG  FEDERAL 
COMMITMENT  TO  MEDICAL  RESEARCH  CAN  WE  MEET  OUR  FUTURE  HEALTH  CARE 
CHALLENGES . 

FINALLY,  MR.  CHAIRMAN,  WE  WOULD  OPPOSE  ANY  EFFORT  TO  COMBINE  NEI 
WITH  ANY  OF  THE  OTHER  NIH  INSTITUTES.  WHILE  THIS  IS  MORE  OF  AN 
ISSUE  FOR  THE  AUTHORIZING  COMMITTEE,  MR.  CHAIRMAN,  IT  IS  ALWAYS 
POSSIBLE  THAT  SOME  MIGHT  SEEK  TO  ACHIEVE  THROUGH  THE  APPROPRIATION 
PROCESS  WHAT  IS  UNACHIEVALBE  THROUGH  THE  AUTHORIZING  PROCESS. 

IRONICALLY,  THE  NATION'S  RETURN  ON  ITS  INVESTMENT  IN  EYE  AND  VISION 
RESEARCH  IS  ONE  OF  THE  BEST  DEALS  IN  TOWN.  THE  NATIONAL  EYE 
INSTITUTE  IS  ONE  OF  THE  MOST  EFFICIENTLY  RUN  INSTITUTES  AT  NIH. 
THE  AVERAGE  COST  OF  AN  NEI  GRANT  IS  $200,000  WHEREAS  THE  NIH 
AVERAGE  IS  NEARLY  25%  GREATER,  $250,000.  NEI  STAFF  CARRY  A 
WORKLOAD  NEARLY  DOUBLE  THAT  OF  EMPLOYEES  AT  THE  OTHER  INSTITUTES 
AND  THE  MANAGEMENT  OVERHEAD  COSTS  OF  NEI  ARE  LESS  THAN  HALF  THAT  OF 
SOME  OF  THE  OTHER  NIH  INSTITUTES. 

THE  FEDERAL  GOVERNMENT  HAS  A  LONG  TRADITION  OF  SUPPORTING  RESEARCH 
INTO  THE  CAUSES  AND  EFFECTS  OF  DISEASE.  THIS  SUBCOMMITTEE  HAS 
CONSISTENTLY  BEEN  AT  THE  FOREFRONT  IN  DEFENDING  THE  FEDERAL 
GOVERNMENT'S  ROLE  IN  SUPPORTING  BASIC  RESEARCH  AND  FOR  THAT  WE 
APPLAUD  YOU. 

MR.  CHAIRMAN,  SURVEYS  HAVE  REPEATEDLY  DEMONSTRATED  THAT  GOING  BLIND 
IS  ONE  OF  THE  MOST  FEARED  OF  ALL  POTENTIAL  DISABILITIES.  IN 
RECOGNITION  OF  THIS  FACT,  THE  ASSOCIATION  FOR  EYE  AND  VISION 
RESEARCH  STRONGLY  ENCOURAGES  THIS  SUBCOMMITTEE  TO  CONTINUE  TO 
PROVIDE  ESSENTIAL  SUPPORT  FOR  THE  MISSION  AND  GOALS  OF  THE  NATIONAL 
EYE  INSTITUTE. 

OUR  NATION'S  INVESTMENT  IN  EYE  AND  VISION  RESEARCH  HAS  BEEN  AND 
CONTINUES  TO  PAY  DIVIDENDS.  CONTINUED  SUPPORT  FOR  EYE  AND  VISION 
RESEARCH  WILL  LEAD  TO  FURTHER  IMPROVEMENTS  IN  THE  QUALITY  OF  LIFE 
FOR  MILLIONS  OF  AMERICANS. 

I  WOULD  BE  PLEASED  TO  ANSWER  ANY  QUESTIONS  AT  THIS  TIME. 
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Mr.  Porter.  You  make  the  case  very  well.  We  appreciate  your 
coming  over  to  join  us  today  and  to  testify.  And  thank  you  for  being 
with  us. 

Dr.  TiELSCH.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  The  subcommittee  will  stand  in  recess  until  2  p.m. 
[Recess.] 


Wednesday,  February  28,  1996. 

WITNESS 

DR.  RONALD  A.  SACHER,  M.D.,  AMERICAN  ASSOCIATION  OF  BLOOD 
BANKS 

Mr.  Bonilla  [presiding].  Good  afternoon.  We  are  ready  to  begin 
our  hearing.  Chairman  Porter  will  return  shortly,  I'm  told.  My 
name  is  Henry  Bonilla,  and  I  will  be  filling  in  for  him  for  a  short 
time. 

We  have  our  first  witness,  Dr.  Ronald  Sacher,  head  of  the  De- 
partment of  Laboratory  Medicine  at  Georgetown,  and  we  would  be 
pleased  to  hear  from  you  at  this  time,  Doctor.  Your  official  state- 
ment will  be  entered  in  the  record.  If  you  would  like  to  read  it, 
that's  fine;  if  you  would  like  to  paraphrase  it,  that's  your  option. 

Dr.  Sacher.  Congressman  Bonilla  and  distinguished  members  of 
the  committee  in  absentia,  it  is  an  honor  to  be  able  to  amplify  my 
statement  on  behalf  of  the  American  Association  of  Blood  Banks  re- 
garding the  essential  needs  to  fund  transfusion  medicine  research 
with  the  6.5  percent  increase  over  fiscal  year  1996  funding  for  NIH, 
and  specifically  the  National  Heart,  Lung,  and  Blood  Institute. 

It  is  true  that  the  blood  supply  is  the  safest  that  it's  ever  been, 
but  we  continue  to  strive  for  transfusions  free  of  infectious  dis- 
eases. Nevertheless,  neuroviruses  and  other  agents  are  being  recog- 
nized, and  these  have  the  potential  to  contaminate  our  blood  sup- 
ply. 

Our  research  efforts  must  continue  to  maintain  vigilance  and 
safety.  The  public  demands  this,  and  to  this  end  we  must  be  atten- 
tive. 

New  risks  of  blood  transfusions  are  becoming  more  appreciated. 
Blood  transfusion  in  and  of  itself  seems  to  increase  mortality  inde- 
pendent of  demographics  and  specific  diseases,  especially  after  sur- 
gery. We  recognize  that  transfusions  are  also  suppressive  to  the 
immune  system  and  may  be  associated  with  an  increase  in  cancer 
occurrence  after  potentially  curative  cancer  surgery,  and  an  in- 
crease in  infections  after  surgery.  We  must  understand  the  mecha- 
nisms and  study  ways  to  prevent  this. 

While  broadly  useful,  artificial  blood  does  not  seem  to  be  avail- 
able in  the  foreseeable  future.  There  are  a  number  of  very  exciting 
avenues  that  will  realize  rewards,  with  appropriate  research  in- 
vestment. 

I  believe  that  placental  cord  blood  is  one  of  these  resources  that 
will  revolutionize  both  transfusion  medicine  and  stem  cell  trans- 
plantation. Already  we  have  seen  the  shift  from  bone  marrow 
transplantation  for  immunodeficiency,  leukemias,  and  other  malig- 


332 


nant  disorders,  towards  harvesting  of  stem  cells  from  the  blood 
stream  under  special  conditions. 

Harvesting  of  marrow  is  actually  a  barbaric  procedure  that  re- 
quires general  anesthesia,  more  than  100  needle  sticks  into  the  hip 
crests,  and  the  withdrawal  of  more  than  a  liter  of  marrow.  Equiva- 
lent yields  can  be  obtained  by  cell  separators,  using  peripheral 
blood,  and  now  a  new  opportunity  is  further  changing  the  field,  and 
that  is  the  harvesting  of  stem  cells,  the  seeds  of  the  marrow,  from 
placental  cord  blood  after  delivery  of  the  infant. 

This  valuable  resource  was  formerly  discarded.  It  can  now  be 
harvested,  concentrated,  and  used  as  an  alternative  to  marrow 
transplantation. 

We  need  to  continue  research  into  precisely  defining  the  nature 
and  identity  of  these  stem  cells,  the  value  added  conditions  enhanc- 
ing their  growth,  and  their  maturation  to  mature  blood  cells.  This 
will  allow  true  bioreactors  to  grow  blood  and  synthesize  the  flowers 
from  the  seeds  that  will  provide  for  all  our  blood  needs. 

During  the  recent  blizzard,  inventories  of  blood  were  the  lowest 
that  they  had  ever  been.  A  weather-related  emergency,  coupled 
with  a  falling  number  of  qualified  donors,  compromises  our  blood 
supply.  However,  these  factories  of  seeds  derived  from  placental 
blood  would  not  only  allow  a  wide  resource  for  transplantation,  but 
also  an  unlimited  supply  of  blood  cells.  Your  investment  into  these 
research  initiatives  will,  I  believe,  enable  us  to  have  blood  factories 
making  a  safe  biological  product  in  no  less  than  20  years.  My  vi- 
sion is  that  we  will  be  able  to  finally  have  quality-screened  human 
blood  components  growing  in  these  cell  factories,  providing  for  all 
our  cell  needs.  Continued  investment  and  increased  funding  are  es- 
sential to  keep  us  on  this  exciting  cutting  edge. 

Thank  you.  I  would  be  happy  to  answer  any  questions. 

[The  prepared  statement  follows:] 
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OF  BLOOD  BANKS 


STATEMENT  OF  RONALD  A  SACHER,  M.D.,  FRCP(C) 
AMERICAN  ASSOCIATION  OF  BLOOD  BANKS 
ON 

OPPORTUNITIES  IN  TRANSFUSION  MEDICINE  RESEARCH 
SUBCOMMITTEE  ON  LABOR,  EDUCATION,  AND  RELATED  AGENCIES 
COMMITTEE  ON  APPROPRIATIONS 
UNITED  STATES  HOUSE  OF  REPRESENTATIVES 
FEBRUARY  26,  1996 

My  name  is  Ronald  A.  Sacher,  MD.  I  am  a  professor  of  Medicine  and  Pathology  and  the 
Head  of  the  Department  of  Laboratory  Medicine  at  Georgetown  University  Medical  Center  in 
Washington,  D.C.  I  offer  this  statement  on  behalf  of  the  American  Association  of  Blood 
Banks  (AABB)  in  support  of  the  transfusion  medicine  research  activities  of  the  National 
Institutes  of  Health  (NIH)  and  the  National  Heart,  Lung,  and  Blood  Institute  (NHLBI).  The 
AABB  appreciates  the  generous  support  that  transfusion  medicine  researchers  have  received 
from  the  NIH  via  the  Congressional  appropriations  process.  This  statement  briefly  discusses 
the  current  state  of  transfusion  medicine  research  and  signals  areas  that  our  Association 
believes  merit  continued  research  support. 

The  American  Association  of  Blood  Banks 

The  AABB  is  the  professional  society  for  45  American  Red  Cross  Blood  Service  Regions, 
177  community  and  regional  blood  centers,  almost  2,300  hospital-based  transfusion  facilities, 
and  almost  9,400  individuals  engaged  in  Blood  Banking  and  Transfusion  Medicine.  Our 
member  facilities  are  responsible  for  collecting  virtually  the  entire  nation's  blood  supply  and 
for  transfusing  more  than  80  percent  of  the  blood  used  for  patient  care  in  the  United  States. 
Through  the  National  Blood  Foundation,  our  Association  supports  small  transfusion  medicine 
research  projects.  AABB  individual  members  include  many  physicians  and  scientists  engaged 
in  research  supported  by  awards  from  the  NIH.  Throughout  its  49-year  history,  the  AABB 
has  been  dedicated  to  maintaining  a  safe  and  adequate  blood  supply  for  the  American  people. 

Scope  and  Importance  of  Transfusion  Medicine 

Transfusion  medicine  is  a  multidisciplinary  medical  specialty  encompassing  both  clinical 
practice  and  basic  research  responsibilities.  Each  year  in  the  United  States,  over  20  million 
blood  components  are  transfused,  providing  fundamental  support  for  many  different  surgical 
and  medical  treatments.  Blood  is  needed  for  the  care  of  patients  with  cancer;  for  accident  and 
burn  victims;  for  newborn  babies  needing  intensive  care;  for  transplant  patients;  for  millions 
of  patients  who  undergo  surgery;  and  for  individuals  with  heart,  lung,  liver  or  bowel  diseases. 
A  ready  supply  of  safe  blood  is  vital  to  the  military.  Future  advances  in  the  health  care  of  the 
nation  will  depend  on  continued  progress  in  the  provision  of  safe  and  effective  transfusion 
services. 
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As  a  direct  result  of  transfusion  medicine  research  -  much  of  it  funded  by  the  federal 
government  through  the  NIH  -  the  U.S.  blood  supply  is  now  safer  than  ever.1  Further 
improvements  in  the  safety  and  efficacy  of  blood  transfusion  can  be  expected  as  new  research 
projects  are  funded  by  the  NIH,  other  government  agencies  and  the  private  sector. 

NHLBI  Support  for  Transfusion  Medicine  in  Fiscal  Year  1996 

The  House  Appropriations  Committee's  fiscal  year  1996  report  encouraged  the  NHLBI  to 
fund  research  initiatives  to  improve  blood  safety,  enhance  platelet  collection  and  storage 
techniques,  and  develop  a  better  understanding  of  transfusion-associated  immunomodulation 
and  peripheral  blood  stem  cells.  The  Institute  has  recently  funded  several  initiatives  in  these 
areas. 

A  Consensus  Conference  on  Infectious  Disease  Testing  for  Blood  Transfusion  was  held  to 
develop  recommendations  for  improving  blood  testing  protocols  and  strategies  for  responding 
to  future  infectious  disease  threats  to  the  blood  supply.  Three  specialized  Centers  of  Research 
(SCORs)  in  Transfusion  Medicine  were  created  that  support  research  to  define  indications  for 
blood  use  and  to  evaluate  and  possibly  modify  the  immunological  response  of  transfusion 
patients.  Additionally,  the  SCORs  will  conduct  research  into  alternatives  to  blood  transfusion 
that  could  involve  techniques  designed  to  stimulating  a  patient's  body  to  more  rapidly 
replenish  lost  blood  cells. 

The  Institute  also  funded  a  SCOR  to  support  research  designed  to  advance  our  knowledge  of 
the  basic  biology  of  stem  cells  and  to  evaluate  these  cells  for  use  in  gene  therapy.  To 
facilitate  this  stem  cell  research,  the  institute  created  a  network  of  umbilical  cord  blood  and 
stem  cell  collection  centers. 

While  these  projects  represent  a  substantial  investment  into  this  area  of  research,  the  AABB 
has  identified  a  number  of  research  opportunities  that  would  further  improve  the  safety  and 
efficacy  of  blood  transfusion. 

AABB  Recommended  Transfusion  Medicine  Research  Initiatives 

The  following  research  initiatives  are  particularly  appropriate  for  funding  in  fiscal  year  1997: 
blood  safety,  immune  effects  of  transfusion,  peripheral  blood  stem  cells  and  cord  blood,  the 
molecular  biology  of  blood  cell  antigens  and  platelet  biology  and  transfusion. 

Blood  Safety 

Despite  the  great  progress  that  has  been  made  in  the  selection  of  donors  who  are  at  low  risk 


1  According  to  the  December  28,  1995  issue  of  The  New  England  Journal  of  Medicine, 
the  Centers  for  Disease  Control  and  Prevention  revised  its  estimate  of  the  chances  of 
acquiring  HIV  infection  through  a  blood  transfusion  from  one  case  for  every  450,000 
donations  to  one  in  every  660,000  blood  donations. 
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for  disease  transmission  and  the  use  of  and  improvements  to  an  extensive  battery  of  tests  to 
eliminate  infected  donors,  the  prevention  of  transfusion-transmitted  diseases  remains  a  top 
priority  of  transfusion  medicine  researchers  and  all  recipients  of  blood.  The  risk  of  acquiring 
identified  pathogens  through  transfusion  is  lower  than  ever,  yet  world-wide  travel  and 
changing  demographics  could  spread  new  viruses  and  bacteria  into  the  U.S.  blood  donor 
population.  Technologies  to  sterilize  cellular  blood  components  are  already  under 
development  with  corporate  support.  However,  newly  emerging  strategies  which  hold 
promise  for  pathogen  inactivation  may  need  federal  grant  support. 

Immune  Modulation  Resulting  From  Transfusion 

Blood  transfusion  involves  the  transplantation  of  living  cells  from  the  blood  donor  to  the 
recipient.  This  procedure  can  suppress  the  transfusion  recipient's  immune  system,  thereby 
decreasing  the  recipient's  defenses  against  postoperative  bacterial  infection  and  tumor 
recurrence.  Preliminary  research  suggests  that  when  standard  blood  components  are  modified 
in  certain  ways,  such  as  by  exposure  to  gamma  irradiation  or  by  removal  of  donor  leukocytes 
or  donor  plasma,  the  immune  altering  effect  of  transfusion  may  disappear.  The  role  of 
cytokines  as  mediators  of  transfusion-associated  immune  modulation  may  represent  a  fruitful 
avenue  of  research. 

Blood  transfusion  can  also  stimulate  alloimmunization  to  HLA  antigens,  platelet  antigens,  and 
erythrocyte  antigens,  significantly  impairing  the  ability  to  support  transfusion-dependent 
patients.  The  Subcommittee  is  therefore  urged  to  support  research  into  the  mechanisms  and 
prevention  of  immune  modulation  by  blood  transfusion. 

Peripheral  Blood  Stem  Cells  and  Cord  Blood 

Red  blood  cells  that  carry  oxygen,  white  blood  cells  that  fight  disease  and  platelets  that  stop 
bleeding  are  all  are  produced  from  a  single  cell  type  called  the  stem  cell.  Research  indicates 
that  stem  cell  transplants  have  the  potential  for  replacing  much  more  difficult  bone  marrow 
transplants.  Because  of  their  ability  to  multiply  into  many  different  types  of  blood  cells,  stem 
cells  may  also  become  the  ultimate  vehicle  for  curing  diseases  through  gene  therapy. 

Recently  is  has  been  found  that  considerable  quantities  of  stem  cells  can  be  collected  from  the 
blood  stream.  Stem  cells  are  also  increasingly  collected  from  the  blood  remaining  in  the 
placenta  and  its  attached  umbilical  cord  after  delivery  of  newborn  babies.  Although  the  total 
volume  of  blood  is  small  and  is  normally  discarded  after  birth,  the  amount  of  stem  cells  is 
great  enough  to  perform  stem  cell  transplantation  in  children  with  leukemia  and  other 
diseases. 

Current  funding  initiatives  in  this  area  are  expected  to  pose  new  questions  on  the  proper  use 
of  peripheral  blood  stem  cells  and  cord  blood.  A  variety  of  both  biological  and  technical 
issues  require  continued  investigation.  These  include  proper  immunologic  and  functional 
characterization  of  the  stem  cell,  investigation  of  methods  of  stimulating  stem  cell  production 
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in  normal  donors,  and  optimum  methods  for  the  collection,  processing  and  storage  of  stem 
cells. 

Molecular  Biology  of  Blood  Cell  Antigens 

The  last  several  years  has  witnessed  dramatic  progress  in  understanding  of  the  nucleotide 
sequence  coding  for  blood  cell  alloantigens.  Continued  investigation  on  clinically  significant 
alloantigen  systems  is  of  priority  interest  in  transfusion  medicine.  Molecular 
immunohematology  research  may  focus  on  topics  from  transcription  regulation  of  genes 
controlling  erythrocyte  alloantigens  to  improved  diagnostics  for  genotyping  and  the  role  of 
these  antigens  in  disease  association  such  as  malaria. 

Platelet  Biology  and  Transfusion 

Blood  platelets  are  needed  to  stop  bleeding  during  surgery  and  to  prevent  bleeding  in  patients 
with  platelet  deficiencies.  Platelets  are  to  allow  greater  treatment  of  cancer,  organ  transplant, 
and  trauma  patients.  Last  year,  over  seven  million  units  of  platelets  were  transfused  in  the 
United  States.  Transfusions  of  blood  platelets  are  increasing  at  a  faster  rate  than  any  other 
blood  component.  However,  because  of  the  nature  of  this  blood  cell,  platelets  can  be  stored 
for  only  five  days.  Not  only  do  platelets  rapidly  lose  their  biological  activity  during  storage, 
but  they  must  be  stored  at  temperatures  that  can  facilitate  the  proliferation  of  bacteria. 

Research  into  the  basic  biochemistry  and  energy  requirements  of  platelets  are  needed  to 
prevent  platelet  storage  lesion  and  to  assess  platelet  function  in  living  patients.  Research  is 
also  needed  to  improve  immunological  matches  between  platelet  donors  and  recipient.  In 
addition,  we  need  clinical  research  on  the  optimum  use  of  platelets  so  that  limited  supplies  are 
used  to  their  best  advantage. 

Other  Transfusion  Medicine  Research  Priorities 

While  clinical  judgment  will  continue  to  play  a  central  role  in  the  decision  to  transfuse, 
objective  physiologic  indicators  are  needed  that  will  maximize  the  benefit  of  transfusion  to 
blood  recipients.  Improved  techniques  for  determining  tissue  oxygen  requirements, 
measurement  of  blood  volume,  and  other  tests  are  needed  as  clinical  indicators  of  transfusion 
therapy.  Research  that  will  identify  techniques  to  limit  the  effects  of  human  error  and  prevent 
transfusion  fatalities  is  critically  important  to  the  overall  safety  of  transfusion  therapy. 

Because  recurring  national  blood  shortages  threaten  an  adequate  blood  supply,  research 
funding  is  appropriate  for  investigation  into  the  recruitment  and  retention  of  safe  blood 
donors.  Research  is  needed  to  better  understand  psychosocial  factors  that  influence  blood 
donors  and  to  form  the  basis  of  innovations  in  blood  donor  recruitment.  Additional  research 
should  assess  donor  demographics,  the  use  of  donor  incentives,  public  education  of  the 
importance  of  blood  donation,  the  inclusion  of  racial  minorities  as  donors,  and  mechanisms  of 
donor  retention. 


337 


Agency  for  Health  Care  Policy  and  Research  (AHCPR)  Sponsored  Research 

As  competition  increases  for  a  fixed  quantity  of  health  resources,  it  has  become  increasingly 
important  to  identify  which  technologies  have  the  greatest  benefit.  Research  is  needed  to 
obtain  adequate  information  upon  which  to  make  rational  decisions  concerning  alternative 
technologies.  AHCPR  is  therefore  urged  to  support  research  into  the  cost-effectiveness  of 
major  policy  decisions  facing  our  field,  such  as  the  continued  emphasis  on  autologous  and 
directed  blood  services,  the  increased  effort  devoted  to  regulation  and  compliance  and  the 
appropriate  use  of  information  systems.  In  a  similar  fashion,  research  funding  is  needed  to 
assess  the  costs  and  benefits  of  implementing  new  technologies,  such  as  leukoreduction  of 
cellular  components,  the  use  of  growth  factors  and  the  implementation  of  new  tests  for 
transfusion-transmitted  diseases.  Specific,  detailed  information  is  needed  on  the  basic  costs  of 
blood  components  and  the  most  efficient  ways  to  deliver  blood  services. 

National  Blood  Foundation  (NBF)  Funding 

The  NBF  is  the  only  private  national  funding  source  exclusively  devoted  to  the  advancement 
of  research  in  Transfusion  Medicine.  All  the  topics  identified  above  are  potentially  suitable 
for  NBF  support.  However,  because  of  the  limitation  in  the  size  of  the  funding  awarded  by 
NBF  grants,  large  projects  cannot  be  supported  by  an  NBF  grant.  Thus,  NBF  remains  a  vital 
mechanism  for  the  support  of  smaller,  well-focused  investigator-initiated  projects.  The 
funding  of  non-targeted,  basic  or  clinical  research  in  transfusion  is  the  particular  strength  of 
the  NBF. 

Fiscal  Year  1997  Funding  Levels 

The  AABB  is  aware  of  the  many  demands  on  the  discretionary  funds  in  the  federal  budget. 
However,  we  view  medical  research  funding  as  an  investment  in  America's  future 
competitiveness.  Consistent  with  the  Ad  Hoc  Group  for  Medical  Research  Funding,  the 
AABB  therefore  endorses  a  6.5  percent  increase  in  NIH  funding  over  fiscal  year  1996  in  the 
coming  fiscal  year.  This  level  of  funding  would  provide  sufficient  resources  for  the  NIH  to 
move  towards  its  goal  of  funding  at  least  one-third  of  the  competing  research  project  grant 
applications,  rather  than  the  current  one-in-five.  Since  the  diseases  investigated  by  researchers 
funded  by  the  NHLBI  account  for  50  percent  of  American  deaths,  funding  for  the  NHLBI 
should  be  increased  by  a  percentage  at  least  as  great  as  that  allocated  to  the  other  NIH 
institutes. 

On  behalf  of  the  many  scientists  devoted  to  improved  blood  transfusion  practice,  the 
thousands  of  health  care  professionals  who  work  daily  to  deliver  blood  services,  and  the 
millions  of  American  transfusion  recipients,  I  thank  you  for  this  opportunity  to  discuss 
federal  support  for  research  in  transfusion  medicine. 
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Mr.  Bonilla.  Dr.  Sacher,  thank  you  for  your  testimony.  Again, 
I  want  to  emphasize  that  your  testimony  will  be  entered  into  the 
record  and  reviewed  by  every  member  of  this  committee,  and  we 
appreciate  your  being  here  today.  Thank  you  very  much. 

Dr.  Sacher.  Thank  you. 


Wednesday,  February  28,  1996. 

WITNESSES 

STEPHEN  E.  BAJARDI  AND  VAL  D.  BIAS,  NATIONAL  HEMOPHILIA 
FOUNDATION 

Mr.  Bonilla.  At  this  time  we  would  be  pleased  to  hear  from 
Steve  Bajardi,  Executive  Director,  and  Val  D.  Bias,  with  the  Na- 
tional Hemophilia  Foundation. 

Mr.  Bajardi.  Congressman  Bonilla,  my  name  is  Steve  Bajardi.  I 
serve  as  the  Executive  Director  of  the  National  Hemophilia  Foun- 
dation, a  voluntary  health  agency  working  to  improve  the  health 
and  welfare  of  the  20,000  people  in  the  United  States  affected  by 
hemophilia,  von  Willebrand's  disease,  and  other  clotting  defi- 
ciencies. Today  I  am  here  with  Val  Bias,  a  person  with  hemophilia 
and  the  Foundation's  Legislative  Coordinator,  to  stress  to  you  the 
importance  of  federally-funded  hemophilia  programs  to  our  commu- 
nity and  to  all  others  who  rely  on  the  Nation's  blood  supply. 

As  this  committee  knows,  the  hemophilia  community  continues 
to  be  the  first  marker  in  the  event  of  any  complication  or  virus  that 
contaminates  the  blood  supply.  In  reality,  persons  with  hemophilia 
serve  as  the  early  warning  system  for  the  transmission  of  diseases 
through  the  blood  supply. 

Over  the  years,  this  committee  has  been  very  supportive  of  the 
hemophilia  community  and  its  research,  treatment,  and  consumer- 
based  patient  outreach  needs.  On  behalf  of  the  National  Hemo- 
philia Foundation,  we  deeply  appreciate  your  strong  commitment. 

Last  year  this  committee  took  a  series  of  actions  to  improve  he- 
mophilia and  bleeding  disorder  programs  aimed  at  HIV/AIDS  risk 
reduction  and  clinical  trials,  prevention  of  the  complications  of 
bleeding  disorders,  and  a  cure  for  hemophilia  and  related  disorders. 
Further,  the  committee  initiated  a  collaborative  effort  to  address 
urgent  public  concerns  over  the  safety  of  the  U.S.  blood  supply.  It 
called  upon  the  three  agencies  responsible  for  blood  safety  issues — 
the  Centers  for  Disease  Control  and  Prevention,  the  Food  and  Drug 
Administration,  and  the  National  Institutes  of  Health — to  work  to- 
gether, beginning  with  an  investigation  of  the  potential  impact  of 
Creutzfeldt- Jakob  disease  on  the  safety  of  the  U.S.  blood  supply. 

With  regard  to  programs  appropriated  under  the  Labor,  Health 
and  Human  Services,  Education  appropriations  bill,  we  strongly  be- 
lieve that  the  CDC  and  the  NHLBI,  working  in  collaboration  with 
FDA,  should  broaden  the  current  hemophilia  programs  to  incor- 
porate vitally  needed  work  on  ensuring  a  safe  blood  supply.  Many 
of  our  recommendations  flow  from  the  Institute  of  Medicine's  report 
on  "HIV  and  the  Blood  Supply." 

For  the  CDC,  funding  provided  by  this  subcommittee  has  enabled 
CDC  to  continue  its  collaborative  relationship  with  NHF  to  estab- 
lish peer-outreach  programs  such  as  the  Men's  Advocacy  Network, 
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the  Women's  Outreach  Network,  and  the  Chapter  Outreach  Dem- 
onstration Project.  Through  these  programs,  CDC,  with  the  Foun- 
dation, has  been  able  to  address  the  HIV  epidemic  and  provide 
vital  prevention  information  about  blood  safety  and  the  complica- 
tions of  hemophilia  to  families  affected  by  bleeding  disorders.  These 
programs  are  essential  to  our  community,  and  we  support  their 
continuation. 

NHF  also  strongly  supports  CDC's  surveillance  activities  through 
its  hematologic  disease  intervention  program.  A  critical  part  of  a 
strengthened  surveillance  effort  is  the  expansion  of  studies  on 
blood  pathogens  that  may  adversely  affect  the  safety  of  the  blood 
supply. 

NHF  supports  the  National  Heart,  Lung,  and  Blood  Institute  in 
pursuing  gene  therapy  and  a  cure  for  hemophilia,  and  appreciates 
the  committee's  strong  support  of  these  efforts. 

It  is  critical  that  NHLBI,  in  collaboration  with  CDC  and  FDA, 
move  forward  in  its  study  of  CJD  and  its  impact  on  the  safety  of 
the  blood  supply.  We  await  NHLBI's  report  on  CJD  to  this  commit- 
tee during  its  appropriations  hearing  later  this  year. 

Through  the  Maternal  and  Child  Health  programs,  Congress  has 
been  very  supportive  of  the  regional  network  of  hemophilia  treat- 
ment centers,  whose  expertise  in  treating  hemophilia  and  its  com- 
plications is  a  key  part  of  the  Federal  effort  to  reduce  the  costly 
complications  of  bleeding  disorders,  ensure  adequate  surveillance, 
and  foster  patient  education.  As  indicated  in  last  year's  appropria- 
tions language,  it  is  important  that  MCHB,  working  with  CDC,  im- 
prove its  outreach  to  unserved  and  underserved  persons  with  he- 
mophilia and  bleeding  disorders. 

NHF  also  works  in  cooperation  with  the  National  Institute  of  Al- 
lergy and  Infectious  Diseases  to  ensure  access  for  people  with  he- 
mophilia to  clinical  trials  utilizing  the  existing  network  of  hemo- 
philia treatment  centers.  Twelve  clinical  trials  are  now  open  to  the 
hemophilia  community  through  this  "ACTU  Without  Walls"  pro- 
gram. 

With  these  public  health  programs  as  the  foundation  for  address- 
ing bleeding  disorder  issues,  we  believe  the  time  has  come  for  a 
broad-based  strategy  to  improve  the  safety  of  the  U.S.  blood  supply. 

Mr.  Bias.  Congressman,  I  am  a  person  with  severe  hemophilia 
Factor  IX  deficiency,  and  I  acquired  HIV  and  have  been  exposed  to 
many  other  blood  pathogens  through  the  use  of  blood  products. 
Three  and  a  half  years  ago  I  lost  my  wife,  Katie,  through  my  expo- 
sure to  AIDS.  I  currently  serve  as  the  Legislative  Coordinator,  and 
thank  the  committee  for  its  continued  support  of  the  hemophilia 
community. 

In  July  of  last  year  the  Institute  of  Medicine  released  a  report 
on  the  events  of  the  1980s  that  led  to  the  contamination  of  the  Na- 
tion's blood  supply  and  blood  products.  Between  80  and  90  percent 
of  the  people  with  severe  hemophilia  and  between  10  and  20  per- 
cent of  their  spouses  and  children  contracted  HIV  through  the  fail- 
ure of  the  Federal  Government  to  responsibly  respond  to  this  crisis. 
To  date,  the  hemophilia  community  has  suffered  more  than  5,000 
deaths,  and  an  additional  4,000  community  members  are  in  the  lat- 
ter stages  of  HIV  disease. 
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Historically,  the  hemophilia  community  has  been  impacted  by  a 
number  of  viruses  through  the  blood  supply.  While  HIV  has  been 
the  most  devastating,  other  viruses  continue  to  impact  the  hemo- 
philia community,  including  Hepatitis  A,  Hepatitis  B,  Hepatitis  C, 
Parvovirus  B19,  and  Creutzfeldt-Jakob  disease.  Evidence  of  the 
need  for  a  more  responsible  and  responsive  blood  safety  system 
builds  every  month  as  new  announcements  of  blood  product  recalls 
are  issued,  often  weeks  after  the  problem  has  been  detected. 

It  is  because  these  threats  continue  that  the  hemophilia  commu- 
nity makes  the  following  recommendations  for  fiscal  year  1997  ap- 
propriations. 

We  recommend  that  the  CDC  continue  to  receive  funding,  but 
that  an  additional  $4  million  for  the  CDC's  hematologic  disease 
intervention  activities,  focused  on  instituting  a  system  of  active 
surveillance — an  early  warning  system;  strengthening  the  current 
surveillance  studies;  ensuring  consumer-based  outreach  activities; 
and  investigating  collaboration  with  the  FDA  to  make  the  blood 
and  blood  products  safer. 

For  NIH,  we  recommend  an  additional  $3  million  to  expand 
NHLBI  research  into  the  effects  of  CJD  and  Parvovirus  on  the 
blood  supply,  and  continued  basic  research  toward  a  cure  for  hemo- 
philia, and  to  ensure  that  HIV/AIDS  clinical  trials  continue  for  the 
hemophilia  population,  with  access  to  new  drugs,  such  as 
protenhase  inhibitors. 

For  MCHB,  we  recommend  that  the  hemophilia  treatment  cen- 
ters have  sufficient  resources  to  conduct  data  collection  and  patient 
outreach. 

It  is  critical  that  all  responsible  parties — FDA,  CDC,  and  NIH — 
work  collaboratively  to  ensure  a  safe  blood  supply.  We  therefore  re- 
quest that  the  Appropriations  Committee  direct  that  a  progress  re- 
port be  made,  both  this  year  and  next,  on  what  resources  will  be 
allocated  to  achieve  the  research,  data  collection,  surveillance,  ade- 
quate notification  system,  improved  viral  inactivation  methods,  and 
consumer-based  patient  outreach  and  involvement  that  are  essen- 
tial to  protecting  the  U.S.  blood  supply. 

Our  recommendation  for  a  total  of  $7  million  represents  a  modest 
incremental  step  and  we  hope  that  your  committee  will  act  favor- 
ably on  our  request. 

Thank  you. 

Mr.  Bonilla.  Thank  you,  gentlemen,  for  your  testimony.  This 
committee  will  do  everything  it  possibly  can  to  address  this  issue, 
and  we  appreciate  your  bringing  it  to  our  attention  today.  Thank 
you. 


Wednesday,  February  28,  1996. 

WITNESS 

NORMAN  EDELMAN,  M.D.,  AMERICAN  LUNG  ASSOCIATION 

Mr.  Bonilla.  Now,  if  Dr.  Norman  Edelman  would  please  come 
forward,  Medical  Director  for  the  American  Lung  Association. 
Welcome,  Doctor. 

Dr.  Edelman.  Thank  you,  Congressman  Bonilla,  for  the  oppor- 
tunity to  testify  before  you  and  the  committee.  My  name  is  Dr. 
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Norman  Edelman.  I  am  a  medical  affairs  consultant  to  the  Amer- 
ican Lung  Association,  and  I  am  Dean  of  the  School  of  Medicine  at 
the  State  University  of  New  York  at  Stony  Brook.  I  am  testifying 
today  on  behalf  of  the  Lung  Association  and  its  medical  arm,  the 
American  Thoracic  Society.  We  thank  you  for  this  opportunity.  I 
would  like  to  point  out  that  we  thank  this  committee  for  its  strong 
historical  support  of  biomedical  research,  which  has  always  been 
bipartisan  and  has  always  been  an  important  part  of  the  develop- 
ment of  the  strong  biomedical  research  presence  of  this  country. 

We  have  submitted  our  written  testimony  and  our  specific  rec- 
ommendations are  included  in  that.  I  won't  go  over  that. 

I  would  just  like  to  highlight  a  few  points  from  that  written  testi- 
mony. 

First,  let  me  discuss  the  National  Heart,  Lung,  and  Blood  Insti- 
tute. While  the  National  Heart,  Lung,  and  Blood  Institute  is  the 
primary  source  of  support  of  lung  research,  it  also,  of  course,  has 
a  much  broader  mandate,  and  I  would  point  out  to  you  that  its 
total  mandate — diseases  of  heart,  lung,  and  blood — accounts  for  50 
percent  of  all  deaths  in  the  United  States. 

Turning  now  to  lung  disease,  I  would  point  out  that  it  is  respon- 
sible for  50  percent  of  all  deaths  of  infants  under  one  year  of  age. 
Diseases  of  lung  cost  the  U.S.  economy  some  $61  billion,  $22  billion 
in  direct  health  care  costs,  and  $39  billion  in  indirect  costs.  Over 
the  last  decade,  lung  disease  has  increased  20  percent.  It  is  the 
fastest-growing  of  the  top  five  causes  of  death.  It  is  quite  clear, 
Congressman,  that  we  have  not  achieved  control  of  lung  disease,  as 
we  appear  to  be  in  some  other  areas. 

I  would  like  to  discuss  briefly  one  program  of  NHLBI  that  I  think 
merits  your  special  attention,  and  this  is  the  program  that  we  call 
the  SCOR,  or  Specialized  Center  of  Research  grant.  This  is  a  truly 
unique  funding  mechanism  that  brings  the  bench  and  the  bedside 
together.  These  are  large,  disease-specific  programs  that  foster  both 
basic  science  and  translational  science,  and  clinical  care,  in  one  set- 
ting. In  my  opinion  they  have  been  highly  effective  in  developing 
new  approaches  to  lung  disease. 

The  SCOR  program  continues  to  be  inadequately  funded  at  the 
NHLBI.  This  is  despite  the  fact  that  several  important  new  centers 
have  been  mandated  by  Congress.  Please  don't  misunderstand  me, 
Congressman;  Fm  not  complaining  about  the  mandate.  I  think  that 
new  areas,  such  as  sleep  research,  are  highly  important,  but  the 
fact  remains  that  the  net  effect  is  underfunding  of  the  SCOR  pro- 
gram. New  grants,  for  example,  on  the  average  are  funded  4  to  7 
percent  below  approved  levels. 

Therefore  the  American  Lung  Association  and  the  American  Tho- 
racic Society  ask  that  the  SCOR  program  enjoy  the  same  level  of 
support  as  other  NIH  grant  mechanisms. 

If  I  may  now  turn  to  asthma,  13  million  Americans  suffer  from 
asthma.  It  leads  the  list  of  diseases  of  children  in  causing  lost 
schooldays.  These  are  only  the  lost  schooldays  we  can  count.  We 
can't  count  the  schooldays  that  are  spent  as  ineffective  schooldays 
because  children  have  been  up  all  night  and  have  lost  sleep.  We 
think  it  has  an  enormous  impact  on  our  children. 

The  prevalence  of  asthma  has  increased  dramatically  in  the  last 
decade.  The  death  rate  from  asthma  has  increased  dramatically  in 
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the  last  decade.  Overall  direct  and  indirect  costs  are  about  $10  bil- 
lion annually. 

There  has  been  substantial  progress  in  research  on  the  cause  and 
potential  treatments  of  asthma.  In  fact,  the  progress  has  been  so 
good  that  the  American  Lung  Association  and  the  American  Tho- 
racic Society  believe  that  a  cure  for  asthma  is  a  realistic  goal, 
based  on  current  science.  To  reach  this  goal,  the  American  Lung 
Association  and  the  American  Thoracic  Society  have  themselves 
pledged  a  capital  campaign  of  $25  million  to  develop  centers  spe- 
cifically focused  on  finding  the  cure. 

The  National  Institutes  of  Health  support  a  broad  range  of  vehi- 
cles to  support  asthma  research,  basic,  clinical,  and  education. 
Within  NHLBI  and  National  Institute  of  Allergy  and  Infectious 
Disease,  most  of  the  money  is  focused,  but  it  is  also  focused  on  en- 
vironmental health  sciences.  Allergy  and  Infectious  Diseases  has 
developed  a  network  of  centers  specifically  designed  to,  again,  inte- 
grate the  diagnosis,  treatment,  and  prevention  of  asthma.  Allergy 
and  Infectious  Diseases  has  embarked  on  a  national  cooperative 
inner  city  asthma  study  designed  to  identify  those  factors  leading 
to  the  markedly  increased  prevalence  and  mortality  of  asthma  in 
inner  city  populations.  Asthma  is,  in  particular,  a  minority  popu- 
lation problem. 

Early  data  from  this  study,  as  well  as  all  the  data  from  the 
Heart,  Lung,  and  Blood  study,  show  that  working  with  commu- 
nities in  asthma  education  not  only  produces  better  care,  but  actu- 
ally is  cost-effective.  If  all  we  do  is  reduce  hospitalizations  a  little 
bit,  we  can  care  for  children  better  and  less  expensively. 

The  American  Lung  Association  and  the  American  Thoracic  Soci- 
ety therefore  encourage  this  committee  to  continue  its  support  of 
asthma  research  at  Heart,  Lung  and  Blood  and  Allergy  and  Infec- 
tions Diseases  and  Environmental  Health  Sciences. 

Let  me  focus  just  a  little  bit  on  asthma  education  in  particular. 
In  1989,  NHLBI  began  the  National  Asthma  Education  and  Pre- 
vention Program.  The  result  of  that  has  been  the  publication  of  two 
reports:  The  Guideline  for  the  Diagnosis  and  Treatment  of  Asthma, 
and  Asthma  Management  in  Minority  Children.  These  have  become 
the  standards  in  the  field  for  proper  care  and,  as  I  pointed  out  pre- 
viously, cost-effective  care.  We  believe  that  additional  funds  much 
be  provided  through  the  research  management  and  support  line  to 
maintain  and  enhance  these  important  ongoing  educational  oppor- 
tunities. 

In  conclusion,  Congressman  Bonilla,  lung  disease  is  a  growing 
problem  in  the  United  States.  It  is  America's  number  three  killer. 
It  is  responsible  for  one  in  seven  deaths.  The  rank  may  change  for 
the  worse  because  lung  disease  is  increasing,  while  rates  for  the 
second  and  third  causes  of  death,  heart  disease  and  cancer,  have 
at  least  leveled  out,  and  in  terms  of  heart  disease,  they  are  drop- 
ping. Overall,  lung  diseases  and  breathing  problems  are  the  num- 
ber one  killer  of  babies  under  the  age  of  one  year.  And,  of  course, 
the  international  problem  is  extraordinary.  We  haven't  had  time  to 
discuss  tuberculosis,  but  each  year  tuberculosis  kills  three  million 
people  throughout  the  world. 
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Therefore  we  believe  the  level  of  support  of  this  committee  for 
lung  disease  should  reflect  the  urgency  of  the  problem. 
Thank  you  very  much. 
[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  the  American  Lung  Association  and  the  American 
Thoracic  Society  thank  you  for  the  opportunity  to  comment  on  funding  for  the  health  and  biomedical 
research  programs  included  in  the  FY  97  budget.  We  appreciate  the  bi-partisan  support  that  you,  Mr. 
Chairman,  and  this  committee  have  shown  for  biomedical  research  programs. 

While  concerned  specifically  about  research  related  to  the  prevention  and  control  of  lung  disease,  the 
ALA/ATS  believes  that  medical  research  is  an  investment  critical  to  the  future  health  of  every  American. 
We  recognize  that  efforts  to  reduce  the  deficit  and  gain  control  of  the  national  debt  will  require  careful 
consideration  of  the  merits  of  all  programs.  As  the  Subcommittee  reviews  funding  options  for  the  National 
Institutes  of  Health  programs,  it  is  important  to  provide  parity  for  all  Institutes  relative  to  any  funding 
increases.  The  recommendations  made  below  represent  our  best  estimate  of  the  resources  necessary  to 
adequately  maintain  the  scientific  integrity  of  these  programs  and  continue  them  at  the  level  of  funding 
priority  demanded  by  the  magnitude  of  the  lung  disease. 

SUMMARY:  FUNDING  RECOMMENDATIONS  (in  millions) 


National  Institutes  of  Health  $13,000.0 

National  Heart,  Lung,  and  Blood  Institute  1 ,500.0 

National  Institute  of  Allergy  and  Infectious  Diseases  1,260.0 

National  Institute  for  Environmental  Health  S  ciences  313.0 

Centers  for  Disease  Control  and  Prevention  $2,500.0 

National  Institute  for  Occupational  Safety  and  Health  141.0 

Tuberculosis  Control  Programs  220.0 

Office  on  Smoking  and  Health  30.0 


Research  Advances 

Recent  NIH-supported  biomedical  research  resulted  in  exciting  advances  in  combating  lung-related 
illnesses.  Discoveries  just  last  year  are  providing  insights  into  the  molecular  basis  of  cystic  fibrosis. 
Researchers  are  bridging  the  gap  to  a  better  understanding  of  the  cystic  fibrosis  transmembrane  conductant 
regulator,  or  CFTR,  the  protein  product  of  the  gene  causing  CF,  and  how  defects  in  the  CFTR  cause  the 
problems  associated  with  cystic  fibrosis. 

Researchers  also  have  developed  a  surfactant  replacement  therapy  to  treat  many  of  the  40,000  newborns 
suffering  from  Respiratory  Distress  Syndrome  (RDS)  each  year.  RDS  is  caused  by  a  deficiency  of  lung 
surfactant,  a  substance  that  lines  the  air  sacs  in  the  lungs  and  prevents  them  from  collapsing.  Surfactant 
replacement  therapy  has  cut  the  RDS  mortality  rate  in  half. 

Federally  supported  researchers  have  also  made  important  initial  discoveries  in  how  to  grow  lung  tissue. 
NIH-funded  scientists  have  found  that  administering  retinoic  acid  (a  derivative  of  vitamin  A)  to  newborn 
laboratory  animals  induces  the  formation  of  alveoli  or  airspaces  in  the  lung.  This  discovery  may  help 
develop  therapies  to  stimulate  growth,  repair  or  preservation  of  functional  lung  tissues.  Such  therapy  could 
revolutionize  the  treatment  of  infant  lung  disease  and  adult  disorders  such  as  emphysema 

Mr.  Chairman,  these  are  but  a  few  of  the  many  recent  advances  that  researchers  have  made  in  the  fight 
against  lung  disease.  Yet  despite  these  encouraging  discoveries^  the  magnitude  of  lung  disease  is  still  a 
cause  for  concern. 
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Diseases  of  the  lung  constitute  a  devastating  and  growing  health  problem  in  the  United  States.  Every  year, 
over  315,000  Americans  die  of  lung  disease.  The  lung  disease  death  rate  increased  almost  20%  between 
1979  and  1992  -  the  greatest  increase  among  the  top  five  leading  causes  of  death.  Nearly  twenty  nine 
million  Americans  live  with  chronic  lung  disease  everyday.  They  suffer  emphysema,  chronic  bronchitis, 
asthma,  or  other  breathing  problems  that  require  long-term  regular,  medical  care.  Many  major 
technological  breakthroughs  and  comprehensive  health  care  services  now  help  chronic  lung  disease  patients 
live  longer,  more  productive  lives.  But  there  is  a  cost.  Lung  disease  carries  an  enormous  price  tag,  costing 
the  U.S.  economy  a  total  of  $61.2  billion  annually  ~  $22.2  billion  in  direct  health  care  spending  and  another 
$39.0  billion  for  indirect  costs  including  lost  work  productivity.  Research  can  help  us  cut  those  costs. 


The  comments  of  the  ALA/ ATS  will  focus  on  three  areas  of  concern: 

•  specific  funding  needs  within  the  National  Heart,  Lung  and  Blood  Institute,  which  is  the 

primary  source  of  federal  funds  for  lung-related  research, 

•  research  and  education  initiatives  on  asthma, 

•  funding  needs  to  reestablish  control  over  tuberculosis,  and 

•  critical  care  medicine. 

THE  NATIONAL  HEART,  LUNG  AND  BLOOD  INSTITUTE: 

The  research  project  grant  remains  the  keystone  of  the  NHLBI  research  portfolio.  Included  are  the 
Regular  Research  Grant,  New  Investigator  Award,  FIRST  Award,  MERIT  Award,  Program  Project  Grants 
and  Cooperative  Agreements.  Major  problems  in  the  management  of  this  mechanism  are  the  lack  of 
funding  stability  for  investigators  and  new  opportunities  for  young  investigators.  In  constant  dollars, 
funding  has  fallen  below  FY  85  levels  with  a  success  rate  of  approximately  23.4%.  Funding  for  NHLBI 
research  grant  mechanisms  must  be  enhanced  to  support  ongoing  research  and  to  provide  new  research 
opportunities. 

Begun  in  1971,  NHLBI  now  funds  69  Specialized  Centers  of  Research  or  SCORs  focused  on  13  areas  of 
research.  The  Division  of  Lung  Diseases  supports  27  centers  covering  six  areas  of  research.  The  SCOR 
program  was  developed  to  advance  basic  knowledge  and  to  generate  the  most  effective  methods  of 
diagnosis,  management  and  prevention  of  disease.  Funded  on  a  competitive  basis  for  5  years,  SCORs  are 
designed  to  encourage  the  concentration  of  research  resources,  facilities,  and  personnel  on  specific  research 
issues.  The  SCOR  program  continues  to  be  inadequately  funded  although  the  Institute,  by  legislative 
mandate,  has  initiated  additional  programs  funding  several  new  centers  in  the  same  period.  Further,  new 
center  grants,  on  average,  are  funded  4%  to  7%  below  the  approved  funding  levels  while  new  research 
grants  are  funded  at  the  full  cost.  The  ALA/ ATS  recommends  additional  funds  be  provided  for  the  Centers 
mechanism  to  restore  awards  to  their  approved  levels.  Additionally,  the  NIH  should  be  instructed  to 
explore  steps  to  stabilize  funding  for  this  mechanism  and  re-establish  program  balance. 

The  Education  Programs  of  the  Institute  are  vital  for  improving  patient  care  and  education.  The  NHLBI 
initiated  the  National  Asthma  Education  and  Prevention  Program  (NAEPP)  in  1989  to  raise  awareness  that 
asthma  is  a  serious  chronic  disease  and  to  promote  more  effective  management  of  asthma  through  patient 
and  professional  education.  The  NAEPP  Coordinating  Committee  represents  various  national  medical, 
public  health,  voluntary  and  government  organizations,  including  the  ALA  and  ATS.  The  Institute  has 
completed  several  key  NAEPP  activities,  including  the  release  of  its  first  report  in  1991,  Guidelines  for  the 
Diagnosis  and  Treatment  of  Asthma.  A  revised  guideline  document  is  expected  later  this  year.  These 
guidelines  were  developed  to  provide  physicians  and  other  health  care  providers  with  state-of-the-art 
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consensus  guidelines  for  the  diagnosis  and  treatment  of  asthma.  The  Institute  also  recently  published 
Asthma  Management  in  Minority  Children  to  provide  information  to  health  care  providers  serving  minority 
children  with  asthma  Additional  funds  must  be  provided  through  the  Research  Management  and  Support 
line  to  maintain  and  enhance  these  crucial  ongoing  educational  opportunities. 

RESEARCH  AND  EDUCATION  INITIATIVES  ON  ASTHMA: 

Today,  an  estimated  13  million  suffer  from  asthma  Asthma  leads  the  list  of  childhood  diseases  causing 
significant  lost  school  days-over  10  million  annually.  Overall  direct  and  indirect  costs  from  asthma  are 
estimated  to  exceed  $9.5  billion  annually.  Research  on  the  mechanisms  involved  in  the  pathogenesis, 
diagnosis,  treatment  and  prevention  of  asthma  is  critical  to  reducing  the  morbidity  and  mortality  from  this 
growing  health  problem. 

The  American  Lung  Association  and  the  American  Thoracic  Society  believes  that  a  cure  for  asthma  is  a 
realistic  goal.  Recent  discoveries  on  the  molecular  and  genetic  mechanisms  of  asthma  are  approaching 
critical  mass.  Within  the  foreseeable  future,  we  expect  to  fully  describe  the  unique  combination  of  genetic 
and  environmental  factors  that  will  help  us  to  successfully  address  questions  of  prevention  and  cure  for 
asthma  To  reach  this  goal  the  American  Lung  Association  and  the  American  Thoracic  Society  have 
pledged  to  raise  $25  million  over  five  years  to  promote  this  research. 

The  National  Institutes  of  Health  support  a  broad  range  asthma  of  research  activity,  both  basic  and  clinical 
research,  and  education  programs  specifically  within  the  NHLBI  and  the  National  Institute  for  Allergy  and 
Infectious  Diseases  (NIAID).  Clinical  research  activities  include  the  NHLBI's  SCOR  program  in  Chronic 
Airways  Diseases,  which  is  directed  at  the  pathogenesis  of  airway  reactivity  in  children  and  adults  with 
asthma;  NHLBI's  Childhood  Asthma  Management  Program,  which  is  evaluating  three  long-term  therapies 
for  asthma  in  children;  NIAID's  network  of  Asthma  and  Allergic  Disease  Research  Centers  specifically 
directed  at  improving  the  diagnosis,  treatment  and  prevention  of  asthma;  and  NIAID's  National 
Cooperative  Inner-City  Asthma  Study  designed  to  identify  those  factors  leading  to  increased  morbidity  and 
mortality  in  the  inner-city  minority  population.  Early  data  from  the  Inner-City  Asthma  Study  show  a 
significant  reduction  in  hospital  costs  for  study  population.  The  NHLBI,  the  NIAID  and  the  National 
Institute  for  Environmental  Health  Sciences  are  jointly  funding  research  to  determine  the  relationship 
between  exposure  to  environmental  pollutants  and  allergens  and  the  induction  and/or  exacerbation  of 
asthma  Despite  advances  made  to  date  in  understanding  the  etiology  and  pathophysiology  of  asthma  and 
development  of  new  therapeutic  approaches,  the  prevalence  of  asthma  have  significantly  increased  over 
the  past  decade.  To  address  this  growing  problem,  the  NHLBI  recently  established  an  Asthma  Clinical 
Research  Network.  This  Network  has  been  organized  to  facilitate  rapid  evaluation  of  new  therapeutic 
approaches,  assess  current  treatment  strategies  and  efficiently  disseminate  laboratory  and  clinical  findings 
to  the  health  care  community. 

These  initiatives  have  established  an  invaluable  information  base  on  the  complex  biological  mechanisms 
underlying  asthma.  Continued  support  of  such  efforts  will  provide  information  critical  to  the  effective 
treatment  and  management  of  asthma  and,  eventually,  the  prevention  of  morbidity  and  mortality  due  to 
asthma.  Additional  research  resources  are  necessary  if  we  are  to  properly  attack  the  many  health  care 
problems  posed  by  asthma  For  example,  the  NHLBI  Childhood  Asthma  Management  Program  should 
be  expanded  to  study  optimal  therapies  for  the  adult,  including  therapies  for  adult  onset  of  asthma 
Additional  research  efforts  are  also  necessary  to  better  understand  asthma  in  females.  In  approximately 
one-third  of  women,  for  example,  asthma  becomes  worse  during  pregnancy.  Since  poorly  controlled 
asthma  has  been  shown  to  have  an  adverse  effect  on  the  fetus,  use  of  drugs  for  optimal  management  has 
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been  considered  justified.  However,  their  safety  has  not  been  unequivocally  proven.  The  NHLBI  has 
developed  a  new  initiative  to  study  asthma  during  pregnancy.  The  initiative  will  utilize  the  1 1  obstetric 
centers  comprising  the  National  Institute  of  Child  Health  and  Human  Development's  Maternal-Fetal 
Medicine  Unit  Network  to  evaluate  the  relationships  between  asthma  severity  and  treatment  regimens  and 
perinatal  outcomes. 

TUBERCULOSIS  RESEARCH  AND  CONTROL  INITIATIVES: 

Although  tuberculosis  is  a  preventable  and  curable  disease,  it  still  persists  as  a  public  health  problem  in  the 
United  States.  You  have  no  doubt  heard  of  the  resurgence  of  tuberculosis.  After  years  of  declining  case 
rates,  the  number  of  reported  cases  in  the  United  States  rose  by  over  20%  in  just  seven  years-from  22,201 
reported  cases  in  1985  to  25,287  reported  cases  in  1993.  Even  more  disturbing  is  the  development  of 
multi-drug  resistant  TB  or  MDR-TB.  MDR-TB  is  a  strain  of  the  tuberculosis  bacterium  that  has  developed 
a  resistance  to  the  drugs  used  to  treat  TB.  In  the  U.S.,  strains  of  MDR-TB  are  resistant  to  as  many  as  seven 
drugs. 

The  Project  Grants  for  Preventive  Health  Projects  for  Tuberculosis,  a<iministered  by  the  Centers  for  Disease 
Control  and  Prevention,  demonstrate,  after  a  decade  of  concerted  effort,  that  to  reestablish  and  maintain 
control  of  tuberculosis,  a  strong  centralized  program  is  critical.  The  loss  of  momentum  in  the  1980s 
resulted  in  over  63,000  more  cases  of  tuberculosis  than  would  have  been  expected  had  funding  for 
tuberculosis  control  programs  not  been  reduced.  Tuberculosis  costs  this  nation  annually  $693  million  in 
direct  health  care  expenditures  and  $305  million  in  indirect  costs. 

Recent  investment  in  TB  control  programs  are  beginning  to  pay  off.  Although  TB  rates  in  some 
communities  continues  to  climb,  several  cities  that  saw  TB  cases  increase  during  the  1980s  are  just  now 
beginning  to  see  consecutive  years  of  declining  TB  rates.  It  is  expected  that  in  March,  the  Centers  for 
Disease  Control  and  Prevention  will  announce  that  nationally,  the  rates  are  continuing  to  decline  slightly. 
This  good  news  is  a  direct  result  of  efforts  by  the  CDC  and  public  health  officials.  The  Committee  should 
continue  to  provide  funding  for  TB  programs  until  the  disease  is  brought  under  control.  Preventive  Health 
Projects  for  Tuberculosis  should  be  continued  in  FY  97  and  funded  at  the  recommended  level  of  $220 
million. 

There  are  several  steps  that  should  be  taken  to  maintain  the  current  decline  in  TB  rates.  The  first  step  must 
be  expansion  of  existing  prevention  and  control  methods.  Tuberculosis  is  successfully  prevented  and 
controlled  by  a  variety  of  public  health  methods.  The  American  Thoracic  Society  and  the  CDC  revised  a 
joint  statement,  The  Control  of  Tuberculosis  in  the  United  States  that  provides  guidance  for  establishing 
tuberculosis  control  activity.  It  is  intended  for  use  by  persons  working  in  tuberculosis  control  programs 
and  related  programs  in  such  sites  as  correctional  facilities  and  homeless  shelters. 

To  combat  TB  in  the  U.S.  and  eliminate  tuberculosis  worldwide  will  require  far  more  than  just  intensified 
and  widespread  use  of  existing  prevention  and  control  methods.  It  will  also  require  the  development  of 
new  drugs  to  treat  MDR-TB.  It  will  require  new  diagnostic  and  prevention  technologies,  and  the  rapid 
transmission  of  newly  developed  technologies  to  the  field. 

Federal  support  for  tuberculosis  research  is  concentrated  within  the  National  Institute  for  Allergy  and 
Infectious  Diseases.  The  overall  support  within  this  Institute  for  research  specific  to  M.  tuberculosis  has 
increased  form  $323,000  in  FY  79  to  $35.6  in  FY  96.  NIAID  has  developed  an  agenda  to  intensify 
tuberculosis  research  efforts  including  improvement  of  existing  diagnostic  tests  which  are  not  reliable  in 
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individuals  with  HTV  infection,  development  of  an  effective  vaccine  to  protect  those  at  risk  of  infection  and 
identification  of  more  effective  treatments  for  those  already  infected. 

While  tuberculosis  research  activity  supported  by  these  funds  is  concentrated  at  NIAID,  NHLBI  also  has 
ongoing  research  activity  related  to  tuberculosis  including  its  Tuberculosis  Academic  Award.  Tuberculosis 
research  activity  requires  increased  funding  and,  more  importantly,  stable  funding.  The  ALA/ ATS 
recommends  that  $90  million  be  made  available  in  FY  97  for  tuberculosis  research  activity. 

CRITICAL  CARE  MEDICINE 

Critical  care  medicine  is  a  multidiscplinary  treatment  approach  that  involves  such  specialities  as 
anesthesiology,  internal  medicine,  pediatrics  and  surgery  and  is  usually  practiced  in  the  hospital  intensive 
care  unit  (ICU).  Mr.  Chairman,  noting  that  critical  care  medicine  accounted  for  28%  of  total  acute  care 
hospital  costs,  in  1993  this  committee  directed  the  NHLBI  to  support  research  to  enhance  effective 
practices  and  treatments  in  critical  care  medicine.  In  1994  the  NHLBI  Task  Force  on  Research  in 
Cardiopulmonary  Dysfunction  and  Critical  Care  Medicine  released  a  report  on  critical  care  medicine, 
including  recommendations  on  training  and  basic,  clinical,  and  epidemiological  research  on  critical  care 
medicine.  The  American  Lung  Association  and  the  American  Thoracic  Society  urge  the  committee  to 
continue  its  support  for  research  in  critical  care  medicine. 

In  conclusion,  Mr.  Chairman,  lung  disease  is  a  growing  problem  in  the  United  States.  It  is  America's 
number  three  killer,  responsible  for  one  in  seven  deaths.  That  rank  may  change  for  the  worse.  The 
lung  disease  death  rate  is  climbing  steeply  while  rates  for  America's  first-and  second-ranked  causes  of 
death-heart  disease  and  cancer  —are  dropping.  Overall,  lung  diseases  and  breathing  problems  constitute 
the  number  one  killer  of  babies  under  the  age  of  one  year.  Worldwide,  TB  kills  3  million  people  each 
year,  more  people  than  any  other  single  infectious  agent  Mr.  Chairman,  the  level  of  support  this  committee 
approves  for  lung  disease  should  reflect  this  urgency. 


Thank  you. 
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Mr.  Bonilla.  Thank  you  very  much,  Dr.  Edelman,  for  your  testi- 
mony. 


Wednesday,  February  28,  1996. 

WITNESS 

BARBARA  PHILLIPS,  MD,  AMERICAN  SLEEP  DISORDERS  ASSOCIATION 

Mr.  Bonilla.  We  would  now  be  pleased  to  hear  from  Dr.  Barbara 
Phillips,  Chairperson  of  the  Government  Affairs  and  Public  Policy 
Committee,  representing  the  American  Sleep  Disorders  Association. 

Welcome,  Dr.  Phillips. 

Dr.  Phillips.  Thank  you.  Good  afternoon. 

You  have  my  written  testimony  for  the  record,  so  I  would  like  to 
be  brief  and  informal  in  my  comments  to  you  today.  I  would  like 
to  thank  you  for  this  opportunity.  I  represent  the  American  Sleep 
Disorders  Association,  which  is  a  group  of  at  least  22,000  physi- 
cians and  scientists  who  are  interested  in  caring  for  patients  with 
sleep  disorders  and  learning  more  about  sleep  and  sleep  disorders. 

As  you  probably  know,  in  1993  the  National  Center  for  Sleep 
Disorders  Research  was  founded  as  part  of  the  NIH  Revitalization 
Act.  We  support  the  National  Center  for  Sleep  Disorders  Research 
strongly.  I  am  here  today  to  tell  you  why  it  is  important,  and  to 
update  you  on  its  activities  since  it  was  founded. 

Sleep  disorders  are  very  prevalent.  I  would  imagine  that  at  least 
a  couple  of  people  in  this  room  suffer  from  them.  About  one-third 
of  Americans  have  insomnia  to  some  degree,  and  2  percent  of 
women  and  4  percent  of  men  have  sleep  apnea,  a  disease  that 
shortens  life  expectancy  and  causes  a  great  deal  of  disability  if  un- 
treated. So  sleep  disorders  are  common,  and  they  affect  us,  wheth- 
er we  have  them  or  not.  For  example,  we  are  all  at  the  mercy  of 
the  sleepy  driver  on  the  highway. 

To  address  some  of  these  issues,  the  National  Center  on  Sleep 
Disorders  Research,  within  NHLBI,  has  undertaken  several 
projects  since  it  was  founded.  The  National  Center  has  undertaken 
research  on  the  cardiopulmonary  consequences  of  obstructive  sleep 
apnea.  We  have  sent  out  research  applications  for  general  grant 
proposals  about  three  different  sleep  disorders,  and  have  under- 
taken a  public  education  campaign  that  some  of  you  may  have  en- 
countered. 

Recently,  the  National  Center  put  out  a  request  for  applications 
for  the  Sleep  Academic  Award,  the  aim  of  which  is  to  increase  edu- 
cation of  physicians,  and  also  other  health  care  workers  in  training. 
Speaking  as  a  clinician  who  takes  care  of  patients  with  sleep  dis- 
orders with  essentially  no  former  training  in  medical  school,  I  can- 
not tell  you  how  important  that  RFA  will  be  for  the  education  of 
our  future  health  care  workers  in  this  country. 

Recently  the  Center  received  a  $1  million  award,  to  be  shared 
with  NHTSA,  to  educate  and  collect  better  data  about  sleepiness 
and  accidents  on  the  highway. 

So  we  have  accomplished  much  in  a  short  period  of  time.  We  face 
some  considerable  problems,  however. 

It  is  important  for  the  Center  to  continue  to  build  excellent  col- 
laboration with  the  other  institutes  and  agencies  within  NIH,  to 
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encourage  these  agencies  to  fund  sleep  research  at  a  higher  level. 
And  since  the  budget  of  the  National  Center  depends  on  NHLBI 
and  NIH,  it  is  imperative  that  NIH  and  NHLBI  continue  to  be 
funded  adequately.  This  committee  has  been  kind  to  biomedical  re- 
search in  the  past.  I  would  encourage  you  to  continue  this  effort 
in  the  future. 

I  very  much  appreciate  the  opportunity  to  talk  with  you  today. 
[The  prepared  statement  follows:] 


24-311  96-12 
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Good  afternoon.  I  am  Dr.  Barbara  Phillips,  and  I  am  pleased  to  be 
here  today  on  behalf  of  the  American  Sleep  Disorders  Association. 
A  medical  and  scientific  society,  the  AS  DA  represents  more  than 
2200  physicians  and  researchers.  Part  of  the  ASDA's  mission  is  to 
foster  research  in  the  field  of  sleep  medicine  and  to  educate  both 
the  public  and  health  care  professionals  about  sleep  disorders. 
The  AS DA  appreciates  this  opportunity  to  present  its  comments  on 
funding  for  sleep  disorders  research  and  education  within  the 
National  Institutes  of  Health  for  fiscal  year  1997. 

First  of  all,  I  would  like  to  thank  Chairman  Porter  and  the 
Subcommittee  for  their  leadership  in  working  to  fully  fund  the  NIH 
for  FY96  through  the  full-year  continuing  resolution. 

Thanks  to  the  help  of  dedicated  Congressman  like  Chairman  Porter, 
the  National  Center  for  Sleep  Disorders  Research  was  established  in 
the  1993  NIH  Revitalization  Act.  The  Center  was  the  cornerstone 
recommendation  of  the  National  Commission  on  Sleep  Disorders 
Research  which  was  brought  together  in  1988  to  address  the  growing 
concern  over  sleep  disorders  and  their  effect  on  our  society.  The 
Center  was  established  within  the  National  Heart,  Lung  and  Blood 
Institute  of  the  National  Institutes  of  Health. 

During  the  two  years  since  its  establishment  the  development  of  the 
Center  has  progressed  admirably  due  to  the  leadership  of  the  NHLBI. 
This  progress  is  despite  a  severe  lack  of  funds.  The  ASDA 
continues  to  firmly  support  the  National  Center  and  believes  that 
with  adequate  support  the  widespread  consequences  of  untreated 
sleep  disorders  will  be  markedly  reduced. 

A  strong  and  fully  funded  National  Center  for  Sleep  Disorders 
Research  is  crucial  to  our  nation,  as  problems  with  sleep  affect  so 
many  and  often  have  dire  consequences.  Forty  million  American 
adults  suffer  from  chronic  sleep  disorders,  such  as  insomnia  and 
sleep  apnea;  an  another  20-30  million  have  intermittent  sleep 
problems;  millions  more  at  any  given  time  have  not  obtained 
sufficient  sleep.  The  consequences  of  these  sleep  disorders  and 
common  sleep  deprivation  are  not  trivial.  They  include  reduced 
workplace  productivity,  lowered  performance  at  school,  an  increased 
likelihood  of  accidents  (behind  the  wheel,  on  the  job,  and  at 
home) ,  increased  cardiovascular  disease,  a  higher  mortality  risk 
and  a  decreased  quality  of  life. 

More  specifically,  sleep-related  motor  vehicle  accidents  continue 
to  take  the  lives  of  our  citizens — young  and  old  alike — at  great 
emotional  and  financial  cost.  The  Appropriations  Transportation 
Subcommittee  recognized  this  problem  and  in  its  FY96  budget 
appropriated  $1  million  to  the  National  Highway  Traffic  Safety 
Administration  to  conduct  research,  data  collection  and  public 
awareness  activities  in  collaboration  with  the  National  Center. 
It  is  not  by  chance  that  the  number  of  alcohol-related  motor 
vehicle  accidents  has  declined  over  recent  years;  this  change  has 
occurred  in  conjunction  with  forceful  measures  to  educate  the 
public  about  the  consequences  of  driving  while  intoxicated.  The 
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same  must  now  be  done  about  the  hazards  of  driving  while  drowsy. 
The  National  Center  is  thrilled  to  have  this  opportunity  and  will 
work  with  NHTSA  to  make  the  most  of  this  funding. 

The  National  Center  has  progressed  commendably  in  its  first  two 
years.  The  Center's  scientific  advisory  board  was  established  and 
has  held  three  meetings.  The  Board  includes  members  from  other  NIH 
Institutes  and  other  federal  government  agencies  including  the 
Department  of  Transportation. 

In  its  first  year  the  Center  initiated  a  request  for  applications 
for  a  research  project  on  the  cardiopulmonary  consequences  of  sleep 
apnea.  In  addition  the  Center  introduced  a  cooperative  multi- 
institute  request  for  applications  in  general  sleep  research. 

In  1995  the  National  Center's  advisory  board  developed  a  public 
education  research.  Most  recently,  the  Center  has  introduced  a 
sleep  academic  award  for  FY96/97.  The  objective  of  the  award  is  to 
"encourage  the  development  and/or  improvement  of  the  quality  of 
medical  curricula,  physician/patient  and  community  education,  and 
clinical  practice  for  the  prevention,  management,  and  control  of 
sleep  disorders . " 

Further,  the  Center's  national  public  awareness  plan  has  begun  to 
be  implemented.  This  includes:  public  service  announcements  on 
various  sleep  disorders  that  are  broadcast  on  "health  beat  radio" 
segments;  printed  materials  such  as  the  newly  released  education 
brochure  on  sleep  apnea;  and  other  education  tools. 

A  recent  finding  as  a  result  of  an  NHLBI -supported  sleep  research 
study  indicate  that  sleep  apnea,  or  periodic  cessation  of  breathing 
during  sleep,  increases  a  driver's  risk  of  automobile  accidents. 
These  results  suggest  that  a  significant  fraction  of  motor  vehicle 
accidents  could  be  preventable  through  recognition  and  treatment  of 
this  common  disorder. 

For  all  of  its  progress,  the  National  Center  does  still  face 
challenges.  Aside  from  adequate  funding,  the  challenge  of  most 
concern  remains  that  the  Center  must  have  better  opportunities  to 
develop  collaborative  efforts  with  other  NIH  Institutes  involved  in 
sleep  research.  The  legislation  that  established  the  Center 
authorized  the  Center  to  collaborate  with  the  national  Institutes 
of  Neurology,  Aging,  Mental  health  and  Child  Health.  This  effort 
has  been  hampered,  however,  by  a  lack  of  specific  funding 
commitment  by  those  various  institutes. 

While  we  are  impressed  with  the  substantial  progress  of  the 
National  Center,  so  much  more  can  and  should  be  done.  The  National 
Institutes  of  Health  in  general  and  the  National  Heart,  Lung  and 
Blood  Institute  specifically  need  to  continue  to  be  adequately 
funded  so  that  the  Center  will  in  turn  receive  adequate  funding. 
It  would  be  a  travesty  for  such  a  promising  and  cost  effective 
program  to  be  rendered  ineffective  due  to  lack  of  resources  just 
when  it  is  poised  to  make  a  difference. 
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The  AS DA  recommends  funding  for  the  National  Institutes  of  Health 
for  FY97  at  $12,016,603,500  and  the  National  Heart,  Lung  and  Blood 
Institute  at  $1,363,807,500,  a  6.5%  increase  for  both. 
Notwithstanding  this  specific  recommendation,  it  is  very  critical 
that  NHLBI  receive  a  funding  increase  that  is  at  least 
proportionate  to  the  overall  increase  for  NIH. 

Again,  the  AS  DA  would  like  to  commend  the  National  Center  on  Sleep 
Disorders  Research  on  its  progress  and  thank  the  Chairman  of  this 
subcommittee  again  for  his  personal  dedication  and  leadership  in 
ensuring  the  establishment  and  funding  of  the  National  Center. 

Thank  you  for  giving  the  AS  DA  the  opportunity  to  testify  before 
your  subcommittee,  and  more  importantly,  for  your  continued 
commitment  to  helping  the  millions  of  Americans  who  suffer  from 
sleep  disorders  and  the  millions  more  who  have  been  or  may  be  the 
victims  of  sleep-related  accidents. 
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Mr.  Bonilla.  Thank  you,  Dr.  Phillips. 

Just  out  of  curiosity,  since  you  have  all  this  information  at  your 
disposal,  do  you  sleep  well  every  night? 

Dr.  Phillips.  I  do.  If  you'd  like  to  discuss  that,  I'd  be  happy  to. 
[Laughter.] 

Clean  living  and  a  good  conscience.  [Laughter.] 
Mr.  Bonilla.  That's  remarkable.  I'm  sure  all  of  us  would  like  to 
be  in  that  same  boat.  [Laughter.] 
Thank  you,  Dr.  Phillips. 


Wednesday,  February  28,  1996. 

WITNESS 

DR.  KENNETH  ZUCKERMAN,  AMERICAN  SOCIETY  OF  HEMATOLOGY 

Mr.  Bonilla.  We  would  now  be  pleased  to  hear  from  Dr.  Ken- 
neth Zuckerman  from  the  H.  Lee  Moffitt  Cancer  Center  at  the  Uni- 
versity of  South  Florida,  representing  the  American  Society  of  He- 
matology. 

Dr.  Zuckerman? 

Dr.  Zuckerman.  Thank  you,  Mr.  Bonilla  and  Ms.  Pelosi.  My 
name  is  Ken  Zuckerman.  I  am  Director  of  the  Division  of  Medical 
Oncology  and  Hematology,  and  hold  the  Harold  H.  Davis  Endowed 
Professorship  in  Cancer  Research  at  the  University  of  South  Flor- 
ida and  the  H.  Lee  Moffitt  Cancer  Center  in  Tampa. 

I  have  been  involved  in  basic  and  clinical  research,  education  of 
new  physicians,  and  direct  hematology  patient  care  for  more  than 
20  years.  I  am  grateful  to  have  the  opportunity  to  provide  this  tes- 
timony on  behalf  of  the  American  Society  of  Hematology,  an  organi- 
zation of  7,000  physicians,  clinical  investigators,  and  basic  sci- 
entists dedicated  to  research,  education,  and  clinical  care  of  dis- 
orders of  the  blood. 

Many  medical  and  biomedical  research  organizations  come  before 
Congress  to  request  support  for  specific  projects  that  directly  bene- 
fit primarily  their  membership.  Today  we  are  here  to  make  no  such 
specific  requests.  I  wish  to  add  our  organization's  voice  to  that  of 
many  others  to  plead  the  case  for  continued  and  increased  support 
by  the  Congress  for  the  National  Institutes  of  Health  as  a  whole. 

NIH  is  one  of  the  best  investments  the  country  can  make.  The 
payoffs  come  in  both  humanitarian  and  economic  terms.  NIH-spon- 
sored  research  leads  to  longer  lives  and  better  quality  of  life.  Addi- 
tional economic  benefit  comes  from  filling  the  pipeline  of  a  bio- 
medical industry  that  now  contributes  over  $100  billion  to  the  U.S. 
economy  and  provides  200,000  high-paying,  high-skilled  jobs. 

Clinical  research  funded  by  the  National  Cancer  Institute  has  re- 
sulted in  virtually  all  of  the  major  advances  in  the  treatment  of 
cancer  in  the  last  30  years.  Basic  cellular  and  molecular  biology  re- 
search, funded  largely  by  NHLBI,  NIDDK,  and  NCI  over  the  last 
30  years,  resulting  in  the  discovery  of  hemopoietic  stem  cells,  has 
enabled  us  to  carry  out  bone  marrow  and  peripheral  blood — and 
now  umbilical  cord — stem  cell  transplantation,  which  has  been  life- 
saving  therapy  for  thousands  of  patients  annually. 
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Basic  research  on  how  to  make  stem  cells  survive  and  produce 
new  cells  in  culture,  sponsored  by  the  NIH,  led  to  the  discovery  and 
purification  of  bone  marrow  cell  growth  factors  and  cloning  of  their 
genes.  This  led  to  the  commercial  production  of  recombinant  eryth- 
ropoietin, which  has  given  a  new  lease  on  life  to  hundreds  of  thou- 
sands of  patients  with  severe  anemia  due  to  end-stage  kidney  dis- 
ease, and  also  led  to  the  development  of  white  blood  cell-stimulat- 
ing proteins  that  permit  hundreds  of  thousands  of  cancer  patients 
to  survive  the  side  effects  of  intensive  chemotherapy. 

Now  let  me  try  to  explain  on  a  more  personal  level  why  the  fi- 
nancial support  for  the  NIH  should  be  increased. 

One  Saturday  last  November,  at  Moffitt  Cancer  Center,  we  cele- 
brated Leukemia  Survivors'  Day  for  our  acute  leukemia  patients 
who  are  alive  and  in  remission  or  cured  of  leukemia.  Fifty  patients 
came,  with  their  husbands,  wives,  parents,  and  children.  We  hon- 
ored the  patients  and  their  families  for  their  spirit  and  fortitude  in 
fighting  the  illness;  the  nurses,  physicians,  and  other  health  care 
team  members  for  the  excellent  care  given  to  the  patients;  and  the 
NIH  and  other  organizations  for  supporting  the  research  that  made 
it  possible  for  each  of  those  patients  to  be  there  that  day.  What  a 
great  dividend  for  our  NIH  research  dollars. 

The  next  month  I  was  responsible  for  caring  for  all  of  the  hema- 
tology patients  hospitalized  at  Moffitt  Cancer  Center.  It  was  a  so- 
bering experience  when  two  of  those  patients  who  were  present  at 
Survivors'  Day  were  back  in  the  hospital  for  more  chemotherapy 
because  of  relapse  of  their  leukemia,  and  we  lost  them.  Leukemia 
strikes  people  who  do  nothing  wrong.  Hard  work,  self-reliance, 
clean  living,  and  a  humanitarian  soul  do  not  prevent  leukemia. 
When  I  think  about  the  fact  that  if  we  provide  the  best  state-of- 
the-art  care  available  for  patients  with  acute  myeloid  leukemia,  75 
percent  of  them  still  have  no  long-term  future  to  live  their  dreams. 

My  only  hope  is  that  with  continued  basic  and  clinical  research, 
the  day  will  come  soon  when  we  will  see  those  breakthroughs  that 
will  signal  the  end  of  acute  leukemia  as  the  killer  it  is  today. 

Sickle  cell  disease  is  another  devastating  illness  that  we  treat. 
The  recent  breakthrough  in  treatment  of  this  disease  came  from 
studies  supported  by  the  National  Heart,  Lung,  and  Blood  Insti- 
tute, in  which  a  low  dose  of  an  old-time  cancer  chemotherapy  drug 
was  found  to  reduce  the  incidence  of  severe  painful  crises  of  sickle 
cell  disease  by  up  to  50  percent,  with  minimal  or  no  side  effects. 
Aside  from  the  great  humanitarian  benefits,  in  economic  terms  it 
is  estimated  that  a  50  percent  reduction  in  incidence  of  severe 
painful  sickle  cell  crises  will  result  in  a  savings  of  $500  million  to 
over  $1  billion  in  annual  health  care  costs,  which  by  itself  will  be 
between  5  and  10  percent  of  the  entire  annual  NIH  budget. 

Hemophilia,  a  severe  hereditary  bleeding  disorder  which  you 
heard  about  earlier,  is  caused  by  malfunction  of  a  blood-clotting 
protein,  called  Factor  VIII,  and  other  forms  of  hemophilia  by  mal- 
functions of  other  blood-clotting  proteins,  such  as  Factor  IX. 

NHLBI-supported  research  developed  techniques  for  treatment 
with  Factor  VlII  derived  from  donated  blood  plasma  to  prevent  se- 
vere bleeds,  which  was  a  major  breakthrough  in  reducing  the  crip- 
pling effects  and  the  death  rate  from  hemorrhage  in  these  patients. 
Then  came  the  AIDS  epidemic;  and,  as  you  heard,  it  was  discov- 
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ered  that  this  life-saving  treatment  for  hemophilia  condemned 
thousands  of  patients  to  death  from  AIDS,  patients  who  did  noth- 
ing but  rely  on  Factor  VIII  purified  from  donated  blood  plasma  to 
survive. 

Technology  and  discoveries  supported  by  NIH  have  now  led  to 
the  production  of  pure  recombinant  Factor  VIII,  ensuring  that  no 
hemophilia  patient  ever  needs  to  be  exposed  to  HIV  again.  We  hope 
that  further  research  will  lead  to  a  cure  of  this  disease. 

We  understand  very  well  the  difficult  budgetary  situation  that 
you  face  this  year  and  in  the  coming  years.  We  are  especially  ap- 
preciative of  the  strong  support  of  biomedical  research  and  the  NIH 
by  this  committee,  which  has  resulted  in  a  substantial  increase  in 
NIH  funding  that  occurred  last  year  when  the  committee  was 
forced  to  cut  the  budget  of  many  other  important  programs.  Your 
ability  to  continue  to  provide  substantial  increases  in  funding  for 
NIH  should  be  made  even  easier  by  the  knowledge  that  large  ma- 
jorities of  the  American  people  believe,  and  state  repeatedly  in 
polls,  that  biomedical  research  should  be  at  or  near  the  top  of  na- 
tional budgetary  priorities. 

We  prefer  not  to  look  at  our  plea  for  further  substantial  increases 
in  NIH  funding  in  terms  of  competition  with  other  worthy  pro- 
grams. We  hope  that  the  humanitarian  issues,  the  importance  of 
maintaining  the  strong  lead  that  the  United  States  has  over  the 
rest  of  the  world  in  new  discoveries  in  biology  and  medicine,  and 
the  huge  economic  payoff  will  be  major  considerations  in  determin- 
ing our  country's  willingness  to  invest  heavily  in  biomedical  re- 
search, supported  by  the  NIH. 

If  I  may  be  permitted  on  a  personal  note,  also,  I  am  rapidly  clos- 
ing in  on  50  years  of  age,  and  I  have  now  been  supported  in  my 
research  by  the  NIH  for  about  20  years.  It  is  getting  more  and 
more  difficult  to  get  supported,  but  by  and  large,  experienced  inves- 
tigators^— as  I  am — can,  after  one  or  two  tries,  get  funded. 

What  has  become  a  devastating  problem  over  the  last  several 
years  as  the  funding  rate  has  gone  down  to  15  percent  on  grants 
is  that  the  younger  people  who  are  coming  into  the  field,  or  who 
might  be  coming  into  the  field,  look  at  us  as  senior  investigators 
who  are  struggling  all  the  time  and  spending  most  of  our  time  writ- 
ing grant  applications  because  it's  so  difficult  for  us  to  get  them. 
And  then  they  see  who  we  are,  who  are  having  trouble  getting 
them,  and  they  say,  "Who  am  I?  I  am  an  individual  who  has  no 
experience;  how  can  I  ever  get  funded?"  And  it's  just  turning  off  the 
pump. 

As  Division  Director  of  Hematology  and  Medical  Oncology,  I  am 
responsible  for  recruiting  individuals.  I  can  see  that  over  the  last 
15  years  the  number  of  applicants  out  there  is  going  way  down, 
and  I  am  very  frightened  that  we're  losing  a  whole  generation  of 
medical  researchers,  and  that  generation  can't  be  replaced. 

I  hope  that  you  will  take  all  of  those  remarks  into  consideration, 
and  I  thank  you  for  your  attention. 

[The  prepared  statement  follows:] 


359 

TESTIMONY 
OF 

DR.  KENNETH  ZUCKERMAN 
ON  BEHALF  OF 
AMERICAN  SOCIETY  OF  HEMATOLOGY 


BEFORE  THE 

HOUSE  SUBCOMMITTEE  ON  APPROPRIATIONS 
FOR 

LABOR,  HHS,  EDUCATION 
AND  RELATED  AGENCIES  APPROPRIATIONS 


U.S.  HOUSE  OF  REPRESENTATIVES 
FEBRUARY'28,  1996 


360 


I  am  pleased  to  provide  this  testimony  on  behalf  of  the  American  Society  of 
Hematology,  an  organization  of  nearly  7000  physicians,  clinical  investigators  and 
basic  scientists  dedicated  to  research,  education,  and  clinical  care  of  disorders  of  the 
blood,  ranging  from  inherited  diseases  such  as  hemophilia  and  sickle  cell  anemia,  to 
blood  cell  malignancies  such  as  leukemias,  lymphomas,  and  multiple  myeloma,  to 
immune  system  diseases,  including  AIDS. 

In  the  past,  many  medical  and  biomedical  research  organizations  have  appeared  before 
Congress  to  request  support  for  specific  pet  projects  that  directly  benefit  primarily 
their  membership.  Today  we  are  here  to  make  no  such  specific  requests.  I  wish  to 
add  our  organization's  voice  to  that  of  many  others  to  plead  the  case  for  continued  and 
increased  support  by  the  Congress  for  the  National  Institutes  of  Health.  The  NTH  is 
by  far  the  largest  provider  of  support  for  clinical  and  laboratory-based  biomedical 
research,  providing  more  than  1 00  times  the  research  dollars  of  all  of  the  combined 
support  derived  from  voluntary  charitable  biomedical  research  organizations  in  the 
United  States.  As  NIH  goes,  so  goes  biomedical  research  in  this  country.  We  believe 
that  support  for  peer-reviewed,  investigator-initiated  research  projects  is  the  keystone 
for  progress  in  the  prevention  and  cure  of  human  diseases;  and  this  is  the 
overwhelming  emphasis  of  the  NIH  in  funding  biomedical  research.  The  members 
of  this  committee,  both  Republicans  and  Democrats,  have  been  very  supportive  of  the 
NIH  and  its  methods  of  promoting  innovative  research  efforts  by  clinical  and  basic 
researchers  throughout  the  country.  We  and  the  American  people  are  deeply 
appreciative  of  your  insight  and  compassion  in  placing  biomedical  research  among  the 
highest  of  your  priorities,  and  we  trust  that  you  will  continue  to  support  the  NIH 
generously  in  the  future.  In  these  efforts,  you  have  the  overwhelming  support  of  the 
American  people,  75%  of  whom  routinely  report  in  polls  that  they  even  would  be 
willing  to  pay  higher  taxes  or  higher  insurance  premiums  to  sustain  improved  funding 
of  biomedical  research. 

Why  should  our  nation  support  biomedical  research  at  even  substantially  higher  than 
current  levels?  Because  it  is  one  of  the  best  investments  that  our  country  can  make, 
with  payoffs  many  times  higher  than  the  expenditures.  The  payoffs  come  in  both 
humanitarian  and  economic  terms.  Biomedical  research  leads  to  longer  lives  and 
better  quality  of  life.  The  economic  impact  comes  not  only  from  the  improved 
productivity  resulting  from  longer  life  spanand  better  qualtiy  of  life  of  patients,  but 
also  from  the  entrepreneurship  that  has  resulted  in  development  in  this  country  alone 
of  a  biomedical  industry  that  now  contributes  arjproximately  $1 00  billion  annually  to 
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the  economy  and  provides  200,000  high-paying,  high-skill  jobs.  In  just  2  years,  from 
1 993  to  1995,  there  has  been  a  doubling  from  49  to  98  companies  involved  in  cancer 
drug  development  alone. 

Why  should  we  support  primarily  investigator- initiated  research?  While  it  certainly 
is  important  to  be  able  to  target  some  funding  to  certain  high  priority  research 
problems,  it  is  part  of  the  essence  of  scientific  discovery  that  good  ideas  often  lead  to 
serendipitous  findings  that  are  far  more  important  and  far-reaching  than  anyone  could 
have  imagined  from  the  original  research  plans.  For  example,  studies  of  antibody- 
production  by  malignant  plasma  cells  in  mice  led  directly  to  the  discovery  of  how  to 
produce  monoclonal  antibodies  that  rapidly  revolutionized  research  into  protein 
identification,  purification,  and  function.  Subsequently,  monoclonal  antibodies  have 
resulted  in  new  classes  of  routinely  used,  highly  sensitive  and  specific  clinical 
diagnostic  laboratory  products,  radiologic  agents  for  finding  hidden  sites  of  cancer, 
and  promising  treatments  for  cancer,  arthritis,  and  serious  infections,  and  for 
prevention  of  organ  transplant  rejection.  There  are  dozens  of  new  biotechnology 
companies,  with  thousands  of  skilled  employees  that  are  in  business  primarily  for  the 
purpose  of  producing  clinically  useful  monoclonal  antibodies.  Another  similar 
example  is  that  NTH-sponsored  research  into  the  basic  biology  of  viruses  led  to  the 
beginning  of  the  technology  of  the  entirely  new  field  of  molecular  biology,  which  has 
been  critical  to  almost  all  important  new  biomedical  research  advances  of  the  last 
decade.  This  techology  has  resulted  in  the  ability  of  the  biotechnology  industry  to 
produce  new  classes  of  diagnostic  tests  and  pure,  safe,  synthetic,  therapeutic 
recombinant  proteins,  such  as  insulin  for  diabetics,  factor  VIII  for  hemophilia  patients, 
and  bone  marrow  cell  growth  factors  to  aid  patients  with  severe  anemia  due  to  chronic 
kidney  failure,  and  to  reduce  the  rate  of  serious  infections  in  cancer  chemotherapy 
patients  by  stimulating  white  blood  cell  production. 

T  would  like  to  present  to  you  just  a  few  examples  of  the  benefits  of  NTH-sponsored 
research  conducted  by  numerous  members  of  the  American  Society  of  Hematology. 
The  National  Cancer  Institute  sponsored  studies  of  the  mechanisms  of  action  of  drugs 
such  as  5-azacytidine  and  hydroxyurea,  which  have  been  used  in  the  treatment  of 
malignancies  for  many  years.  It  was  found  that  these  drugs  could  activate  certain 
genes  and  turn  on  their  ability  to  produce  certain  proteins.  One  of  these  proteins  is  a 
form  of  the  oxygen-carrying  molecule,  hemoglobin,  which  is  produced  in  large 
quantities  normally  only  during  fetal  life  and  is  produced  only  at  very  low  levels  in 
adults.  Studies  supported  by  the  National  Heart,  Lung,  and  Blood  Institute  had  shown 
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that  patients  with  sickle  cell  disease  who  incidentally  had  high  levels  of  fetal 
hemoglobin  in  their  blood  had  a  far  lower  incidence  and  severity  of  incapacitating 
episodes  of  severe  bone  pain  than  the  vast  majority  of  sickle  cell  patients  who  did  not 
have  elevated  fetal  hemoglobin  levels.  This  led  to  the  NHLBI  recently  sponsoring 
a  nationwide  study  of  hydroxyurea  in  elevating  fetal  hemoglobin  levels  and  reducing 
the  number  of  pain  crises  in  sickle  cell  disease  patients.  This  study  showed  a  dramatic 
improvement  in  the  treated  group,  and  hydroxyurea  now  has  become  a  standard 
treatment  for  sickle  cell  disease  patients  who  have  had  frequent  painful  crises.  It  is 
estimated  that  a  50%  reduction  in  the  incidence  of  severe  painful  sickle  cell  crises  will 
result  in  a  savings  of  $500  million  to  over  $  1  billion  dollars  in  annual  health  care 
costs,  which  by  itself  is  5-10%  of  the  entire  NIK  budget. 

Recombinant  molecular  biology  technology  was  used  in  NHLBT-sponsored  research 
to  identify  the  gene  that  is  responsible  for  producing  human  factor  VIII,  the  protein 
that  is  abnormal  in  patients  with  hereditary  hemophilia,  who  have  a  severe  bleeding 
disorder.  The  only  treatment  previously  available  for  these  patients  was  factor  Vm 
purified  from  the  pooled  blood  plasma  obtained  from  tens  of  thousands  of  donors.  As 
a  result,  thousands  of  these  hemophilia  patients,  the  vast  majority  of  those  who 
received  such  products  from  the  late  1970's  until  1985,  tragically  acquired  AIDS  as 
a  result  of  their  treatments.  Now  the  basic  research  work  of  the  1980's,  largely 
supported  by  the  NHLBI,  has  resulted  in  the  easy  availability  of  pure  factor  VIII 
produced  from  the  genetically  engineered  viruses,  which  is  free  of  any  chance  of 
being  infected  with  HIV,  ensuring  that  no  new  hemophilia  patients  ever  need  to  be 
exposed  to  HTV  in  order  to  treat  their  serious  bleeding  disorder. 

Clinical  research  funded  by  the  National  Cancer  Institute,  particularly  through  its 
support  for  Comprehensive  Cancer  Centers,  nationwide  Clinical  Cooperative  Cancer 
Treatment  Study  Groups,  and  innovative  treatment  trials  done  by  individual 
investigators  in  collaboration  with  the  NCI  Cancer  Treatment  and  Evaluation 
Program,  has  resulted  in  virtually  all  of  the  major  advances  in  the  treatment  of  cancer 
in  the  last  30  years.  Such  research  support  is  responsible  for  the  current  cure  rates  of 
90%  in  testicular  cancer,  75%  in  childhood  acute  lymphoblastic  leukemia,  75-80%  in 
Hodgkin's  disease,  80+%  in  early  breast  cancer,  30-60%  in  certain  forms  of  non- 
Hodgkin's  lymphomas,  and  20-25%  in  adult  acute  myeloid  leukemia  (a  previously 
uniformly  fatal  disease). 


Cellular  and  molecular  biology  research  conducted  by  members  of  the  American 
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Society  of  Hematology  and  funded  largely  by  NTDDK,  NHLBI.  and  NCI  over  the  last 
30  years  resulted  in  the  discovery  of  hemopoietic  stem  cells,  those  cells  which  are 
individually  capable  of  repopulating  an  entire  bone  marrow  for  life  to  produce 
oxygen-carrying  red  blood  cells,  infection-fighting  white  blood  cells.,  and  hemorrhage- 
preventing  platelets.  This  research  has  been  directly  responsible  for  our  ability  to 
carry  out  bone  marrow  transplantation,  life  saving  therapy  for  thousands  of  patients 
each  year,  which  while  expensive  has  been  demonstrated  clearly  to  be  far  less 
expensive  than  the  cost  of  caring  for  patients  who  eventually  die  of  diseases  that  could 
have  been  cured  with  the  help  of  bone  marrow  stem  cell  transplantation,  to  say 
nothing  of  the  inestimable  value  of  saving  the  lives  of  patients  with  otherwise 
incurable  diseases.  Parenthetically,  we  are  particularly  proud  that  a  former  president 
of  our  organization,  E.  Donna)  Thomas,  recently  won  the  Nobel  Prize  for  his 
pioneering  and  persistent  work  in  bone  marrow  transplantation.  Although  bone 
marrow  transplantation  might  seem  to  be  a  sufficient  payoff  for  support  of  stem  cell 
research,  far  more  has  been  accomplished.  With  the  ability  to  purify  stem  cells  and 
to  grow  them  in  culture  in  the  laboratory  comes  the  great  promise  that  in  the  not-too- 
distant  future,  by  combining  our  knowledge  about  the  stem  cell  with  our  molecular 
biology  skills  to  insert  genes  into  these  stem  cells,  we  will  be  able  to  use  genetic 
therapy  to  cure  such  devastating  illnesses  as  sickle  cell  disease,  thalassemia,  severe 
immune  deficiencies,  and  AIDS,  and  to  help  in  the  cure  of  many  forms  of  cancer.  But 
even  more  has  been  gained  from  the  relatively  small  investment  of  NIH  in  stem  cell 
research.  We  have  learned  that  there  are  many  specific  growth  factors  that  support  the 
survival  of  these  stem  cells  and  are  responsible  for  their  development  into  mature, 
functioning  blood  cells.  These  research  findings  have  led  to  the  discovery  and 
purification  of  erythropoietin  and  the  DNA  responsible  for  its  production.  This 
hormone  stimulates  red  blood  cell  production  and  recombinant  DNA-derived 
erythropoietin  has  given  a  new  lease  on  life  to  hundreds  of  thousands  of  patients  with 
severe  anemia  due  to  end-stage  kidney  disease,  has  greatly  improved  the  quality  of  life 
of  tens  of  thousands  of  other  patients  with  anemia  due  to  cancer  or  arthritis,  and  has 
resulted  in  a  revolution  in  the  ability  of  patients  to  donate  their  own  blood  to  be  stored 
and  returned  to  them  at  a  later  date  when  they  need  to  undergo  surgery.  Similarly, 
granulocyte  colony  stimulating  factor  and  granulocyte-macrophage  colony  stimulating 
factor,  which  were  found  to  be  responsible  for  stimulating  production  of  white  blood 
cells  that  are  necessary  for  fighting  infections,  now  are  produced  from  recombinant 
DNA.  These  drugs  have  permitted  hundreds  of  thousands  of  cancer  patients  to 
survive  the  side  effects  of  intensive  chemotherapy  in  order  to  enhance  the  chances  of 
their  cancers  being  cured.  Thrombopoietin,  which  is  undergoing  clinical  trials  now, 
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promises  to  help  prevent  the  threat  of  severe  bleeding  which  occurs  when 
chemotherapy  drugs  prevent  the  bone  marrow  from  producing  sufficient  numbers  of 
platelets.  Untold' numbers  of  lives  have  been  saved  and  quality  of  life  improved  by 
these  drugs,  which  are  a  direct  result  of  the  investment  in  stem  cell  research  by  NIH 
and  the  American  people.  Although  the  dollar  impact  of  these  medications  is  difficult 
to  calculate,  just  one  biotechnology  company  that  was  built  almost  entirely  on  these 
drugs,  Amgen  Corp.,  is  now  a  multi-  billion  dollar  corporation  with  hundreds  of 
millions  of  dollars  of  sales  per  year,  which  employs  several  thousand  workers  in  high- 
skill,  high-salary  jobs  and  exports  its  products  and  technology  to  countries  all  over  the 
world. 

Mr.  Chairman  and  members  of  the  committee,  we  understand  very  well  the  difficult 
budgetary  situation  that  you  face  this  year,  and  we  greatly  appreciate  the  generous 
support  of  this  committee  for  the  NIH  and  biomedical  research  in  the  past  We  are 
especially  appreciative  of  the  strong  support  of  this  committee,  which  resulted  in  the 
5.7%  increase  in  NIH  funding  that  occurred  last  year,  when  the  committee  was  forced 
to  cut  the  budget  of  many  other  important  programs.  We  prefer  not  to  look  at  our  plea 
for  further  substantial  increases  in  NIH  funding  in  terms  of  competition  with  other 
worthy  programs.  We  hope  that  the  humanitarian  issues,  the  importance  of 
maintaining  the  strong  lead  that  the  United  States  has  over  the  rest  of  the  world  in  new 
discoveries  in  biology  and  medicine,  and  the  huge  payoffs  in  terms  of  economic 
prosperity  of  our  country  will  be  the  major  considerations  in  determining  our 
country's  willingness  to  invest  in  the  clearly  demonstrable  high  yield  of  biomedical 
research  supported  by  the  NIH.  We  believe  that  viewing  the  NIH  budget  simply  as 
an  expenditure  would  be  extremely  short-sighted.  The  less  than  1  %  of  the  federal 
budget  that  is  committed  to  NTH  has  historically  yielded  far  more  in  direct  economic 
benefit  and  uncountable  indirect  contributions  to  our  economy,  making  it  easily 
among  the  best  investments  the  country  could  make.  Your  ability  to  provide 
substantial  increases  in  funding  for  NIH  should  be  made  even  easier  by  the  knowledge 
that  large  majorities  of  the  American  people  believe  that  biomedical  research  should 
be  at  or  near  the  top  of  national  budgetary  priorities;  and  they  back  this  belief  by  their 
clearly  stated  willingness,  in  spite  of  a  highly  anti-tax  environment  overall,  to  pay 
higher  taxes  or  health  insurance  premiums,  if  that  is  necessary  in  order  to  provide 
higher  levels  of  federal  funding  for  biomedical  research.  Thank  you  very  much  for 
your  attention. 
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Mr.  BONILLA.  Thank  you  very  much,  Dr.  Zuckerman.  I  am  appre- 
ciative, and  so  are  the  other  members  of  this  committee,  of  your  re- 
marks on  how  we  have  worked  in  a  bipartisan  way.  This  is  a 
unique  committee  because  we  all  agree  on  biomedical  research  and 
we  agree  on  the  NIH.  There's  no  "magic  money,"  so  we  always  have 
to  find  it  somewhere,  and  I  have  the  feeling  that  we're  going  to  con- 
tinue to  find  it,  no  matter  what  we  have  to  do.  It's  very  important. 

Thank  you  very  much. 


Wednesday,  February  28,  1996. 

WITNESS 

SIDNEY  C.  SMITH,  JR.,  M.D.,  AMERICAN  HEART  ASSOCIATION 

Mr.  Bonilla.  We  will  now  be  pleased  to  hear  from  Dr.  Sidney 
Smith,  President  of  the  American  Heart  Association. 

Before  you  begin,  Dr.  Smith,  I  want  to  point  out  that  last  night 
I  watched  the  coverage  on  ABC  World  News  Tonight  on  the  Amer- 
ican Heart  Association's  event  here  in  Washington.  Frankly,  I  was 
very  impressed  that  the  Heart  Association  would  come  out  with 
such  a  bold  statement  as  it  did. 

Dr.  Smith.  Thank  you.  I  will  address  that  in  my  informal  com- 
ments. 

I  am  pleased  to  represent  the  American  Heart  Association's  testi- 
mony— appropriately,  during  February,  American  Heart  Month, 
and  I  would  like  to  begin  by  commending  this  subcommittee's  lead- 
ership and  its  championship  of  increased  funding  for  NIH.  Heart 
attack,  stroke,  and  other  cardiovascular  diseases  remain  America's 
number  one  killer  and  leading  cause  of  disability.  Cardiovascular 
diseases  are  responsible  for  more  than  42  percent  of  American 
deaths,  claiming  a  life  every  33  seconds.  Heart  attack  and  stroke 
still  occur  in  epidemic  proportions.  Heart  attack,  America's  single 
largest  killer,  Mils  more  than  five  times  as  many  females  as  breast 
cancer,  and  is  the  leading  cause  of  death  in  women.  Stroke  is 
America's  number  three  killer. 

Of  concern,  the  deaths  from  heart  attack,  stroke,  and  other  car- 
diovascular diseases  began  to  rise  in  1993,  after  years  of  decline — 
a  very  important  point,  I  believe,  this  change  in  the  trend.  More 
than  one  out  of  four  Americans  suffer  from  cardiovascular  disease 
at  an  estimated  cost  of  $151  billion  in  1996.  But  the  NIH  fiscal 
year  1994  heart  and  stroke  research  budget,  when  compared  to 
these  expenditures  of  $151  billion  equal  only  .6  percent  of  the  ex- 
penses of  these  diseases. 

NCHS  reports  that  elimination  of  all  major  forms  of  cardio- 
vascular disease  would  increase  life  expectancy  by  10  years.  In  con- 
trast, if  all  forms  of  cancer  were  eradicated,  the  increase  would 
only  be  three  years. 

But  fewer  Federal  research  dollars  are  spent  on  heart  and  stroke 
research  than  on  other  major  diseases.  I  would  like  to  emphasize 
that  while  we  do  not  advocate  cutting  other  research — a  very  im- 
portant point — we  do  believe  that  cancer  and  AIDS  research  fund- 
ing should  serve  as  benchmarks  for  the  funding  of  heart  and  stroke 
research. 

\ 
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A  national  survey  commissioned  by  the  AHA  and  released  yester- 
day showed  that  92  percent  of  the  respondents  want  the  United 
States  to  maintain  world  leader  status  in  heart  and  stroke  re- 
search. The  overwhelming  number  of  respondents  favored  an  in- 
crease in  Federal  funding  for  heart  research — that's  79  percent  of 
the  group — and  stroke  research,  77  percent. 

The  American  Heart  Association  supports  the  Ad  Hoc  Group  for 
Medical  Research  Funding's  fiscal  year  1997  proposal  of  $12.7  bil- 
lion for  NIH.  NHLBFs  research  and  disease  prevention  portfolio 
produces  major  cost-effective  advances,  and  the  NHLBI  effectively 
translates  new  science  into  public  benefit.  But  the  steady  decline 
in  relative  support  for  NHLBI  compared  to  other  Institutes  is  a 
major  concern.  In  constant  dollars  since  1985,  the  NIH  budget  has 
increased  by  31.3  percent.  This  compares  to  only  a  4.5  percent  in- 
crease for  NHLBI,  yet  heart  disease  and  stroke  are  the  leading 
causes  of  death  and  disability  in  the  country  today. 

The  fiscal  year  1996  appropriations  reduced  NHLBI  buying 
power  below  its  fiscal  year  1987  level,  restricting  the  initiation  of 
many  promising  areas  of  research.  We  advocate  a  fiscal  year  1997 
appropriation  of  $1.5  billion  for  NHLBI. 

Promising  NHLBI  research  opportunities  for  innovative  cost-sav- 
ing approaches  to  the  diagnosis,  treatment,  and  prevention  of  heart 
attack  and  stroke,  which  could  be  funded  with  more  resources,  in- 
clude studies  to  further  understand  the  causes  of  blood  clots;  de- 
velop new  diagnostic  and  preventive  methods;  advance  the  treat- 
ment of  congestive  heart  failure,  the  disease  that  took  the  life  of 
esteemed  former  subcommittee  chairman,  Mr.  Natcher.  Heart  fail- 
ure is  now  the  leading  cause  for  hospitalization  for  Americans 
under  the  age  of  65.  Assess  the  role  of  folic  acid  and  vitamins  B6 
and  B12  in  preventing  heart  attack,  stroke,  and  other  peripheral 
vascular  diseases,  and  determine  whether  magnesium  can  reduce 
death  by  preventing  irreversible  damage  when  blood  flow  is  re- 
stored after  a  heart  attack. 

Now  I  would  like  to  review  stroke,  America's  number  three  killer 
and  the  leading  cause  of  permanent  disability.  Stroke  strikes  an 
American  every  60  seconds,  or  500,000  each  year,  killing  a  victim 
every  three  and  a  half  minutes.  Most  stroke  survivors  are  perma- 
nently disabled.  America's  3.8  million  stroke  survivors  often  face 
years  of  debilitating  impairment,  emotional  distress,  and  over- 
whelming medical  costs.  Stroke  will  cost  an  estimated  $23  billion 
in  1996,  yet  the  fiscal  year  1996  appropriation  will  allow  only  $75.6 
million  in  NINDS-supported  stroke  research. 

With  the  paucity  of  resources  devoted  to  stroke,  the  promise  of 
the  "Decade  of  the  Brain"  cannot  be  fulfilled.  Congressional  support 
of  NINDS  produced  the  first  effective  treatment  to  reduce  long- 
term  disability  for  sufferers  of  clot-caused  stroke.  We  believe  that 
NINDS  must  receive  sufficient  funds  to  continue  research  in  stroke 
prevention  and  treatment.  A  fiscal  year  1997  appropriation  of 
$95,500,000  for  stroke  would  allow  NINDS  to  expand  public  edu- 
cation and  continue  research  leading  to  the  goal  of  prevention  of  80 
percent  of  strokes  within  the  "Decade  of  the  Brain." 

I  would  like  to  close  by  thanking  the  members  of  this  committee 
for  the  tremendous  support  which  you  have  given  to  NIH  over  the 
years,  and  echo  the  statements  of  those  before  me,  of  my  tremen- 
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dous  concern  over  the  potential  loss  of  funding  for  a  generation  of 
researchers,  and  again  emphasize  the  need  for  further  resources  to 
be  dedicated  toward  research  in  heart  disease  and  stroke.  It  is  a 
major  problem  for  our  country  today. 
[The  prepared  statement  follows:] 
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The  American  Heart  Association,  committed  to  reducing  disability  and  death  from  heart  attack,  stroke  and 
other  cardiovascular  diseases,  works  with  federal  agencies  responsible  for  research,  education  and  prevention 
programs.  Our  comments  and  FY  1997  funding  recommendations  for  programs  of  major  interest  follow. 

Research  and  prevention  programs  save  lives  and  money.  Yet,  currently,  only  3  cents  of  every  health  care 
dollar  goes  to  overall  medical  research.  But,  a  nationwide  1995  Harris  poll,  commissioned  by  Research 'America, 
found  that  65  percent  oppose  cuts  in  medical  research  and  73  percent  would  pay  higher  taxes  to  support  more 
medical  research.  The  AHA  commends  this  Committee's  strong  support  of  research  and  prevention  programs. 

Heart  attack,  stroke  and  other  cardiovascular  diseases  remain  America's  No.  1  killer  since  1919  and  a  leading 
cause  of  disability.  Cardiovascular  diseases  cause  a  death  every  33  seconds  in  the  United  States,  killing  more  than 
954,000  Americans  each  year,  including  more  than  150,000  under  age  65.  Heart  attack,  America's  single  largest 
killer,  kills  more  than  5  times  as  many  females  as  breast  cancer.  Stroke,  America's  third  largest  killer,  is  the  chief 
cause  of  permanent  disability.  More  than  60  percent  of  fatal  stroke  victims  are  female.  Based  on  a  lifespan  of 
74  years,  cardiovascular  diseases  accounted  for  4.7  million  years  of  potential  life  lost  in  1992. 

When  discussing  the  fruits  of  medical  research,  most  scientists  point  to  the  decline  in  the  age-adjusted  death 
rates  from  heart  attack  and  stroke.  But,  deaths  from  heart  attack,  stroke  and  other  cardiovascular  diseases  in  the 
United  States  began  to  rise  in  1993  after  falling  for  years  and  may  continue  to  increase.  Heart  attack  and  stroke 
still  occur  in  epidemic  proportions.  A  1994  Gallup  poll  showed  that  54  percent  of  Americans  have  a  family  history 
of  heart  disease  or  stroke.  Also  congenital  (existing  at  birth)  heart  defects  are  the  most  common  birth  defect,  the 
major  cause  of  birth  defects-related  deaths  and  an  important  cause  of  childhood  disability. 

More  than  60  million  Americans— 1  in  4— suffer  from  heart  attack,  stroke  or  other  cardiovascular  diseases  at  an 
estimated  cost  of  $151  billion  in  medical  expenses  and  lost  productivity  in  1996.  Stroke  accounts  for  more  than 
$23  billion  of  this  amount.  About  8  million  Americans  age  15  and  older  suffer  disabilities  from  cardiovascular 
diseases.  But,  National  Institutes  of  Health's  FY  1994  heart  and  stroke  research  budget,  when  compared  to  this 
nation's  expenditures  to  treat  cardiovascular  diseases,  including  physician  and  nursing  services,  hospital  and 
nursing  home  services,  drugs  and  lost  output,  equaled  only  0.6  percent  of  those  expenses.  This  is  an  unacceptable 
percentage  for  any  forward  looking  enterprise.  America  is  jeopardizing  its  future  by  failing  to  support  promising, 
cost-effective  discoveries  that  could  pave  the  way  to  disease  prevention  and  cure. 

The  National  Center  for  Health  Statistics  reports  that  elimination  of  heart  attack,  stroke  and  all  other  major 
forms  of  cardiovascular  diseases  would  increase  life  expectancy  by  about  10  years;  but,  if  all  forms  of  cancer  were 
eradicated,  the  increase  would  be  only  3  years.  In  FY  1994,  the  Department  of  Health  and  Human  Services  spent 
37  times  more  on  research  funding  per  AIDS  death  than  was  spent  per  heart  death.  Similarly,  regarding  dollars 
spent  per  death,  AIDS  funding  exceeded  stroke  funding  by  5 1  to  1.  Cancer  funding  exceeded  stroke  funding  by 
5  to  1  and  heart  disease  funding  by  4  to  1.  The  AHA  does  not  advocate  cutting  other  research,  but  believes  that 
cancer  and  AIDS  research  funding  represent  benchmarks  for  funding  of  heart  and  stroke  research  A  national 
survey  commissioned  by  the  AHA  in  January  1996  showed  that  92  percent  of  the  respondents  want  the  United 
States  to  maintain  its  world-leader  status  in  heart  and  stroke  research.  The  overwhelming  number  of  respondents 
support  increased  federal  funding  for  heart  research  (79  percent)  and  stroke  research  (77  percent). 

National  Institutes  of  Health 

NTH-supported  research  brings  down  America's  spiraling  health  care  costs,  provides  Americans  with  cutting- 
edge  treatment  and  prevention  efforts,  produces  jobs  and  maintains  America's  status  as  the  world  leader  in  the 
biotechnology  and  pharmaceutical  industries.  To  provide  for  a  modest  growth  in  biomedical  research,  the  AHA 
supports  the  FY  1997  Ad  Hoc  Group  for  Medical  Research  Funding's  proposal  of  $12.72  billion  for  the  NTH. 
Within  this  amount  our  recommendations  for  specific  institutes  follow. 

National  Heart,  Lung,  and  Blood  Institute 

The  NHLBI's  research  and  disease  prevention  portfolio  has  been  highly  effective.  A  high  priority  is  given  to 
research  project  grants.  But,  the  NHLBI  stresses  other  key  program  mechanisms,  such  as  clinical  trials,  population 
studies,  specialized  centers  of  research,  demonstration  and  education  research,  training  programs,  research  and 
development  contracts  and  education  and  prevention  programs.  This  carefully  balanced  approach  has  contributed 
to  success  of  NHLBI  programs  and  has  enhanced  effectiveness  in  translating  science  into  public  benefit.  For 
example,  the  decline  in  the  age-adjusted  stroke  death  rate  is  in  part  attributable  to  NHLBI  research  on  blood  vessel 
disorders  such  as  high  blood  pressure  and  blood  clots. 

The  Institute's  research  programs  have  produced  major,  cost  effective  advances,  some  of  which  follow.  An 
NHLBI-supported  clinical  trial,  co-sponsored  with  the  National  Institute  on  Aging,  showed  that  an  inexpensive, 
commonly-used  antihypertensive  drug  reduced  stroke  and  heart  attack  in  victims  of  systolic  hypertension  (SH),  a 
form  of  high  blood  pressure  that  afflicts  about  3  million  older  Americans.  Nationwide  treatment  of  SH  in  the 
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elderly  could  save  at  least  $30  million  a  year  in  health  care  costs.  Another  clinical  trial  revealed  that  the  use  of  an 
angiotensin  converting  enzyme  (ACE)  inhibitor  reduced  deaths  and  hospitalizations  of  congestive  heart  failure 
victims.  Appropriate  use  of  an  ACE  inhibitor  to  treat  chronic  heart  failure  could  prevent  approximately  10,000  to 
20.000  deaths  and  about  100.000  hospitalizations  annually.  Associated  savings  are  estimated  at  $1  billion. 

NHLBI-funded  research  showed  that  a  blood  test  to  diagnose  or  rule  out  heart  attack  within  the  first  6  hours  of 
symptoms  could  reduce  coronary  care  unit  admissions  by  30  to  70  percent,  with  a  potential  cost  savings  of  about 
$4  billion  a  year.  The  NHLBI-sponsored  Treatment  of  Mild  Hypertension  Study  showed  that  lifestyle  changes  in 
combination  with  drug  treatment  were  the  best  way  to  reduce  mildly  elevated  blood  pressure.  This  therapy  lowered 
incidence  of  heart  enlargement  and  other  major  cardiovascular  diseases  and  enhanced  quality  of  life.  Another 
NHLBI  trial.  Antihypertensive  and  Lipid-Lowering  Treatments  to  Prevent  Heart  Attack,  is  studying  effectiveness 
and  safety  of  newer  calcium  channel  blocker  drugs  in  preventing  heart  attack  and  death  as  compared  to  less  costly 
widely-used  diuretic  drugs.  High  blood  pressure,  the  most  pervasive  cardiovascular  disease,  is  the  most  critical 
stroke  risk  factor  and  a  leading  cause  of  heart  attack  and  kidney  and  heart  failure. 

The  Postmenopausal  Estrogen/Progestin  Interventions  Trial  (PEPI),  the  first  major  clinical  trial  to  study  the 
effects  of  hormone  replacement  therapy  on  heart  disease  risk  factors  in  postmenopausal  women,  administered  and 
primarily  funded  by  the  NHLBI,  showed  that  hormone  replacement  therapy  provided  meaningful  increases  in  HDL 
or  good  cholesterol  in  postmenopausal  women.  Hormone  replacement  therapy  also  reduced  two  other  heart  disease 
risk  factors:  LDL  or  bad  cholesterol  and  fibrinogen-a  blood  clotting  factor  predictive  of  stroke  and  heart  attack. 

The  NHLBI-sponsored  Bypass  Angioplasty  Revascularization  Intervention  demonstrated  that  either  bypass 
surgery  or  angioplasty  to  open  blocked  arteries  resulted  in  comparable  medical,  economic  and  quality -of-life 
outcomes  after  five  years.  Bypass  surgery  produced  fewer  deaths  than  angioplasty  for  drug-dependent  diabetics  . 
Now  angiogenic  therapy,  an  alternative  to  angioplasty  or  bypass  surgery,  show  promise.  It  uses  drugs  to  help  the 
heart  grow  new  blood  vessels  to  carry  blood  around  obstructed  arteries.  Since  an  agent  for  this  purpose  was  found 
safe  and  effective  in  laboratory  studies.  NHLBI-supported  researchers  are  evaluating  its  safety  in  humans. 

Two  NHLBI-supported  studies  have  shown  the  value  of  starting  preventive  measures  early  in  life.  The  Dietary 
Interv  ention  Study  in  Children  showed  that  cutting  fat  in  the  diet  of  students  with  high  cholesterol  is  a  practical 
and  safe  way  to  reduce  their  cholesterol  levels.  The  Child  and  Adolescent  Trial  for  Cardiovascular  Health  found 
that  school-based  interventions  helped  cut  fat  in  lunches  and  elevate  intensity  of  physical  education  classes. 

Other  NHLBI  research  has  led  to  development  of  pre-clinical  diagnostic  tests  for  hypertrophic  cardiomyopathy, 
the  most  common  inherited  heart  disease  and  major  cause  of  sudden  death  in  healthy  youngsters;  evolution  of  a 
diagnostic  test  to  identify  patients  without  obvious  heart  defects  who  have  abnormal  heart  pain  sensitivity  that 
results  in  chest  pain:  demonstration  that  many  types  of  congenital  heart  defects  can  be  attributed  to  genetic 
defects-often  a  simple,  identifiable  genetic  defects;  assessment  of  whether  reducing  cholesterol  levels  by  drug 
treatment  or  warfarin  will  stop  progress  of  late  graft  atherosclerosis  after  coronary  bypass  surgery  ,  and  evaluation 
of  effectiveness  of  digitalis  in  treating  congestive  heart  failure.  Findings  from  these  studies  will  provide 
opportunities  for  health  care  cost  savings  and  for  new  knowledge  and  treatment 

The  steady  decline  in  relative  support  for  the  NHLBI,  compared  to  other  institutes,  is  a  major  concern.  In 
constant  dollars  since  1985,  the  NTH  budget  has  increased  by  3 1.3  percent  compared  to  4.5  percent  for  the  NHLBI. 
The  NHLBI's  FY  1996  appropriation  is  a  4.5  percent  increase  over  the  FY  1995  comparable  level  without  the 
National  Marrow  Donor  program.  The  FY  1996  appropriation  has  reduced  NHLBI's  buying  power  below  its 
FY  1987  level,  restricting  initiation  of  many  promising  areas  of  research. 

The  AHA  advocates  an  FY  1997  appropriation  of  $1.5  billion  for  the  NHLBI,  allowing  expansion  of  current 
programs  to  more  sufficient  levels  and  initiation  of  newTesearch.  Promising  research  opportunities  for  innovative, 
cost-saving  approaches  to  the  diagnosis,  treatment  and  prevention  of  cardiovascular  diseases,  such  as  heart  attack 
and  stroke,  which  could  be  exploited  with  more  resources,  include: 

•  heart  failure:  to  identify  the  role  and  limitations  of  adaptive  mechanisms  that  strengthen  the  failing  heart  or 
cause  the  sick  but  compensated  heart  to  fail.  Improved  knowledge  of  these  processes  will  lead  to  better  treatment 
of  congestive  heart  failure,  the  leading  cause  of  hospitalization  for  Americans  over  age  65  and  a  key  cause  of 
disability.  About  4.7  million  Americans  suffer  from  congestive  heart  failure  at  an  annual  cost  of  $17.8  billion; 

•  nutrient  supplements  for  prevention  of  cardiovascular  diseases:  to  assess  the  effects  of  folic  acid,  vitamin  B6  and 
vitamin  B12  in  reducing  blood  levels  of  the  amino  acid,  homocysteine.  Elevated  levels  of  this  organic  compound 
have  been  found  in  those  suffering  from  heart  attack,  stroke  and  peripheral  vascular  disease; 

•  improvement  in  treatment  of  heart  attack:  to  determine  whether  magnesium  can  reduce  death  by  preventing 
irreversible  damage  that  often  occurs  when  blood  flow  is  restored  to  the  heart  after  a  heart  attack.  Results  of  the 
research  could  confirm  a  simple,  safe,  attractive  and  low  cost  therapy  for  heart  attack; 

•  arterial  thrombosis:  to  explore  basic  and  clinical  research  opportunities  to  improve  understanding  of  the  causes 
of  blood  clots  in  blood  vessels  and  develop  new  diagnostic,  treatment  and  preventive  methods; 
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•  inner  lining  (endothelium)  of  the  heart  and  blood  vessels:  to  study  how  the  normal  endothelium  protects  the 
heart  and  blood  vessels,  how  it  becomes  injured  by  cardiovascular  diseases  and  how  to  prevent  or  repair  injury. 
This  study  will  provide  key  leads  for  effective  treatment  and  prevention  of  heart  attack  and  stroke; 

•  gene-nutrient  interactions  in  congenital  heart  defects:  to  identify  mechanisms  by  which  nutrients  interact  with 
genes  necessary  for  normal  heart  development.  Results  of  this  initiative  may  lead  to  recognition  of  whether 
genes  regulating  heart  development  also  regulate  nutrient  metabolism  and  whether  products  of  these  genes 
require  certain  nutrients  to  function  properly.  The  research  may  also  lead  ultimately  to  new  approaches  for  the 
prevention  of  up  to  35  types  of  recognized  congenital  heart  defects.  Topics  of  interest  include  molecular  and 
genetic  studies  of  heart  development  in  nonhuman  models  and  small  epidemiological  studies  on  the  role  of 
nutrients  in  the  development  of  human  congenital  heart  defects; 

•  mechanisms  of  high  blood  pressure  in  African-American  men  and  women:  to  enhance  understanding  of  causes 
of  hypertension,  which  is  more  common  and  severe  in  blacks  than  whites.  Research  findings  will  improve  high 
blood  pressure  treatment  and  lead  to  the  prevention  of  the  cardiovascular  complications  of  hypertension, 
including  heart  attack,  stroke,  heart  failure  and  kidney  failure; 

•  cardiovascular  disease  and  menopause:  to  determine  whether  increases  in  LDL  or  bad  cholesterol  at  the  time  of 
menopause  can  be  prevented  or  lowered  with  intensive  lifestyle  changes,  including  diet  and  exercise,  thereby 
decreasing  the  risk  of  heart  attack  in  middle-aged  and  elderly  women. 

National  Institute  of  Neurological  Disorders  and  Stroke 

Stroke  (Brain  Attack)  is  America's  third  largest  killer,  the  leading  cause  of  serious  disability  and  a  major 
contributor  to  late-life  dementia.  Stroke  strikes  an  American  every  60  seconds  or  about  500,000—28  percent  of 
whom  are  under  age  65— annually-killing  a  victim  every  3.5  minutes  or  about  150,000  (1  of  every  15  deaths) 
Americans  each  year.  More  than  60  percent  of  fatal  stroke  victims  are  female.  While  stroke  is  considered  to  be  a 
disease  of  the  elderly,  it  also  strikes  newborns,  children  and  young  adults.  Stroke  deaths  are  on  the  rise.  And, 
stroke  incidence  and  death  rates  are  higher  in  blacks  and  in  the  southeast— Alabama,  Arkansas,  Georgia,  Indiana, 
Kentucky,  Louisiana,  Mississippi,  North  Carolina,  South  Carolina,  Tennessee  and  Virginia-the  "Stroke  Belt." 

Stroke  survivors,  now  numbering  more  than  j^nillion,  often  face  years  of  debilitating  physical  and  mental 
impairment,  emotional  distress  and  overwhelming  medical  costs.  Stroke  leaves  most  survivors  permanently 
disabled,  impeding  or  preventing  resumption  of  work,  interfering  with  independent  productive  life  and  taking  an 
enormous  toll  on  family.  About  1  million  Americans  age  15  and  older  suffer  stroke  disabilities.  Stroke  will  cost 
this  nation  an  estimated  $23Jjjllion  in  medical  expenses  and  lost  productivity  in  1996.  Yet,  the  estimated  FY  1996 
funding  of  NINDS-supported  stroke  research  is  only  $7^6  million-about  1 1  percent  of  the  NINDS  budget. 

The  NINDS  is  the  federal  focal  point  for  neurological  research,  including  research  on  diagnosis,  treatment, 
rehabilitation  and  prevention  of  stroke.  The  Institute's  stroke  research  program  consists  of  a  wide  range  of  studies 
by  individual  researchers  and  teams  of  scientists  in  facilities  nationwide  and  on  the  NTH  campus. 

Stroke  was  once  viewed  as  an  un treatable  disease.  But,  important  new  information  shows  promise  for 
improved  stroke  diagnosis,  treatment,  rehabilitation  and  prevention.  Today,  researchers  are  confident  that,  given 
the  appropriate  conditions,  the  brain  can  mend  itself  and  regenerate  impaired  nerve  tissue.  Scientists  continue  to 
identify  and  clarify  factors,  such  as  nutritional  status,  that  may  increase  risk  of  stroke.  Prevention  is  a  main  goal  of 
stroke  research,  but  NINDS  also  supports  studies  on  methods  to  protect  nerve  cells  and  limit  brain  damage  after  a 
stroke,  prevent  permanent  damage,  improve  recovery  of  brain  function  and  enhance  quality  of  life  for  survivors. 
Researchers  are  developing  ways  to  advance  understanding  of  stroke  through  new  genetic  and  immunological 
technologies  that  will  contribute  to  cost  savings  by  allowing  early  diagnosis  of  stroke  in  those  at  risk  and 
developing  more  effective  treatments  for  victims.  Highlights  of  selected  NINDS-supported  stroke  studies  follow. 

•  A  multicenter  clinical  trial  showed  that  when  administered  to  appropriate  candidates  within  3  hours  of  the  onset 
of  symptoms  of  an  ischemic  (clot-caused)  stroke,  tissue  plasminogen  activator  (t-PA)  is  the  first  effective 
treatment,  to  reduce  long-term  disability. 

•  A  multicenter  clinical  trial  found  that  aspirin  or  warfarin  reduced  strokes  by  up  to  80  percent  in  victims  of  atrial 
fibrillation,  a  condition  characterized  by  an  irregular  heart  beat  and  allied  with  70,000  strokes  each  year.  Aspirin 
or  warfarin  treatment  could  prevent  up  to  30,000  strokes  each  year  with  an  annual  savings  of  $200  million.  For 
most  atrial  fibrillation  victims,  the  cheaper,  less  complicated  aspirin  provided  sufficient  stroke  protection. 

•  Clinical  trial  results  show  that  a  surgical  procedure,  carotid  endarterectomy,  can  reduce  stroke  risk  in  carefully 
selected  patients  who  have  a  severely  constricted  carotid  artery  in  the  neck  and  who  have  had  prior  stroke  or 
symptoms  of  stroke.  This  surgery  also  has  been  found  to  benefit  selected  patients  who  have  no  symptoms  of 
stroke,  but  who  are  at  high  risk  because  of  severe  narrowing  in  the  carotid  artery. 

•  A  new  clinical  trial  will  evaluate  the  use  of  a  medication,  ticlopidine,  to  prevent  recurrent  stroke  in  African- 
Americans.  Another  trial  is  examining  the  use  of  estrogen  to  prevent  a  second  stroke  in  postmenopausal  women. 
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•  Scientists  are  testing  the  value  of  a  variety  of  compounds  to  decrease  death  of  brain  cells  during  stroke. 

•  Studies  are  being  conducted  to  determine  differences  in  stroke  rate  among  various  population  groups  in  the 
United  States  and  further  examine  stroke  risk  factors. 

The  FY  1996  funding  of  $75.6  million  for  NTNDS-supported  stroke  research  is  not  adequate  for  America's 
No.  3  killer  and  largest  cause  of  permanent  disability.  A  major  increase  in  resources  is  needed  to  take  advantage  of 
promising  research  opportunities  to  improve  stroke  diagnosis,  treatment  and  prevention.  With  the  current 
resources  devoted  to  stroke,  the  promise  of  the  Decade  of  the  Brain  rings  hollow. 

The  NINDS  must  receive  sufficient  funds  to  maintain  research  momentum  and  to  exploit  research  opportunities 
with  the  potential  to  decrease  stroke  incidence  and  its  debilitating  consequences.  The  AHA  advocates 
$95.5  million  for  NTNDS-supported  stroke  research  in  FY  1997.  This  will  allow  NINDS  to  pursue  the  goals 
outlined  in  "Progress  and  Promise  1992:  Status  Report  on  the  Decade  of  the  Brain,"  including  expanded  public 
education  efforts  and  more  rapid  progress  toward  the  goal  of  "prevention  of  80  percent  of  all  strokes  and  protection 
of  the  brain  during  the  acute  stroke  within  the  Decade  of  the  Brain.  Research  examples  are  listed  below. 

•  "Investigate  mechanisms  of  nerve  cell  injury',  death,  and  survival  and  basic  mechanisms  of  cerebral  blood  flow  to  arrive 
at  effective  treatment  Ten  more  multidisriplinary  basic  and  clinical  research  teams  are  needed  to  achieve  this  goal. 

•  Develop  combined  epidemiologic  and  long-term  prevention  programs  and  clinical  trials  to  evaluate  the  impact  of  stroke 
and  the  benefits  of  treatment.  .. 

•  Establish  a  multicenter  research  task  force  to  address  the  major  problems  of  vascular  dementia,  its  incidence, 
differential  diagnosis,  prevention,  and  treatment 

•  Determine  how  to  prevent  or  lessen  effects  of ...  events  during  the  first  few  hours  of  stroke.  More  efforts  must  be  made 
to  accelerate  drug  development  and  to  educate  the  public  about  the  importance  and  benefits  of  prompt  stroke  treatment 

•  Foster  research  on  recovery  from  stroke.... 

•  Encourage  evaluation  of  effectiveness  of  rehabilitation  techniques... 

•  Initiate  clinical  studies  to  determine  safety  and  efficacy  of  new  therapies,  including  procedures  to  prevent  stroke  caused 
by  bleeding  aneury  sms  and  blocked  arteries. 

•  Pursue  new  research  avenues  in  the  field  of  restorative  neurology  to  restore  function  in  those  who  have  suffered  stroke." 

National  Center  For  Research  Resources 

The  NCRR's  Comparative  Medicine  (CM)  Area  consists  of  four  programs,  including  Laboratory  Animal  Sciences, 
AIDS  Animal  Models,  Regional  Primate  Research  Centers  and  Biological  Models  and  Materials.  The  CM  programs  help 
institutions  and  biomedical  researchers  acquire  and  use  laboratory  animals  more  effectively  and  efficiently.  Support  is 
provided  for  research  facilities  to  improve  animal  health  and  welfare,  develop  animal  models,  train  postdoctoral 
researchers  in  comparative  medicine  and  modernize  facilities.  The  CM  Area  provides  advice  to  NIH  leadership  on 
policies  related  to  humane  care  and  use  of  research  animals  and  serves  as  a  liaison  to  animal  welfare  and  professional 
scientific  organizations.  Almost  one-half  of  NIH-supported  research  projects  depend  on  the  use  of  animals,  so  modern 
housing  facilities  and  high  quality  animals  are  critical  to  assure  reliable  research  results  and  animal  safeguards. 

An  FY  1997  appropriation  of  $414  million  for  the  NCRR  will  strengthen  biomedical  research  that  depends  on 
animals,  correct  deficiencies  in  research  animal  resources  and  fortify  the  nationwide  Clinical  Research  Area  Centers  and 
the  Biomedical  Technology  and  Infrastructure  Areas.  The  facility  improvement  grants  assist  institutions  in  meeting 
requirements  for  humane  care  and  use  of  animals  by  providing  equipment  and  facility  alterations  and  renovations. 

National  Institute  on  Aging 

Age  is  the  main  risk  factor  for  heart  attack,  stroke  and  other  cardiovascular  diseases.  Deaths  from  cardiovascular 
diseases  rise  markedly  with  increasing  age-as  does  the  number  of  Americans  suffering  from  these  diseases. 

Cardiovascular  diseases  remain  a  main  cause  of  disability  and  the  leading  cause  of  death  of  older  Americans,  killing 
about  50  percent  of  those  age  65  and  older.  Medicare  hospital  costs  register  over  $14  billion  annually  for  cardiovascular 
diseases.  An  estimated  300,000  Americans  age  65  and  older  are  in  nursing  homes  as  a  result  of  limitations  from  chronic 
cardiovascular  diseases,  including  about  180,000  due  to  stroke.  Stroke  is  strongly  related  to  age  and  the  risk  of  heart 
disease  rises  rapidly  after  age  55.  High  blood  pressure  tends  to  increase  with  age  thus  increasing  the  risk  for  heart  attack 
and  stroke.  As  women  age,  they  become  more  likely  to  develop  high  blood  pressure,  placing  them  at  increased  risk  for 
cardiovascular  diseases. 

While  age  is  a  major  risk  factor  for  cardiovascular  diseases,  the  reasons  remain  to  be  determined.  NIA-supported 
research  is  centered  on  defining  the  mechanisms  by  which  the  aging  processes  contribute  to  the  development  of 
cardiovascular  diseases,  including  the  importance  of  normal  aging  changes  in  the  heart  and  blood  vessels  to  disease 
development  NIA  is  now  expanding  research  in  the  areas  of  blood  vessel  stiffening  and  cardiovascular  function  as 
affected  by  aging  processes.  Continued  research  will  provide  fundamental  information  to  prevent  and/or  improve 
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treatment  of  cardiovascular  diseases  which  affect  a  disproportionate  number  of  older  Americans.  The  AHA  applauds  the 
Subcommittee's  continued  support  of  both  NLA's  extramural  and  intramural  cardiovascular  research. 

The  NLA  now  supports  an  estimated  $25  million  m  cardiovascular  disease-related  research.  To  allow  the  Institute  to 
fund  on-going  studies  and  expand  into  innovative  and  promising  new  areas,  the  AHA  advocates  an  FY  1997 
appropriation  of  $30  million-a  $5  million  increase  over  FY  1996-for  NLA  cardiovascular  aging  studies. 

Office  of  Disease  Prevention  and  Health  Promotion 

The  federal  office  responsible  for  prevention  policy  activities  of  the  Department  of  Health  and  Human  Services,  the 
ODPHP  promotes  similar  activities  in  the  private  sector,  services  a  national  information  center  and  offers  programs, 
evaluations,  and  communication  support  for  disease  prevention  and  health  promotion.  The  cornerstone  of  the  ODPHP 
mission  is  the  development  monitoring  and  implementation  of  Healthy  People  2000:  National  Health  Promotion  and 
Disease  Prevention  Objectives. 

The  continuing  resolution  level  of  $3.4  million  curtails  the  work  of  the  National  Health  Information  Center,  but 
supports  management  and  tracking  of  the  Healthy  People  2000  Objectives,  coordination  of  national  nutrition  policy  with 
the  USD  A  school  health  and  worksite  health  promotion,  clinical  preventive  services  and  environmental  health  and  public 
health  functions  on  behalf  of  DHHS.  An  FY  1997  appropriation  of  $5.45  million  would  allow  for  the  continuation  of 
current  services  and  the  following  new  programs: 

•  "Put  Prevention  Into  Practice"-a  professional  and  public  education  program  on  the  use  of  clinical  preventive  services  in 
primary  health  care  settings  ($500,000  increase  over  the  Presidents  FY  19%  budget),  and 

•  initiation  of  a  nationwide  process  to  develop  health  promotion  and  disease  prevention  goals  and  objectives  for  the  year 
2010  ($350,000  increase  over  the  President's  FY  19%  budget). 

Centers  For  Disease  Control  and  Prevention 

CDC's  programs  complement  NLH's  research  by  bringing  prevention  activities  to  Americans.  The  AHA  supports  a 
total  FY  1997  appropriation  of  $2.5  billion  for  the  CDC.  Our  specific  recommendations  within  that  amount  follow. 

CDC's  Office  of  Smoking  and  Health  coordinates  federal  efforts  to  prevent  tobacco  use.  Cigarette  smoking,  the  single 
most  preventable  cause  of  death  and  disease,  kills  about  420,000  Americans  each  year.  The  FY  19%  OSH  appropriation 
of  $22  million  cannot  compete  with  tobacco  industry  marketing  of  over  $  10  million  dairy  or  $6  billion  a  year.  With  an 
FY  1997  appropriation  of  $30  million,  OSH  could  develop  a  national  public  education  campaign  targeting  smoking  and 
strengthen  technical  assistance  to  states. 

CDC  funds  comprehensive  school  health  education  programs  in  13  states,  focusing  in  part  on  cardiovascular  disease 
risk  factors.  An  appropriation  of  $50  million,  a  $40  million  increase  over  the  FY  19%  level  will  allow  expansion  of  this 
program  nationwide,  making  it  comparable  to  CDCs  AIDS  prevention  program 

CDC  administers  the  Preventive  Health  and  Health  Services  Block  Grant  the  primary  source  of  federal  funding  for 
states  to  support  prevention  activities,  such  as  cholesterol  and  blood  pressure  screenings.  Most  states  lack  sufficient  funds 
to  ensure  that  people  found  at  risk  of  diseases  are  appropriately  treated.  In  FY  19%  block  grant  funds  were  reduced  by 
$12.5  million.  A  $42  million  increase  over  the  FY  19%  level  for  this  grant  to  total  $2 10.5  million  (including  the 
proposed  crime  bill  money)  in  FY  1997,  will  enhance  state  efforts  targeting  cardiovascular  and  other  chronic  diseases. 

The  AHA  applauds  the  Appropriations  Committees'  support  of  CDC's  efforts  to  launch  its  first-ever  nationwide, 
state-based  initiative  to  prevent  and  control  heart  attack,  stroke  and  other  cardiovascular  diseases,  America's  No.  1  killer 
of  men  and  women.  A  designation  of  $  10  million  for  FY  1 997  for  this  cardiovascular  disease  initiative  will  enable  the 
CDC  to  enhance  national  communication  strategy,  to  promote  prevention,  national  tracking  and  monitoring  of  disease 
burden  and  risk  factors  and  state  efforts  to  implement  community-based  programs  to  promote  physical  activity  and  healthy 
diet  Emphasis  will  be  placed  on  underserved  populations 

Agency  for  Health  Care  Policy  and  Research 

AHCPR  plays  an  important  role  through  establishment  of  practice  guidelines  and  conduct  of  outcomes  research. 
Practice  guidelines  and  outcomes  research  help  insure  that  high  quality  and  cost-effective  medical  services  are  provided. 
AHCPR  guidelines  on  rehabilitation  after  stroke  have  received  considerable  attention  from  practitioners.  The  AHA 
concurs  with  the  Friends  of  AHCPR' s  recommendation  of  an  FY  1997  appropriation  ^if  $190  million. 
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Mr.  BONILLA.  Thank  you  very  much,  Dr.  Smith,  for  your  testi- 
mony. My  wife  and  I  have  been  involved  with  the  American  Heart 
Association  back  home  in  San  Antonio  for  many  years.  One  of  the 
many  good  advocates  you  have  there  is  Dr.  Larry  Hamner;  I  don't 
know  if  you  know  him  or  not,  but  I  just  wanted  to  mention  that. 

Thank  you  very  much. 

Dr.  Smith.  Thank  you. 


Wednesday,  February  28,  1996. 

WITNESS 

WARREN  GREENBERG,  Ph.D.,  MENDED  HEARTS,  INC. 

Mr.  Bonilla.  At  this  time  the  committee  would  be  pleased  to 
hear  from  Dr.  Warren  Greenberg,  Chairperson  of  the  Committee  on 
Lobbying/Legislation,  from  Mended  Hearts. 

Dr.  Greenberg.  Members  of  the  committee,  Chairman  Bonilla, 
my  name  is  Warren  Greenberg.  I  am  a  professor  of  health  care  eco- 
nomics and  health  care  sciences  at  The  George  Washington  Univer- 
sity here  in  Washington,  D.C.  I  am  married  and  have  a  21-year- 
old  daughter. 

I  am  here  to  testify  for  an  increased  appropriation  for  the  Na- 
tional Heart,  Lung,  and  Blood  Institute.  I  am  a  victim  of  heart  dis- 
ease and  a  beneficiary  of  the  efforts  of  medical  researchers  to  over- 
come this  disease.  I  might  also  add  that  I  am  a  member  of  Mended 
Hearts,  a  support  group  of  24,000  members  throughout  the  United 
States — including  San  Antonio  and  San  Francisco.  Those  individ- 
uals have  heart  disease  and  are  members  of  Mended  Hearts,  and 
I  have  been  appointed  Lobbying  and  Legislative  Chairperson  of 
that  group,  a  volunteer  position. 

I  am  52  years  old.  I  was  born  with  aortic  stenosis,  a  narrowing 
of  the  heart  valve.  Throughout  my  entire  life  I  have  lived  with 
heart  disease,  often  incredibly  severe. 

When  I  was  in  my  early  teens,  my  physicians  did  not  allow  me 
to  play  high  school  intermural  sports.  At  the  age  of  18  I  was  told 
not  to  play  ball  under  any  circumstances.  In  my  early  20s  I  was 
told  not  to  climb  more  than  two  flights  of  stairs.  By  my  mid-30s 
I  began  to  climb  steps  more  and  more  slowly,  often  pausing  to  rest. 
I  never  carried  an  attache  case  home  from  work;  it  was  too  heavy. 
I  would  often  balance  a  large  book  on  my  hips  rather  than  carrying 
it  outright,  in  order  to  blunt  the  weight.  I  would  walk  two  or  three 
blocks  on  a  level  street  to  avoid  going  up  three  or  four  steps  at  the 
end  of  particular  blocks.  I  could  barely  lift  my  newborn  child.  I 
could  not  help  my  wife  take  in  the  grocery  bags. 

In  1982,  at  the  age  of  39,  I  had  open  heart  surgery  at  the  Cleve- 
land Clinic  to  replace  my  diseased  valve.  After  my  six-week  recu- 
perative period  I  was  amazed  to  find  that  not  only  was  I  able  to 
walk,  but  was  able  to  play  tennis,  to  jog,  and  to  exercise.  I  was  able 
to  live  a  normal  life. 

However,  in  1988,  my  new  valve  had  failed.  I  again  had  surgery 
at  the  Cleveland  Clinic  to  replace  the  failed  valve.  They  replaced 
it  with  an  artificial  plastic  valve,  known  as  the  St.  Jude's  valve.  I 
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am  again  able  to  live  a  relatively  normal  and  very  productive  life, 
and  I  am  deeply  thankful  for  it. 

I  take  a  blood-thinning  medicine,  Coumadin,  which  helps  prevent 
clots  on  my  new  valve.  At  the  same  time,  because  of  the  medicine, 
I  must  be  cognizant  and  careful  of  excessive  bleeding.  In  1983  I 
contracted  bacterial  endocarditis,  an  infection  of  the  heart  valve, 
which  kept  me  in  the  hospital  for  six  weeks.  Whenever  I  have  den- 
tal work  now,  I  get  intravenous  penicillin  to  protect  me  against 
such  infections.  I  realize  that  my  valve,  as  a  mechanical  device, 
may  fail  at  any  time  in  the  future. 

For  nearly  14  years  now,  thanks  to  the  fruits  of  medical  re- 
search, I  have  been  able  to  travel  abroad  a  number  of  times  each 
year;  to  jog  in  the  park;  to  be  the  productive  author  of  many  schol- 
arly articles  and  a  number  of  books  on  the  health  care  economy. 
I  have  been  quoted  often  on  my  views  of  the  United  States  health 
care  system  and  have  made  many  television  appearances.  If  it  were 
not  for  the  advances  in  research  leading  to  improved  techniques  in 
open  heart  surgery,  I  would  not  have  seen  my  40th  birthday.  I 
would  not  be  able  to  look  forward  to  a  life  of  many  rewards  and 
enjoyments. 

As  an  economist,  I  observe  the  link  between  monetary  resources 
and  the  development  of  innovation  and  technology.  Health  care  re- 
search, and  cardiovascular  research  in  particular,  is  no  exception. 
I  also  understand,  as  this  committee  briefly  noted,  that  as  an  econ- 
omist there  are  always  competing  uses  for  appropriated  monies. 
However,  cardiovascular  diseases  last  year  killed  more  than 
950,000  Americans,  more  than  150,000  of  whom  were  under  the 
age  of  65.  Despite  advances  in  medical  research,  these  diseases  re- 
main the  number  one  killer  in  the  United  States  and  a  leading 
cause  of  disability. 

From  my  personal  perspective  and  for  those  in  Mended  Hearts 
and  for  others  in  the  United  States  who  have  heart  disease,  or  who 
will  get  it  in  their  lifetimes,  I  ask  for  an  increase  in  appropriations 
for  the  National  Heart,  Lung,  and  Blood  Institute  to  $1.5  billion  to 
help  reduce  further  the  incidence  and  degree  of  heart  disease  in 
this  country. 

Mr.  Bonilla.  Dr.  Greenberg,  thank  you  very  much  for  your  testi- 
mony. Giving  it  a  personal  touch  as  you  have,  I  think  you  have 
really  left  an  impression  with  this  committee  today.  Thank  you,  Dr. 
Greenberg. 

Dr.  Greenberg.  Thank  you. 


Wednesday,  February  28,  1996. 

WITNESS 

RICHARD  P.  LEWIS,  M.D.,  FACC,  AMERICAN  COLLEGE  OF  CARDIOLOGY 

Mr.  Bonilla.  At  this  time  we  would  be  pleased  to  hear  from  Dr. 
Richard  Lewis,  President-elect  of  the  American  College  of  Cardi- 
ology. 

Dr.  Lewis.  Chairman  Bonilla,  I  thank  you  for  this  opportunity  to 
testify.  Our  testimony  has  been  submitted  for  your  records. 
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The  American  College  of  Cardiology  is  a  professional  association 
of  23,000  board-certified  cardiologists,  which  represents  85  percent 
of  all  cardiologists  in  the  United  States. 

I  am  here  to  support  the  National  Heart,  Lung,  and  Blood  Insti- 
tute, which  is  the  Institute  charged  with  enhancing  the  prevention, 
diagnosis,  and  treatment  of  cardiovascular  disease.  But  I  am  really 
also  here  to  "preach  to  the  choir,"  as  I  realize  that  members  of  this 
subcommittee  already  appreciate  the  unique  role  that  the  NIH 
plays  in  addressing  the  Nation's  health  and  the  world's  health.  You 
have  ensured  that  the  Institutes  have  been  funded  to  fulfill  their 
mission,  a  promise  most  recently  delivered  with  the  enactment  of 
legislation  that  fully  funded  the  NIH  for  all  of  fiscal  year  1996, 
with  an  increase  over  the  previous  year's  allocation.  We  sincerely 
thank  you  for  your  leadership. 

The  research  performed  and  sponsored  by  the  NHLBI  is  crucial 
to  the  well-being  of  Americans,  more  than  one  of  four  of  whom 
have  some  type  of  cardiovascular  disease.  Many  of  the  recent  ad- 
vances in  the  fight  against  cardiovascular  disease  are  either  di- 
rectly or  indirectly  the  result  of  NHLBI-sponsored  research.  New 
methods  of  diagnostic  imaging,  new  clot-dissolving  drugs  for  pa- 
tients experiencing  heart  attack,  new  drugs  for  treatment  of  con- 
gestive heart  failure — which,  as  Dr.  Smith  mentioned,  is  now  be- 
coming a  major  cause  of  illness  in  our  country — new  insights  into 
the  prevention  of  heart  disease  based  on  understanding  of  the 
blood  vessels  and  the  interaction  of  the  various  risk  factors  and 
how  those  produce  heart  disease,  are  just  a  few  examples  of  areas 
in  which  the  NHLBI  has  had  impact  on  our  Nation's  health. 

However,  as  Dr.  Smith  mentioned,  these  advances  do  not  mean 
that  we  are  close  to  defeating  the  problem  of  heart  disease,  as  it 
still  remains  our  number  one  killer.  And,  in  fact,  recent  data  from 
the  National  Center  for  Health  Statistics,  reported  by  the  American 
Heart  Association,  shows  that  deaths  from  heart  disease  increased 
in  1993,  despite  a  significant  reduction  in  the  age-adjusted  death 
rate  from  heart  attack,  stroke,  and  other  cardiovascular  diseases 
over  the  past  40  years. 

What  this  means  is  that  the  recent  advances  that  we  have  been 
discussing  in  both  the  medical  and  surgical  treatment  of  cardio- 
vascular disease  have  allowed  patients  to  live  longer  with  their 
heart  disease — in  some  cases,  more  than  25  years.  These  people 
have  had  longer,  more  productive  lives,  with  a  much  higher  quality 
of  life,  in  spite  of  having  chronic  heart  disease,  as  you  just  heard. 
This  reduction  in  morbidity  is  perhaps  more  important  than  the 
benefit  for  the  research,  which  is  reduced  mortality,  as  we  have  far 
more  people  benefitting  from  the  morbidity  reduction. 

We  therefore  need  your  continued  support  to  aid  us  in  this  ongo- 
ing battle  against  heart  disease,  and  the  work  of  NHLBI  is  crucial 
to  this  fight. 

We  are  concerned  about  future  funding  for  the  NIH,  as  is  Dr. 
Smith.  The  first  version  of  the  President's  fiscal  year  1996  budget, 
and  the  House  Budget  Committee's  illustrative  list  of  spending 
cuts,  proposed  reductions  in  the  NIH  budget  over  the  next  few 
years.  These  reductions  would  have  a  detrimental  effect  on  the  Na- 
tion's medical  research  program  in  general,  and  the  NIH  and 
NHLBI  in  particular,  as  the  NIH  must  maintain  its  commitments 
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and  needs  a  steady  level  of  year-to-year  funding  to  produce  the 
great  amount  of  research  and  to  pursue  new  and  promising  areas 
of  research,  and  to  recruit  and  retain  talented  investigators,  as  has 
already  been  discussed. 

The  cost-effectiveness  of  the  NHLBI  funding  stands  on  its  merits. 
According  to  the  American  Heart  Association,  the  economic  cost  of 
cardiovascular  disease  will  continue  to  rise  at  an  alarming  rate  in 
1996,  to  an  estimated  $151  billion.  Much  of  NHLBI's  work  has  tre- 
mendous potential  to  save  all  payers,  including  the  Government, 
millions  of  dollars.  Even  more  important,  as  we  mentioned,  lives 
will  be  saved  and  morbidity  will  be  reduced. 

In  summary,  the  American  College  of  Cardiology  would  like  to 
stress  the  critical  importance  of  cardiovascular  research  and  the 
contributions  of  the  NHLBI  to  the  advancement  of  cardiovascular 
care  for  all  people.  We  ask  you  to  fund  the  NHLBI  at  the  highest 
level  possible,  and  that  at  a  minimum  you  maintain  parity  of  fund- 
ing among  the  Institutes. 

Innovation  is  the  cornerstone  in  the  fight  against  cardiovascular 
disease.  As  you  sift  through  your  many  important  priorities,  I  ask 
that  you  keep  this  in  mind. 

Thank  you. 

[The  prepared  statement  follows:] 
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February  28,  1996,  2:00  p.m. 

INTRODUCTION 

Mr.  Chairman,  and  members  of  the  Subcommittee,  I  am  Richard  P.  Lewis,  M.D.,  President  - 
Elect  of  the  American  College  of  Cardiology  (ACC)  and  Professor  of  Medicine  at  the  Ohio  State 
University  Medical  Center  in  Columbus,  Ohio.  I  am  pleased  to  be  with  you  today  representing 
the  American  College  of  Cardiology,  a  23,000  member  non-profit  professional  medical  society 
and  teaching  institution  whose  mission  is  to  foster  optimal  cardiovascular  care  and  disease  v 
prevention  through  professional  education,  promotion  of  research,  and  leadership  in  the 
development  of  standards  and  guidelines  and  the  formulation  of  health  care  policy. 

I  am  here  today  to  support  the  National  Heart,  Lung,  and  Blood  Institute  (NHLBI),  the  Institute 
charged  with  enhancing  the  prevention,  diagnosis,  and  treatment  of  cardiovascular  disease.  I  am 
also  here  to  "preach  to  the  choir"  as  I  realize  that  the  members  of  this  Subcommittee  already 
appreciate  the  unique  role  that  the  National  Institutes  of  Health  (NIH)  and  the  NHLBI  play  in 
addressing  the  nation's  and  the  world's  health.  You  have  ensured  that  the  Institutes  have  been 
funded  to  fulfill  their  mission,  a  promise  most  recently  delivered  with  the  enactment  of 
legislation  that  fully  funded  the  NIH  for  all  of  FY  96  with  an  increase  over  the  previous  year's 
allocation.  I  want  to  thank  you  for  your  leadership. 

The  research  performed  and  sponsored  by  the  NHLBI  is  crucial  to  the  well-being  of  Americans, 
nearly  sixty  million  of  whom,  or  more  than  one  in  four,  have  one  or  more  types  of 
cardiovascular  disease.  Many  of  the  recent  advances  in  the  fight  against  cardiovascular  disease 
are  either  the  direct  or  indirect  result  of  NHLBI-sponsored  research.  New  methods  of  diagnostic 
imaging,  new  clot-dissolving  drugs,  and  new  insight  into  prevention  are  just  a  few  examples  of 
the  NHLBI's  impact  on  the  nation's  health.  Recently,  for  example,  the  NHLBI  released  the 
results  of  a  clinical  trial,  the  Bypass  Angioplasty  Revascularization  Investigation  (B  ARI),  that 
found  that  diabetic  patients  with  blockages  in  two  or  more  major  coronary  arteries  that  were 
treated  with  coronary  artery  bypass  surgery  had  a  markedly  lower  death  rate  at  five  years  than 
similar  patients  treated  with  angioplasty.  Over  14  million  American  suffer  from  diabetes  and 
two-thirds  of  diabetics  die  of  some  form  of  heart  disease.  These  unexpected  results  will  affect 
significantly  the  clinical  care  of  these  patients. 

However,  these  advances  do  not  mean  that  we  are  close  to  defeating  heart  disease.  In  fact, 
recent  data  from  the  American  Heart  Association  (AHA)  show  that  deaths  (in  1993)  from 
cardiovascular  disease  had  increased  for  the  first  time  in  over  forty  years  in  spite  of  a  continuous 
decline  in  the  age-adjusted  death  rate  from  heart  disease.  What  these  data  suggest  is  that  recent 
advances  in  the  medical  and  surgical  treatment  of  cardiovascular  disease  have  allowed  more 
people  to  live  longer,  more  productively,  and  with  better  quality  of  life,  despite  the  presence  of 
cardiovascular  disease.  This  reduction  in  morbidity  is  as  important  a  benefit  from  research  as  is 
the  reduction  in  mortality.  We  therefore  need  your  continued  support  to  aid  us  in  this  ongoing 
battle  against  heart  disease.  The  work  sponsored  by  the  NHLBI  is  crucial  to  this  fight  and 
we  strongly  support  increased  funding  for  the  NHLBI  for  FY  1997  at  the  highest  level  that 
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the  Subcommittee  can  allow.  At  a  minimum,  the  College  urges  you  to  maintain  parity 
with  the  NHLBFs  rate  of  funding  increase  to  that  of  the  other  Institutes. 

We  are  concerned,  though,  about  future  funding  for  the  NIH  and  the  NHLBI.  The  first  version 
of  the  President's  FY  96  budget  and  a  House  Budget  Committee  "illustrative  list  of  spending 
cuts"  proposed  reductions  in  the  NIH  budget  over  the  next  few  years.  These  reductions  would 
have  a  detrimental  effect  on  the  nation's  medical  research  program  in  general  and  the  NHLBI  in 
particular.  The  majority  of  funds  allocated  to  the  NHLBI  are  committed  to  projects  that  last 
several  years.  To  maintain  these  commitments,  the  NHLBI  needs  a  steady  level  of  funding  from 
year  to  year.  In  addition,  the  NHLBI  needs  a  sustained  level  of  growth  to  allow  it  to  pursue  new 
and  promising  endeavors  of  research  and  to  recruit  and  retain  talented  investigators. 
Competition  for  research  funds  is  rigorous  and  is  dictated,  to  a  certain  extent,  by  the  Institute's 
resources. 

One  potential  solution  is  S.  1251,  the  National  Fund  for  Health  Research  Act,  sponsored  by  Sen. 
Mark  Hatfield,  R-OR,  Chair  of  the  Senate  Appropriations  Committee.  This  legislation  would 
provide  the  NIH  and  the  NHLBI  a  more  secure  source  of  additional  funding  to  supplement  the 
yearly  appropriation. 

However,  the  best  solution  is  continued  increased  funding  for  the  NIH  and  the  NHLBI.  The 
cost-effectiveness  of  NHLBI  funding  stands  on  its  own  merits.  According  to  the  American 
Heart  Association  (AHA),  the  economic  costs  from  cardiovascular  disease  will  continue  to  rise 
at  an  alarming  rate  in  1996  and  beyond  if  this  trend  cannot  be  reversed  (estimated  at  over  $151 
billion  in  1996).  Much  of  the  NHLBI' s  work  has  tremendous  potential  to  save  all  payers, 
including  the  government,  millions  in  associated  costs.  Even  more  important,  lives  will  be  saved 
as  well.  The  following  are  a  few  initiatives  that  highlight  this  potential: 

•  A  clinical  trial  co-sponsored  by  the  NHLBI  and  the  National  Institute  on  Aging  showed 
that  an  inexpensive,  commonly-used  antihypertensive  drug  reduced  stroke  and  heart 
attack  in  patients  with  systolic  hypertension,  a  form  of  high  blood  pressure  that  afflicts 
about  3  million  older  Americans. 

•  Preliminary  evidence  suggests  that  magnesium  may  help  prevent  the  irreversible  damage 
that  often  occurs  when  blood  flow  is  restored  to  the  heart  after  an  attack.  The  NHLBI  is 
in  the  planning  stages  of  a  study  to  examine  whether  treatment  with  magnesium  can 
reduce  the  risk  of  death  in  heart  attack  patients.  If  so,  the  ease,  safety,  and  low  cost  with 
which  magnesium  can  be  administered  will  make  it  a  valuable  therapeutic  option. 

•  NHLBI  intramural  researchers  have  found  that  many  patients  who  experience  chest  pain 
without  any  apparent  coronary  abnormalities  may  actually  have  abnormal  cardiac  pain 
perception.  A  diagnostic  test  is  being  used  to  distinguish  whether  the  symptoms  of  the 
syndrome  are  caused  by  the  abnormal  sensory  perception  of  another  condition, 
microvascular  angina.  In  cases  where  abnormal  pain  sensitivity  is  the  cause,  the  patients 
should  be  able  to  obtain  relief  from  painkillers  and  avoid  being  admitted  to  coronary  care 
units  or  undergoing  further  cardiac  diagnostic  tests. 
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The  College  also  urges  the  Subcommittee  to  support  the  following  activities  of  the  NHLBI. 
EDUCATION  AND  PREVENTION 

Education  is  fundamental  to  the  Institute's  mission.  Funding  from  the  Institute  allows  the 
medical  community  and  the  American  people  to  capitalize  on  the  advances  in  the  treatment, 
diagnosis,  and  prevention  of  heart  disease.  In  addition,  the  Institute's  public  education  programs 
-  the  National  High  Blood  Pressure  Education  Program,  the  National  Cholesterol  Education 
Program  and  the  National  Heart  Attack  Alert  Program  -  provide  information  directly  to  patients, 
families  and  health  professions.  With  the  advent  of  the  World  Wide  Web  and  other  Internet 
capabilities  NHLBI  constituents  can  access  information  directly  from  the  Institute  faster  and 
more  readily.  The  need  for  this  information  flow  is  clear. 

NUTRITION 

The  NHLBI  continues  to  make  considerable  progress  in  understanding  the  role  of  nutrition  in 
cardiovascular  disease  and  has  increased  its  involvement  in  this  important  area.  One  promising 
avenue  that  the  NHLBI  is  exploring  is  research  into  the  role  of  the  amino  acid  homocysteine, 
elevated  levels  of  which  have  been  observed  in  persons  with  coronary  heart  disease  and  other 
vascular  diseases.  Certain  nutrients  are  linked  to  homocysteine  metabolism,  but  evidence  is 
insufficient  to  support  public  health  recommendations.  This  research  could  have  significant 
implications  for  public  health. 

GENETICS  AND  MOLECULAR  MEDICINE 

NHLBI-initiated  research  seeks  to  better  understand  the  relationship  between  genetics  and  the 
cardiovascular  system.  The  Institute  supports  efforts  to  identify,  map,  and  clone  human  genes  so 
that  the  role  of  gene  expression  and  gene  regulation  will  one  day  be  fully  understood.  Several  of 
the  Institute's  projects  include  exploring  the  relationship  between  genes  and  nutrients  in  the 
identification,  treatment,  and  repair  of  congenital  heart  defects;  investigating  and  mapping  the 
genes  responsible  for  hypertension;  and  encouraging  research  and  studies  into  gene  transfer  and 
its  applications  in  the  treatment  of  cardiovascular  diseases.  Gene  transfer  technologies  hold 
particular  promise,  as  researchers  hope  that  it  will  ultimately  result  in  the  ability  to  stimulate  the 
heart  to  grow  blood  vessels  to  carry  blood  around  obstructed  arteries. 

MINORITIES 

Recent  statistics  show  that  African- Americans  continue  to  suffer  disproportionately  from 
cardiovascular  disease  and  many  of  its  related  causes,  particularly  hypertension.  In  addition, 
there  is  relatively  little  knowledge  about  the  extent  and  peculiarities  of  heart  disease  in  other 
minority  populations.  The  NHLBI  continues  to  emphasize  the  importance  of  including 
minorities  in  clinical  research  and  trials.  Among  the  ongoing  initiatives  are  research  to  advance 
the  understanding  of  ischemic  heart  disease  and  atherosclerosis  in  African  Americans  and  other 
minorities,  and  to  improve  the  tools  used  to  gather  information  for  assessing  risk  factors  by 
incorporating  more  culturally  sensitive  and  appropriate  questionnaires. 

WOMEN'S  HEALTH 

Cardiovascular  disease  continues  to  be  a  significant  threat  to  women.  Women  over  65  who  have 
heart  attacks  are  twice  as  likely  as  men  to  die  from  them.  The  NHLBI  continues  to  work  to 
include  women  in  clinical  research  and  trials  and  has  initiated  several  programs  devoted 
exclusively  to  women.  These  programs  include  studies  to  improve  the  diagnostic  reliability  of 
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cardiovascular  testing  in  evaluating  ischemic  heart  disease  in  women  and  trials  to  examine  the 
effect  of  hormonal  replacement  and/or  antioxidant  therapy  to  inhibit  and  treat  atherosclerosis. 

OTHER  AREAS  OF  RESEARCH 

Other  areas  of  important  research  being  conducted  and  new  initiatives  being  implemented  by  the 
National  Heart,  Lung,  and  Blood  Institute  include  the  following: 

•  Specialized  Centers  of  Research  CSCORS')  in  Ischemic  Heart  Disease.  Sudden  Cardiac 
Death.  Heart  Failure,  and  Pediatrics  Cardiovascular  Disease  (begun  in  1995V-This 
program  will  foster  an  integrated  research  approach  to  study  these  designated  diseases. 
The  combination  of  basic  and  clinical  research  should  foster  improved  diagnosis, 
treatment,  and  prevention. 

•  Beta-Blockers  in  Heart  Failure  Trial  (begun  in  1995-)— This  initiative  will  determine  the 
impact  on  mortality  by  using  beta-blockers  in  addition  to  standard  therapy  in  patients 
with  moderate  to  severe  congestive  heart  failure. 

•  Anti-Hypertensive  and  Lipid-Lowering  Treatment  to  Prevent  Heart  Attack  Trial 
(ALLHAT)  (begun  in  1994V-Calcium  channel  blockers  (CCBs)  are  frequently  used  to 
treat  high  blood  pressure,  but  recent  reports  have  raised  questions  about  the  safety  of  a 
specific  type  of  CCB  as  compared  with  other  antihypertensive  drugs.  The  ongoing 
NHLBI-initiated  ALLHAT  will  fulfill  the  need  for  conclusive  information  on  these 
drugs.  Findings  are  expected  to  provide  a  scientific  basis  for  new  recommendations  for 
prescribing  antihypertensive  drugs  in  a  way  that  maximizes  benefits  and  avoids  serious 
side  effects. 

•  Innovative  Ventricular  Assist  Systems  -  Heart  assist  devices  previously  supported  by  the 
NHLBI  are  currently  in  use  as  "bridging  devices"  for  people  awaiting  heart  transplants. 
The  aim  of  a  new  five-year  program  is  to  develop  a  new  generation  of  permanent  assist 
systems.  With  such  an  innovation,  patients  will  no  longer  need  transplanted  hearts  for 
which  the  demand  for  donor  hearts  far  exceeds  the  supply. 

NATIONAL  INSTITUTE  ON  AGING 

The  number  of  deaths  from  cardiovascular  disease  and  the  number  of  Americans  suffering  from 
cardiovascular  diseases  increases  significantly  with  age.  According  to  the  AHA,  83  percent  of 
the  Americans  who  die  from  heart  attack  are  age  65  or  older  and  heart  disease  continues  to  be 
the  main  cause  of  disability  in  Americans  over  65.  The  National  Institute  on  Aging  supports 
over  $25  million  in  cardiovascular  disease-related  research.  Recent  extramural  research 
initiatives  have  focused  on  the  relationship  between  vascular  function  and  congestive  heart 
failure  in  addition  to  other  vascular  studies.  The  ACC  supports  increased  funding  for  these 
efforts  and  supports  an  increase  over  last  year's  level. 

NATIONAL  LIBRARY  OF  MEDICINE 

The  College  also  supports  increased  funding  for  the  National  Library  of  Medicine  (NLM).  The 
NLM  has  the  world's  largest  collection  of  medical  books  and  journals  and  is  a  leader  in 
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computerizing  medical  data.  NLM's  extensive  resources  are  available  to  the  medical  community 
via  the  Internet  and  other  electronic  networks.  This  improved  access  to  clinical  information 
translates  into  quicker  diagnoses  and  higher  quality  health  care.  As  the  interest  in  telemedicine 
continues  to  accelerate,  the  NLM-sponsored  demonstration  projects  will  become  more  important 
in  assessing  this  application.  The  implications  of  the  NLM's  efforts  are  far  reaching  and  crucial 
as  medicine  progresses  into  the  information  age. 

CLOSING  REMARKS 

In  summary,  the  American  College  of  Cardiology  would  like  to  stress  the  critical 
importance  of  cardiovascular  research  and  the  contributions  of  the  NHLBI  to  the 
advancement  of  cardiovascular  care  for  all  people.  We  ask  that  you  fund  the  NHLBI  at 
the  highest  level  possible  and,  at  a  minimum,  that  you  maintain  parity  of  funding  among 
the  Institutes.  Innovation  is  the  cornerstone  in  the  fight  against  cardiovascular  disease.  As  you 
sift  through  the  many  important  priorities  facing  the  Subcommittee,  I  ask  that  you  keep  this  in 
mind. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  before  the  Subcommittee,  and  for  your 
commitment  to  medical  research  funding. 
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Mr.  Bonilla.  Thank  you  very  much,  Dr.  Lewis,  for  your  testi- 
mony today. 


Wednesday,  February  28,  1996. 

WITNESS 

DR.  JULES  HIRSCH,  M.D.,  AMERICAN  SOCIETY  OF  CLINICAL  NUTRI- 
TION AND  THE  AMERICAN  SOCIETY  FOR  PARENTERAL  AND  EN- 
TERAL NUTRITION 

Mr.  Bonilla.  And  now  we  would  be  pleased  to  hear  from  Dr. 
Jules  Hirsch,  Physician-in-Chief  at  Rockefeller  University,  rep- 
resenting the  American  Society  of  Clinical  Nutrition,  and  also  rep- 
resenting another  society,  but  I  must  confess,  Doctor,  that  I  don't 
know  how  to  pronounce  those  two  words  in  that  society,  so  you  will 
educate  me  by  telling  me  how  to  do  it. 

Dr.  Hirsch.  Thank  you,  Mr.  Chairman.  I'm  sure  111  receive  more 
education  today  than  I'll  give,  but  111  do  my  very  best. 

It  is  a  privilege  for  me  to  be  here.  As  you  have  indicated,  my  role 
in  life  is  to  be  Physician-in-Chief  at  the  Rockefeller  University  Hos- 
pital in  New  York  City.  I  come  to  Washington  fairly  frequently — 
in  the  past,  at  least,  as  a  member  of  the  council  of  the  NIDDK.  It 
is  through  that  that  I  have  my  NIH  knowledge,  and  also  as  a  mem- 
ber of  the  Institute  of  Medicine  of  the  National  Academy  of  Science. 
But  this  afternoon  I  am  here,  as  the  Congressman  has  indicated, 
on  behalf  of  two  societies:  the  American  Society  for  Clinical  Nutri- 
tion, and  what  is  known  happily  by  its  acronym  of  ASPEN,  but 
more  specifically  the  American  Society  for  Parenteral  and  Enteral 
Nutrition.  What  I  am  testifying  in  respect  to  is,  of  course,  the  budg- 
et for  NIH,  and  specifically  the  area  of  nutrition  research. 

As  everyone  has  said  this  afternoon,  the  scientific  community  is 
in  debt  to  this  committee  for  its  great  support  of  NIH,  and  we  all 
support  the  activities  of  NIH  very  much.  What  I  want  to  focus  on, 
however,  is  another  aspect  of  that,  and  that  is  that  you  people  are 
not  only  the  stewards  of  our  fiscal  resources  on  behalf  of  the  health 
sciences  research  done  by  NIH,  but  you  are  also  asked  to  perform 
another  function,  and  that  is  to  mediate  to  some  degree  among  the 
enormous  differing  kinds  of  needs  that  the  public  has  because  of 
all  of  the  diseases  and  all  of  the  problems  with  which  we  are  af- 
flicted. 

So  to  some  degree  you  are  a  link  between  the  American  people 
and  the  NIH  and  its  resource  and  research  capacities.  In  this  re- 
gard I  want  specifically  to  commend  you  and  to  give  our  gratitude 
to  you  for  having  focused  on  nutritional  research,  that  has  been  so 
much  in  need  and  that  has  at  times  been  neglected  by  the  research 
establishment,  but  because  of  your  efforts  has  been  greatly  en- 
riched over  recent  years  at  NIH.  Very  specifically,  there  are  now 
at  least  six  Institutes  that  have  more  than  $20  million  per  year  of 
research  that  is  specifically  allocated  to  matters  of  nutrition.  And 
the  major  Institutes — the  Cancer  Institute,  Heart  and  Lung  which 
you  heard  so  much  about,  and  the  National  Institute  of  Diabetes, 
Digestive  and  Kidney  Diseases — each  spend  more  than  $75  million 
now  in  support  of  nutritional  research. 
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I  need  not  tell  you  that  what  nutritional  research  means  is  re- 
search on  the  prevention  of  disease,  as  well  as  its  treatment,  which 
increasingly  is  going  to  be  the  only  prudent  way  to  manage  our  fis- 
cal resources  on  behalf  of  health  care  for  the  public. 

But  let  me  say  a  somewhat  happier  word  than  perhaps  some  oth- 
ers that  you've  heard,  of  some  of  the  great  achievements  that  have 
occurred  on  behalf  of  the  things  that  you've  done  and  the  support 
that  youVe  accorded  us  with  nutritional  research.  To  some  degree 
you  heard  about  the  matter  of  homocystine,  which  is  an  amino  acid 
that  appears  to  have  a  close  relationship  to  certain  forms  of  heart 
disease,  arteriosclerosis,  and  coronary  disease,  and  it  may  well  be 
that  the  consumption  of  two  vitamins,  folic  acid  and  pyridoxin,  can 
effect  major  controls  in  this.  This  needs  to  be  studied,  but  the  focus 
on  this  has  come  about  by  virtue  of  your  interest  in  promoting  nu- 
tritional research,  and  what  the  NIH  has  done  in  that  behalf. 

Now,  we  hear  much  about  one  of  the  achievements  of  this  past 
year.  I  have  in  my  hand  the  February  16th  issue  of  Science,  and 
this  issue  says,  "Nowhere  has  science  been  moving  faster  in  the 
past  year  than  in  the  study  of  obesity."  As  you  know  from  many 
newspaper  and  other  reports  and  NIH  support,  genes  have  been 
identified  in  mice  and  other  rodents  at  first,  and  hopefully  will  be 
identified  in  man,  that  are  at  least  one  major  factor  in  this  dis- 
order. And  it  is  a  very  important  disorder,  as  I  will  mention  in  a 
moment. 

New  findings  from  the  Institute  of  Child  Health  and  Human  De- 
velopment have  indicated  that  there  are  dramatic  reductions  in  low 
birth  rate,  which  is  the  bane,  of  course,  of  the  newborn.  This  is  im- 
proved specifically  by  nutritional  services.  The  Cancer  Institute  has 
many  new  objectives  in  chemoprevention.  It  may  come  as  some- 
what of  a  surprise  to  learn  that  things  like  carcinoma  of  the  pros- 
tate and  carcinoma  of  the  colon,  diseases  which  strike  literally  hun- 
dreds of  thousands  of  Americans  and  of  which  there  are  many 
deaths  per  year,  may  have  major  nutritional  concomitants.  It  has 
been  proposed  that  as  much  as  50  percent  of  the  causative  factors 
involved  in  these  cancers  can  be  related  to  nutrition,  particularly 
to  fat  intake,  and  perhaps  the  type  of  fat. 

The  chemoprevention  program  of  the  Cancer  Institute  is  heavily 
involved  with  substances  found  in  the  food  chain  and  their  relation- 
ships to  malignancy. 

And  finally,  a  major  program  of  the  Heart  Institute  that  has 
come  about  because  of  nutritional  initiatives  has  been  the  relations 
of  gene  nutrient  interactions  to  congenital  heart  defects,  like  the 
case  of  aortic  stenosis  that  you  heard  about,  which  might  in  fact 
have  been  altered  perhaps  if  we  knew  more  about  the  nature  of  nu- 
trition in  the  intrauterine  time,  when  the  fetus  is  developing. 

Now,  in  spite  of  all  of  these  wonderful  events  that  have  occurred, 
we  still  have  an  enormous  number  of  problems  before  us,  and  we 
ask  you  to  help  us  mediate  among  these  needs  and  point  out  to 
NIH  some  of  the  prerogatives  that  you  have,  some  of  the  things 
that  we  feel  need  further  attention. 

Obesity  remains  an  extraordinary  illness.  It  seems  as  though  the 
more  we  warn  the  American  public  about  it,  the  worse  the  situa- 
tion becomes.  It  is  estimated  now  that  one-third  of  our  population 
are  seriously  obese,  by  which  I  mean  that  were  they  to  lose  weight, 
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their  health  risks  would  be  greatly  reduced.  Type  II  diabetes, 
which  is  the  commonest  form  of  diabetes  and  affects  roughly  5  per- 
cent of  Americans,  is  a  close  companion  of  obesity.  About  70  per- 
cent of  it  is  attributable  to  the  concomitant  presence  of  obesity.  Hy- 
pertension, again,  is  related  to  obesity,  and  some  types  of  cancers 
are,  as  well. 

Other  important  areas  are  nutrition  in  the  aging,  nutrition  in 
other  special  subgroups  of  our  population,  not  only  the  aged,  but 
those  who  are  infirm  because  of  chronic  disease,  those  who  have 
had  surgery,  those  who  have  chemotherapy  for  cancer  during  preg- 
nancy, etc. 

Now,  what  do  we  ask?  We  ask  first,  as  all  the  others  have,  that 
you  do  everything  in  your  power  to  maintain  the  6  percent  or  so 
level  of  budget  for  NIH  increase,  as  recommendations  made  by  the 
Federation  of  American  Societies  for  Experimental  Biology,  the  Ad 
Hoc  Coalition  for  Biomedical  Research,  and  all  of  my  colleagues 
from  whom  you  have  heard  today.  But  we  also  ask  that  you  pay 
attention  to  how  these  monies  are  distributed  at  NIH,  because  this 
clearly  is  a  responsibility  which  you  have  discharged  very  effec- 
tively in  the  past,  and  we  hope  you  will  continue  to  do  that. 

What  I  want  to  stress  in  the  few  remaining  moments  is  the  spe- 
cific need  for  clinical  research.  We  have  a  very  effective  set  of  re- 
search laboratories  and  a  highly  skilled,  highly  developed  group 
who  are  involved  in  fundamental  molecular  genetic  research  in 
close  relationships  with  the  biotech,  the  drug  industries,  in  proper 
fashion,  and  of  great  importance  in  medical  science. 

We  also  have  a  well-developed  group  of  scientific  investigators 
studying  epidemiologic  research  and  the  events  which  occur  when 
diets  change,  and  when  other  factors  occur  which  can  affect  our 
health  status.  What  we  are  missing  very  much  at  the  present  time 
are  the  study  of  small  groups  of  individuals  in  an  intensive  fashion 
in  clinical  research  centers,  in  clinical  nutrition  research  units,  and 
in  SCORs,  Specialized  Centers  of  Research,  as  one  of  my  colleagues 
mentioned  earlier. 

It  comes  as  no  surprise  to  you  that  the  NIH  spends  now  over  $1 
billion  per  year  in  large-scale  clinical  trials.  We  ask  that  this  mat- 
ter be  evaluated,  and  perhaps  some  of  these  funds  be  either  re- 
apportioned or  be  used  in  a  fashion  so  that  CNRUs,  which  are  Clin- 
ical Nutrition  Research  Units,  and  other  smaller  research  units  di- 
rectly involved  with  the  study  of  patients,  be  enhanced. 

We  urge  expansion,  therefore,  of  the  funding  for  the  National 
Center  for  Research  Resources  and  its  general  clinical  research 
center  program.  About  $15  million  currently  of  their  effort  is  spent 
on  clinical  nutrition,  including  obesity. 

We  particularly  draw  to  your  attention  S.  1534  introduced  by 
Senator  Hatfield,  the  Clinical  Research  Enhancement  Act,  which 
we  support  greatly,  and  we  bring  this  to  your  attention  for  your 
possible  concordance  and  action  in  this  matter. 

I  want  to  point  out  also  that  the  kinds  of  centers  of  which  I  talk 
are  centers  of  learning  for  physicians,  and  the  creation  of  the  next 
generation  of  investigators  in  nutrition,  which  is  exceedingly  impor- 
tant, because  the  molecular  science  and  the  epidemiology  does  not 
enhance  physician  science  scholarship,  which  is  diminishing  from 
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our  scene  in  the  face  of  some  of  the  necessities  of  health  care  re- 
form. 

So  physicians  have  unique  opportunities  and  responsibilities  in 
clinical  research,  and  we  hope  that  we  can  turn  to  you  for  specific 
support  from  you,  as  well  as  from  the  private  sector,  so  that  these 
physicians  can  receive  the  training  grants  and  the  education  that 
they  require. 

In  terms  of  the  diseases  and  the  conditions  that  we  look  to  as  the 
highest  priority  from  our  standpoint  that  we  want  to  bring  to  your 
attention  are  the  role  of  nutrition  in  critical  care.  An  NIH  task 
force  was  established  to  oversee  this  area  of  research  activity. 
Feeding  critically-ill  patients  via  nutritional  interventions, 
parenterally,  via  needle,  or  enterally,  by  mouth,  can  improve  their 
health  startlingly  by  reversing  the  starvational  status  which  unfor- 
tunately accompanies  trauma  and  surgical  interventions. 

Aging  and  nutrition  is  another  important  aspect  of  what  we  are 
concerned  with.  As  our  population  becomes  older,  osteoporosis,  cal- 
cium metabolism,  protein  metabolism,  mineral  metabolism,  the 
needs  of  the  aging  in  terms  of  special  nutrition  come  before  us  as 
never  before. 

And  finally  and  lastly,  let  me  remind  you  about  this  unfortunate 
matter  of  the  malnutrition  that  we  call  obesity.  Strangely,  in  the 
one-third  or  more  of  Americans  affected  by  this,  it's  the  underprivi- 
leged who  bear  the  greatest  brunt  of  this  at  the  present  time.  In 
our  underprivileged  populations,  obesity  is  growing  most  rapidly, 
and  we're  not  at  all  certain  as  to  why  this  has  come  about.  But  we 
are  confident  that  the  study  of  molecular  genetics  and  the  genes 
will  bring  about  greater  understanding,  but  the  understanding  will 
come  much  more  quickly  if  this  is  coupled  with  the  kind  of  trans- 
lation of  these  research  findings,  quickly  to  the  public,  that  can 
only  be  carried  out  by  the  studies  of  human  nutrition  and  the  clini- 
cal nutrition  research  units  and  clinical  research  centers  that  I've 
mentioned  to  you. 

So  we  ask  specifically  for  that  support,  and  we  are  grateful  to 
you  for  this  opportunity  for  me  to  present  these  observations  and 
requests  to  you,  and  I  will  be  pleased  to  clarify  them  and  try  to  an- 
swer questions,  should  there  be  any. 

Thank  you,  sir. 

[The  prepared  statement  follows:] 
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Testimony  for  the  American  Society  for  Clinical  Nutrition 
and  the 

American  Society  for  Parenteral  and  Enteral  Nutrition 

I  am  Jules  Hirsch,  M.D.,  Physician-In-Chief  at  Rockefeller  University,  a  member  of  the 
Institute  of  Medicine,  and  a  recent  member  of  the  NIDDK  Advisory  Council.  I  am  testifying 
today  on  behalf  of  the  American  Society  for  Clinical  Nutrition  and  the  American  Society  for 
Parenteral  and  Enteral  Nutrition,  professional  and  scientific  societies  concerned  with  nutrition 
science,  professional  education,  and  the  delivery  of  appropriate  medical  care  involving  nutrition.  I 
am  testifying  with  respect  to  the  budget  for  the  National  Institutes  of  Health  and  specifically  the 
area  of  nutrition  research. 

Like  probably  all  of  the  witnesses  testifying  before  this  Subcommittee  on  the  NIH  budget, 
I  wish  to  commend  the  Chairman,  the  Chairman  of  the  full  Committee,  and  the  members  of  the 
Subcommittee  for  the  bill  which  the  Subcommittee  and  full  Committee  produced  and  which  was 
enacted  regarding  NTH  funding  for  fiscal  year  1996.  The  scientific  community,  health  care 
providers,  and  the  consumers  of  health  care  owe  you  all  a  debt  of  gratitude  for  your  continued 
support  of  NIH  research  particularly  in  these  times  of  continuing  high  deficits.  A  5  .6%  increase  in 
funding,  while  certainly  less  than  historical  growth  rates  for  NIH,  is  a  remarkable  achievement  and 
you  have  our  gratitude  for  your  actions. 

Your  actions  have  not  only  helped  the  scientific  community,  they  have  helped  all 
Americans  because  NTH  research  is  about  finding  and  applying  answers  for  the  public  health 
problems  facing  all  of  us  and  our  families.  Research  regarding  nutrition,  diet,  and  disease 
prevention  and  management  is  a  great  example  of  the  value  of  biomedical  research.  Expanded 
NTH  funding  enables  the  nutrition  research  community  to  find  methods  of  preventing  heart  disease 
and  cancer  and  better  managing  other  diseases. 

In  addition,  I  wish  to  emphasize  the  gratitude  of  the  nutrition  research  community  for  your 
efforts  in  identifying  nutrition  research  as  a  major  priority  for  the  NTH.  Your  Committee  Report 
makes  it  abundantly  clear  that  research  regarding  nutrition  is  a  priority  which  cuts  across  all  NTH 
institutes.  In  fact,  at  least  six  Institutes  and  agencies  within  NTH  each  devote  $20  million  or  more 
to  research  in  the  area  of  nutrition  with  the  highest  dollar  amounts  provided  by  the  National 
Cancer  Institute,  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases,  and  the 
National  Heart,  Lung,  and  Blood  Institute  each  of  which  provide  over  $75  million  in  nutrition 
research  funding.  It  has  been  the  strong  Congressional  direction  to  the  NTH  which  has  kept  it 
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focused  on  research  related  to  prevention  in  general  and  research  related  to  nutrition  in  particular. 
We  certainly  hope  that  the  Committee  will  continue  to  stress  the  importance  of  research  regarding 
nutrition  and  prevention  in  the  1997  fiscal  year  bill. 

Heart  Disease  and  Folic  Acid 

The  emphasis  in  your  bill  on  research  in  nutrition  in  both  the  basic  sciences  and  clinical 
sciences  has  led  to  a  number  of  important  developments  in  nutrition  science,  many  of  which  have 
been  in  the  press  recently.  Just  last  week,  the  Washington  Post  carried  an  article  describing  the 
recent  findings  of  the  National  Heart,  Lung,  and  Blood  Institute  expert  panel  on  homocysteine 
and  its  significance  as  a  risk  factor  regarding  heart  disease  and  stroke.  Based  on  animal  research 
and  epidemiologic  studies,  the  panel  found  that  excess  homocysteine  is  a  significant  risk  factor  for 
both  diseases  and  that  folic  acid  has  the  effect  of  eliminating  excess  homocysteine  in  the  system. 
Substantial  research  is  still  necessary  to  establish  whether,  in  fact,  folic  acid  would  be  an  effective 
preventive  intervention  of  heart  disease  and  stroke. 

Other  Recent  Developments 

•  To  quote  the  February  16,  1996,  edition  of  Science,  "nowhere  has  science  been  moving 
faster  in  the  past  year  than  in  the  study  of  obesity."  Genes  have  been  identified  in  mice 
which  relate  to  obesity.  In  December  1995,  researchers  cloned  DNA  that  encodes  the 
receptor  through  which  the  protein  product  of  the  gene  acts.  Abnormalities  in  the 
receptor  gene  as  described  in  obese  mice  and  rats  are  likely  to  have  particular  relevance  to 
human  obesity. 

•  Findings  from  the  NICHD  research  on  dramatic  reduction  in  low  birth  weight  by  improved 
nutritional  services 

•  National  Cancer  Institute  program  project  initiatives  regarding  nutrition  and  cancer 
prevention 

•  A  major  NHLBI  program  regarding  the  relationship  of  gene-nutrient  interaction  and 
congenital  heart  defects 
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Despite  these  and  other  developments,  we  need  continued  emphasis  on  nutrition  research 
as  part  of  a  preventive  research  strategy  at  NIH.  Recently,  the  National  Science  and  Technology 
Council  established  in  the  Executive  Office  of  the  President  issued  a  report  (February  1996)  which 
confirms  that  "the  United  States  is  currently  experiencing  a  major  epidemic  of  obesity,  beginning 
in  the  earliest  childhood  years. "  The  professional  and  scientific  communities  in  the  nutrition  area 
confirm  this  finding.  The  report  states  that  obesity  is  linked  directly  to  5  of  the  10  major  causes  of 
death,  heart  disease,  cancer,  stroke,  diabetes,  and  hypertension.  The  annual  economic  cost  of 
obesity  is  estimated  by  the  National  Science  and  Technology  Council  Report  to  be  $86  billion  a 
year.  In  addition,  the  Surgeon  General's  report  "On  Health  In  The  Year  2000"  and  other  studies 
have  established  that  diet  ranks  second  only  to  smoking  in  its  association  with  cancer  and  that 
approximately  70%  of  all  Type  2  diabetics  are  obese.  Obesity  and  sodium  and  calcium  intake  all 
contribute  to  the  prevalence  and  severity  of  hypertension  and  inadequate  diet  during  pregnancy  is 
definitely  associated  with  the  incidence  of  low  birth  weight  infants  and  neurotube  defects  in  the 
fetus.  Nutrition  is  an  important  element  in  critical  care  and  in  the  care  of  hospitalized,  frail 
elderly,  but  the  utility  of  nutritional  interventions  in  these  areas  needs  further  assessment.  Clearly, 
problems  associated  with  diet  and  nutrition  are  still  prevalent  and  a  major  cause  of  disease. 

Emphases  of  the  Fiscal  Year  1997  Budget 

We  certainly  agree  with  recent  recommendations  by  the  FASEB  and  the  Ad  Hoc  Coalition 
for  Biomedical  Research  for  an  approximately  6%  increase  in  the  NTH  budget. 

We  would  like  to  stress  some  specific  aspects  of  the  NIH  budget  for  1997  however.  We 
think  it  is  critically  important  that  NIH  retain  a  substantial  capacity  to  undertake  clinical  research. 
While  we  are  certainly  supportive  of  basic  science  as  well,  we  believe  clinical  research  needs 
special  emphasis. 

Enhancing  Clinical  Research 

Clinical  or  patient-oriented  research  and  basic  research  must  be  integrated  to  effectively 
deal  with  our  public  health  problems.  Nutrition  is  a  great  example  of  this.  The  recent  priority  by 
NIH  on  bionutrition  has  emphasized  the  linkage  of  basic  science  and  patient-oriented  research. 
While  clinical  research  may  be  costly,  it  is  not  necessary  to  utilize  only  large  and  very  costly 
epidemiologic  studies  or  clinical  trials  to  study  and  research  human  disease.  More  than  $1  billion 
has  been  allocated  for  clinical  trials  at  the  National  Institutes  of  Health.  But,  clinical 
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interventions,  particularly  in  nutrition,  can  often  be  studied  most  efficiently  by  the  intensive 
observation  of  small  numbers  of  subjects  in  specialized  clinical  settings.  The  clinical  nutrition 
research  units  and  nutrition  and  obesity  centers  of  the  National  Institute  of  Diabetes  and  Digestive 
and  Kidney  Diseases  are  wonderful  examples  of  such  settings.  A  Clinical  Nutrition  Research  Unit 
(CNRU)  or  similar  program  project  can  be  funded  for  about  $750,000.  These  centers  generate 
important  studies  applying  new  basic  science  findings  to  the  solution  of  human  health  problems. 

These  centers,  or  CNRUs  in  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney 
Diseases,  have  not  received  an  increase  in  funding  for  5  years  at  least.  The  effect  of  this  is  to 
reduce  program  capacity  by  25%  to  35%  at  times  when  we  should  be  at  least  continuing  that 
capacity  at  current  levels.  The  centers  programs  of  the  National  Institute  of  Diabetes  and 
Digestive  and  Kidney  Diseases  and  other  Institutes  which  have  been  without  increases  should 
receive  some  increase  in  the  1997  budget. 

We  also  support  implementation  of  the  research  agenda  identified  in  the  NTH 
co-sponsored  "Conference  on  the  Current  Role  of  Nutrition  Support."  This  conference  has 
brought  together  many  of  the  world's  experts  on  clinical  nutrition  to  examine  what  is  currently 
known  and  what  needs  further  study  regarding  nutrition  support.  We  strongly  urge  the 
Subcommittee  to  emphasize  the  importance  of  addressing  the  research  needs  identified  by  this 
conference. 

We  would  urge  expansion  of  funding  for  the  National  Center  for  Research  Resources  and 
its  General  Clinical  Research  Center  program.  About  $15  million  is  spent  on  research  related  to 
clinical  nutrition,  including  obesity,  in  these  centers.  In  this  connection,  we  strongly  support 
legislation  recently  introduced  by  Senator  Hatfield,  S.  1534,  the  Clinical  Research  Enhancement 
Act.  This  legislation  would  expand  the  scope  and  funding  of  General  Clinical  Research  Centers 
(GCRCs),  clinical  research  training,  and  FIRST  awards  in  clinical  research.  It  would  also 
implement  many  recommendations  which  have  been  made  to  make  the  peer  review  system  more 
responsive  to  clinical  research.  Your  Committee  Report  on  the  FY  1996  bill  identifies  these  same 
needs  and  calls  on  NIH  to  report  on  progress  in  these  areas. 

Physicians  have  unique  opportunities  and  responsibilities  to  stimulate  clinical  research, 
appropriate  nutrition,  and  physical  activity  behavior,  one  of  the  outstanding  initiatives  proposed  in 
the  Office  of  Science  and  Technology  Policy  publication  "Meeting  the  Challenge."  Unfortunately, 
this  generation  of  physicians  is  generally  unprepared  to  meet  this  challenge.  The  single  most 
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important  step  in  achieving  effective  nutrition  education  for  medical  students  and  physicians—a 
goal  long  sought  by  the  U.S.  Congress— is  to  develop  a  recognized  career  structure  and  identify 
salary  support  for  physician  nutrition  specialists  in  clinical  research  and  education  in  order  that 
they  may  have  a  leadership  role  as  educators  of  their  peers  and  the  next  generation  of  physicians, 
especially  those  in  primary  care  medicine.  Specific  support  from  the  federal  government,  as  well 
as  the  private  sector,  will  be  essential  to  achieve  this  goal. 

Nutrition.  Critical  Care,  and  Wasting  Diseases 

The  1992  National  Institutes  of  Health  amendments  called  for  a  focus  on  trauma  and 
critical  care  research  and  on  the  role  of  nutrition  regarding  critical  care.  An  NTH  Task  Force  was 
established  to  oversee  this  area  of  research  activity.  Feeding  critically  ill  patients  via  nutritional 
interventions  such  as  parenteral  and  enteral  nutrition  improves  their  health  by  reversing  starvation 
and  by  supporting  the  metabolic  response  to  injury  and  infection.  Recent  research  has  defined  an 
important  role  for  certain  nutrients  which  limit  the  harmful  effects  of  inflammation,  injury,  and 
infection.  Because  these  therapies  have  major  effects  on  the  body's  natural  defense  mechanisms, 
studying  their  role  in  diseases  such  as  AIDS,  cancer,  trauma,  sepsis  and  inflammatory  bowel 
disease  represent  important  strategies  to  bring  basic  research  findings  to  clinical  relevance  and 
reality.  We  would  urge  the  Subcommittee  to  place  an  emphasis  on  research  related  to  the  role  of 
nutrition  in  the  critical  care  and  in  the  management  of  wasting  diseases  such  as  AIDS  and  cancer. 

Aging  and  Nutrition 

In  1993,  the  Nutrition  Surveillance  Project  issued  a  paper  indicating  the  alarming  degree 
of  malnutrition  among  the  elderly.  Recently,  evidence  has  accumulated  as  to  the  critical  role  of 
nutrition  in  enhancing  recovery  for  frail,  elderly  patients  who  are  hospitalized  with  a  variety  of 
conditions  including  hip  fractures  and  stroke.  The  focus  of  research  in  this  area  should  be  on 
malnutrition  and  its  effects  on  the  frail  elderly  and  on  nutrition  interventions  with  hospitalized 
aged  patients  to  enhance  recovery. 

Obesity 

In  the  journal  Obesity  Research.  November  1994,  the  recommendations  of  the  National 
Task  Force  on  Prevention  and  Treatment  of  Obesity  were  issued.  The  Task  Force  published  data 
that  show  the  prevalence  of  obesity  having  increased  by  30%  in  adults  during  the  past  decade. 
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Over  50  million  Americans  are  obese.  Over  50%  of  some  minorities  are  overweight.  The  Task 
Force  recommended,  and  we  endorse,  expanding  obesity  research  from  its  $34  million  base  in 
1995  to  $68  million  over  5  years  or  about  $7  million  a  year. 
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Mr.  BONILLA.  Thank  you  very  much,  Dr.  Hirsch.  We  were  happy 
to  hear  from  you  today.  Good  luck  to  you. 

At  this  time  the  committee  stands  adjourned  until  10:00  a.m.  to- 
morrow. 


Thursday,  February  29,  1996. 

WITNESS 

BENJAMIN  REEVE,  SOCIETY  FOR  NEUROSCIENCE 

Mr.  Bonilla  [presiding].  The  subcommittee  will  now  come  to 
order. 

We  appreciate  those  people  who  are  here  today  for  bearing  with 
us.  We  just  had  a  vote  on  the  House  floor.  There  will  probably  be 
more  votes  called  throughout  the  hearing,  so  I  appreciate  the  co- 
operation of  all  witnesses  today  in  adhering  to  the  five  minute  limit 
that  we've  advised  you  of  in  advance. 

Just  for  your  information,  we're  now  debating  the  farm  bill  on 
the  floor,  and  it's  a  very  heated  debate,  and  we  hope  to  finish  that 
by  the  end  of  today. 

This  morning  we  are  delighted  to  have  a  good  list  of  witnesses 
testifying.  We  are  going  to  begin  with  Mr.  Benjamin  Reeve,  who  is 
with  the  Society  for  Neuroscience,  and  has  a  famous  brother,  Su- 
perman, right? 

Mr.  Reeve.  Well,  he  was  Superman.  Thank  you. 

Mr.  Bonilla.  Please  come  forward,  and  we'd  be  delighted  to  hear 
your  testimony  at  this  time. 

Mr.  Reeve.  Good  morning,  Mr.  Chairman,  and  thank  you  very 
much  for  the  opportunity  to  testify  here  today. 

I  do  testify  here  today  on  behalf  of  the  Society  for  Neuroscience. 
The  Society  and  I  have  provided  separate  written  testimony  and  we 
ask  that  it  be  included  in  the  record.  In  that  testimony,  we  do  ad- 
dress the  matter  of  recommended  budget  amounts  for  each  of  the 
relevant  National  Institutes  of  Health. 

The  Society  for  Neuroscience  has  25,000  members.  It  is  the  larg- 
est scientific  organization  in  the  world  dedicated  to  the  study  of  the 
brain,  the  spinal  cord  and  nervous  system.  The  Society's  members 
are  basic  and  clinical  scientists  affiliated  with  universities,  hos- 
pitals and  research  institutions  throughout  North  America  and 
abroad. 

My  interest  in  testifying  here  today  comes  really  from  three 
kinds  of  experience  I  have  had  over  the  last  year.  The  first  you've 
mentioned  in  your  introduction.  I've  seen  Christopher  sustain  a  se- 
rious injury  and  have  witnessed  his  efforts  at  rehabilitation.  I  can 
tell  you,  he  is  one  of  the  hardest  workers  that  have  ever  suffered 
the  injury. 

But  I've  also  met  and  I've  talked  with  and  traveled  with  and 
spent  time  with  hundreds  of  other  people  who  are  also  suffering 
from  disease  or  disorder  of  the  nervous  system.  And  then  I've  also 
had  an  opportunity  to  visit  the  laboratories  and  the  research  cen- 
ters of  this  country.  I've  been  to  the  intramural  labs  at  the  Na- 
tional Institutes  of  Health  in  suburban  Maryland  here. 
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And  I've  seen  university  facilities  in  Boston  and  New  York  and 
California  and  in  Virginia.  Reduced  to  its  essence,  my  testimony  is 
very  simple:  many,  many  Americans,  not  just  my  brother,  are  af- 
flicted by  very  serious  neurological  illness  or  impairment.  We  owe 
to  them  redoubled  research  efforts  to  understand  their  condition 
scientifically  and  to  produce  therapies,  treatment  and  cure. 

The  Society  for  Neuroscience  and  I  would  like,  therefore,  to  ex- 
press our  utmost  gratitude  to  this  subcommittee  for  the  strong 
commitment  to  biomedical  research  demonstrated  by  this  year's 
budget,  particularly  considering  the  tough  constraints  and  the  dif- 
ficult political  environment  in  which  we've  all  been  operating.  Some 
have  compared  the  situation  of  the  injured  spinal  cord  to  that  of 
a  damaged  telephone  cable.  There's  the  brain  and  there's  the  body, 
and  one  needs  to  re-make  the  connection  between  them.  One  is  just 
waiting  for  the  telephone  repairman  to  come  by  and  repair  the 
cable. 

But  the  truth  is,  we're  dealing  with  something  much  more  mar- 
velous than  mere  phone  wire.  About  21  million  axons  can  be  count- 
ed in  the  human  spinal  cord  using  a  light  microscope,  and  it  is  esti- 
mated that  only  one  in  four  axons  can  be  viewed  and  counted  by 
ordinary  light  microscopy.  This  is  in  a  cross  sectional  area  about 
the  size  of  a  fingernail.  And  even  if  you  believe  you  can  restore  sub- 
stantial function  by  restoring  only  several  percent  of  the  former 
neurological  structure,  you  are  still  talking  about  many,  many  mil- 
lions of  interconnections,  all  of  them  part  of  a  living  being,  all  of 
them  participating  in  the  complex  biology  of  life. 

Telephone  wire  is  solid  copper  metal  on  the  order  of  half  a  milli- 
meter in  diameter.  The  typical  neuronal  cell  body  is  only  about  12 
to  15  millions  of  a  meter  across.  Yet  some  dorsal  root  ganglion  cells 
have  axons  that  extend  all  the  way  from  the  brain  stem  to  the  foot. 
And  every  neural  cell  participates  in  intricate  molecular  processes 
that  control  metabolism,  growth,  connection  and  informational 
transmission.  The  problem  is  better  described  as  one  of  stimulating 
and  supervising  growth  in  a  complex  living  being  rather  than  just 
making  connection. 

Obviously,  one  needs  for  that  kind  of  research  a  much  greater 
budget  than  one  needs  for  mere  electronics. 

The  human  nervous  system  represents  a  real  frontier,  a  greater 
set  of  informational  interrelationships  in  denser  miniature  than 
anything  we  have  yet  mastered.  No  other  system  we  know  is  as 
proliferate,  differentiated  and  complex  as  the  human  nervous  sys- 
tem. 

The  problem  is  of  great  social  scale,  too.  Fully  50  million  Ameri- 
cans are  affected  by  disorders  of  the  nervous  system,  including 
ALS,  Huntington's  Disease,  Parkinson's,  Alzheimer's,  and  MS.  The 
direct  cost  of  these  afflictions  exceeds  $400  billion  each  year.  Neu- 
rological disorders  result  in  more  hospitalizations  each  year  than 
any  other  kind  of  disease,  including  heart  disease  and  cancer. 

Mr.  Chairman,  these  50  million  are  not  just  a  number.  Every  one 
of  them  is  as  real  as  my  brother.  They  each  have  real  lives  with 
children  and  parents  and  neighbors  and  friends.  They  are  the  40 
year  old  high-quadriplegic  patient  from  Pennsylvania  who  I  know 
about  who  was  discharged  from  the  hospital  and  had  no  wheel- 
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chair.  And  his  brother  is  welding  a  wheelchair  for  him  together 
using  discarded  bicycle  parts. 

There  are  also  all  the  20-years-olds  who  are  put  in  subsidized 
nursing  homes  with  no  possibility  of  rehabilitation  because  their 
insurance  money  has  run  out.  These  50  million  are  our  people. 
They  are  people  who  have  fought  in  war  and  worked  in  peace.  They 
are  our  friends  and  our  family.  We  do  ourselves  a  great  wrong  if 
we  forget  them. 

At  the  moment,  I  am  persuaded  we  have  a  real  chance.  We  have 
learned  more  about  neuroscience  in  the  last  several  years  than  in 
all  of  history  before.  We  have  learned  a  lot  about  molecular  proc- 
esses, genetics,  and  neural  cell  biology  even  in  the  last  year.  If  we 
make  the  common  commitment  to  do  so,  if  we  are  willing  to  provide 
the  funding  and  do  the  research,  we  can  use  our  knowledge  to 
produce  genuinely  effective  therapies  for  neurological  disorders. 

Medical  research  in  neuroscience  has  already  given  us  1-dopa  for 
treatment  of  Parkinson's  disease  and  now  promises  much  more  ef- 
fective therapies  for  Parkinson's.  I  was  just  yesterday  at  the  Uni- 
versity of  Virginia  talking  to  the  Chairman  of  the  Department  for 
Neuroscience,  had  lunch  with  him.  And  he  talked  about  still  an- 
other very  good  idea  that  he  has  for  a  very  effective  treatment  for 
Parkinson's.  Recently,  the  National  Institutes  of  Health  released 
the  results  of  a  t-PA  study  concerning  stroke.  TPA  has  proved  to 
be  surprisingly  effective  in  treating  stroke. 

We  have  anti-epileptic  drugs  to  control  seizures  in  epilepsy  pa- 
tients, and  phenothiazine  drugs  for  schizophrenics.  Research  does 
produce  results. 

In  fact,  I  would  submit  to  you,  we  cannot  afford  not  to  pursue 
research.  The  principal  reason  health  care  costs  so  much  is  not  that 
people  are  subject  to  disease.  That's  going  to  happen  anyway.  It  is 
that  we  are  condemned  to  use  expensive  means  to  maintain  people 
who  have  gotten  sick  or  injured  when  we  do  not  have  any  treat- 
ment or  cure.  The  only  real  way  to  avoid  the  huge  costs  of  main- 
taining people  in  bad  health  is  to  invest  in  developing  therapies  to 
restore  them  to  good  health. 

Mr.  Chairman,  I  would  like  just  as  well  to  come  before  you  this 
morning  and  tell  you  I  thought  we  had  a  choice  about  the  extent 
to  which  we  should  continue  a  rather  abstract  and  intellectual  pur- 
suit, an  entertaining,  but  optional,  activity:  research  into  the 
human  central  nervous  system.  But  I  don't  think  so.  I  don't  think 
we  do  have  a  choice.  Fifty  million  Americans  is  a  lot  of  people,  and 
they  all  know  somebody  who  understands  what  they're  going 
through. 

Mr.  Chairman,  I  submit  to  you  it  is  this  Congress'  responsibility 
to  make  a  fundamental  commitment  to  biomedical  research  and  to 
research  in  neuroscience  in  particular. 

I  thank  you  again  for  the  opportunity  to  testify,  and  I  would  of 
course  be  pleased  to  answer  any  questions  you  have. 

[The  prepared  statements  follow:] 
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STATEMENT  OF 
BENJAMIN  REEVE 
FOR  THE  SOCIETY  FOR  NEUROSCIENCE 
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for  the 

NATIONAL  INSTITUTE  OF  MENTAL  HEALTH 
NATIONAL  INSTITUTE  OF  NEUROLOGICAL  DISORDERS  AND  STROKE 
NATIONAL  INSTITUTE  ON  DRUG  ABUSE 
NATIONAL  INSTITUTE  ON  DEAFNESS  AND  OTHER  COMMUNICATION  DISORDERS 
NATIONAL  EYE  INSTITUTE 
NATIONAL  INSTITUTE  ON  AGING 
NATIONAL  INSTITUTE  OF  CHILD  HEALTH  AND  HUMAN  DEVELOPMENT 
NATIONAL  INSTITUTE  ON  ALCOHOL  ABUSE  AND  ALCOHOLISM 
NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH 
before  the 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 
LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION,  AND  RELATED  AGENCIES 

UNITED  STATES  HOUSE  OF  REPRESENTATIVES 
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February  29,  1996 

Good  morning  Mr.  Chairman  and  members  of  the  Subcommittee.  Thank  you  very 
much  for  your  invitation  to  me  to  testify  here  today  on  behalf  of  the  Society  for 
Neuroscience.  The  Society  and  I  have  provided  separate  written  testimony,  and  we  ask  that 
it  be  included  in  the  record.  In  it  we  address  the  matter  of  recommended  budget  amounts 
for  each  of  the  relevant  National  Institutes  of  Health. 

The  Society  for  Neuroscience  has  25,000  members.  It  is  the  largest  scientific 
organization  in  the  world  dedicated  to  the  study  of  the  brain,  spinal  cord  and  nervous  system. 
The  Society's  members  are  basic  and  clinical  scientists  affiliated  with  universities,  hospitals 
and  research  institutions  throughout  North  America  and  abroad. 

My  interest  in  testifying  here  today  comes  from  three  kinds  of  experiences  I  have  had 
over  the  last  year.  I  have  seen  my  brother  Christopher  sustain  a  serious  injury  and  have 
witnessed  his  efforts  at  rehabilitation  -  but  I  have  also  met  and  talked  to  and  traveled  with 
and  spent  time  with  hundreds  of  other  people  suffering  from  trauma  to  the  central  nervous 
system  or  serious  neural  disease  -  and  I  have  visited  the  laboratories  and  research  centers  of 
this  country,  from  the  intramural  labs  at  the  NIH  here  in  suburban  Maryland  to  facilities  in 
Boston  and  New  York  to  Virginia  to  California.  Reduced  to  its  essence,  my  testimony  is 
very  simple:  Many,  many  Americans  are  afflicted  by  very  serious  neurological  illness  or 
impairment;  we  owe  to  them  our  redoubled  research  efforts  to  understand  their  condition 
scientifically  and  to  produce  therapies,  treatment  and  cures. 

The  Society  for  Neuroscience  and  I  would  like,  therefore,  to  express  our  utmost 
gratitude  to  you,  Mr.  Chairman,  and  to  the  members  of  the  Subcommittee,  for  the  strong 
commitment  to  biomedical  research  demonstrated  by  last  year's  budget,  particularly 
considering  the  tough  constraints  and  difficult  political  environment  in  which  you  were 
operating. 

Some  have  compared  the  situation  of  the  injured  spinal  cord  to  a  damaged  telephone 
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cable.  There's  the  brain,  and  there's  the  body,  and  one  needs  the  connection  between  them, 
made  by  the  spinal  cord,  to  be  re-connected.  One  is  waiting  for  the  telephone  repairman  to 
come  repair  the  cable.  But  we  are  dealing  with  a  thing  much  more  marvelous  than  mere 
phone  wire.  About  twenty-one  million  axons  can  be  counted  in  the  human  spinal  cord 
using  a  light  microscope  -  and  it  is  estimated  that  only  one  in  four  axons  can  be  viewed  and 
counted  by  ordinary  light  microscopy.  This  is  in  a  cross  sectional  area  only  as  large  as  a 
fingernail.  And  even  if  you  believe  you  can  restore  substantial  function  by  restoring  only 
several  percent  of  the  former  structure,  you  are  still  talking  about  many  millions  of 
interconnections,  all  of  them  part  of  a  living  being,  all  of  them  participating  in  the  complex 
biology  of  life. 

Telephone  wire  is  solid  copper  metal  on  the  order  of  half  a  millimeter  in  diameter. 
The  typical  neuronal  cell  body  is  only  about  twelve  to  fifteen  millionths  of  a  meter  across. 
Yet  some  dorsal  root  ganglion  cells  have  axons  that  extend  all  the  way  from  your  brain  stem 
to  your  feet.  And  every  neural  cell  participates  in  intricate  molecular  processes  that  control 
metabolism,  growth,  connection,  and  informational  transmission.  The  problem  is  better 
described  as  one  of  stimulating  and  supervising  growth  and  regeneration  in  a  complex  living 
being  rather  than  just  making  connections. 

The  human  nervous  system  represents  a  new  frontier,  a  greater  set  of  informational 
interrelationships  in  denser  miniature  than  anything  we  have  yet  mastered.  No  other  system 
we  know  is  as  proliferate,  differentiated  and  complex  as  the  human  nervous  system. 

The  problem  is  of  great  social  scale,  too.  Fully  50  million  Americans  are  affected  by 
disorders  of  the  nervous  system,  including  ALS,  Huntington's  disease,  Parkinson's, 
Alzheimer's  and  MS.  The  direct  cost  of  these  afflictions  exceeds  $400  billion  each  year. 
Neurological  disorders  result  in  more  hospitalizations  each  year  than  any  other  kind  of 
disease,  including  heart  disease  and  cancer. 

Mr.  Chairman,  these  50  million  are  not  just  a  number,  every  one  of  them  is  as  real 
as  my  brother,  they  each  have  real  lives,  with  children  and  parents  and  neighbors  and  friends. 
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They  are  the  40  year  old  high-quadriplegic  patient  from  Pennsylvania  who  was  discharged 
from  the  hospital  and  had  no  wheelchair,  whose  brother  is  welding  a  wheelchair  together 
from  discarded  bicycle  parts  -  and  they  are  all  the  twenty-year-olds  who  are  put  in 
subsidized  nursing  homes  with  no  possibility  of  rehabilitation  because  their  insurance  money 
has  run  out.  These  50  million  are  our  people.  They  are  people  who  have  fought  in  war  and 
worked  in  peace.  They  are  our  friends  and  our  family.  We  do  ourselves  a  great  wrong  if 
we  forget  them. 

At  the  moment,  we  have  a  real  chance.  We  have  learned  more  about  neuroscience  in 
the  last  several  years  than  in  all  of  history  before.  We  have  learned  a  lot  about  molecular 
processes,  genetics  and  neural  cell  biology  even  in  the  last  year.  If  we  make  the  common 
commitment  to  do  so.  if  we  are  willing  to  provide  the  funding  and  do  the  research,  we  can 
use  our  knowledge  to  produce  genuinely  effective- therapies  for  neurological  disorders. 

Medical  research  in  neuroscience  has  already  given  us  1-dopa  for  treatment  of 
Parkinson's  disease  and  now  promises  much  more  effective  therapies  for  Parkinson's;  we  have 
antiepileptic  drugs  to  control  seizures  in  epilepsy  patients  and  phenothiazine  drugs  for 
schizophrenics.  Research  does  produce  results. 

In  fact,  we  can't  afford  not  to  pursue  research.  The  principal  reason  health  care  costs 
so  much  is  not  that  people  are  subject  to  disease,  that  is  going  to  happen  anyway;  it  is  that 
we  are  condemned  to  use  expensive  means  to  maintain  people  who  have  gotten  sick  or 
injured  when  we  do  not  have  any  treatment  or  cure.  The  only  real  way  to  avoid  the  huge 
costs  of  maintaining  people  in  bad  health  is  to  invest  in  developing  therapies  to  restore  them 
to  good  health. 

Mr.  Chairman,  I  would  like  just  as  well  to  come  before  you  this  morning  and  tell  you 
I  thought  we  had  a  choice  about  the  extent  to  which  we  should  continue  a  rather  abstract  and 
intellectual  pursuit,  an  entertaining,  but  optional,  activity:  research  into  the  human  central 
nervous  system.  But  I  don't  think  so.  I  don't  think  we  have  a  choice.  Fifty  million 
Americans  is  a  lot  of  people  -  and  they  all  know  somebody  who  understands  what  they  are 
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going  through. 

Mr.  Chairman,  I  submit  to  you  it  is  this  Congress'  responsibility  to  make  a 
fundamental  commitment  to  biomedical  research  and  to  research  in  neuroscience  in  particular. 

Thank  you  again  for  this  opportunity  to  testify.  I  would,  of  course,  be  pleased  to 
answer  any  questions. 
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February  29,  1996 

I  am  testifying  on  behalf  of  the  Society  for  Neuroscience,  the  largest 
scientific  organization  in  the  world  dedicated  to  the  study  of  the  brain,  nervous 
system  and  spinal  cord.  Mr.  Chairman,  we  are  very  grateful  for  this  opportunity 
to  speak  to  you  and  this  Subcommittee.  The  Society  for  Neuroscience  consists 
of  more  than  25,000  basic  and  clinical  brain  scientists  affiliated  with  universities, 
hospitals  and  scientific  institutions  throughout  North  America  and  abroad. 
Neuroscientists  investigate  the  molecular,  cellular  and  integrative  levels  of 
organization  of  the  brain  and  nervous  system,  which  involve  vital  human  functions 
such  as  vision,  speech,  hearing,  and  the  realm  of  human  behavior.  This  essential 
research  provides  the  basis  for  advances  in  the  medical  fields  concerned  with 
treating  brain  disorders.  These  medical  specialties  include  psychiatry,  neurology, 
geriatrics,  developmental  disability,  neurosurgery,  and  ophthalmology. 

I  want  to  take  this  opportunity  to  express  our  gratitude  to  this 
Subcommittee,  and  especially  to  you  Mr.  Chairman,  for  the  high  priority  you 
have  placed  on  continued  funding  for  biomedical  research  at  the  National  Institutes 
of  Health  (NIH).  The  funding  our  members  receive  from  NIH  is  critical  to  their 
research.  Without  this  funding,  our  fight  against  brain  diseases  and  disorders 
such  as  Alzheimer's,  Parkinson's,  mental  retardation,  stroke,  severe  depression, 
schizophrenia,  and  spinal  cord  injury  could  suffer  a  serious  setback.  Your 
commitment  to  biomedical  research  was  demonstrated  again  this  year  when  NIH 
received  a  5.7%  increase  over  FY  1995.  We  at  the  Society  for  Neuroscience  are 
extremely  grateful  that  this  Subcommittee  sent  such  a  strong  message  in  support 
of  our  work  by  increasing  funding.  We  know  how  hard  this  Subcommittee  had 
to  fight  to  get  that  increase,  and  your  efforts  are  truly  appreciated. 

Modern  neuroscience  is  on  the  threshold  of  important  scientific 
breakthroughs  in  a  number  of  brain  diseases,  which,  for  centuries,  have  perplexed 
clinicians  and  ravaged  those  affected.  The  strides  made  in  understanding  the 
workings  of  the  brain  are  extraordinary .  Who  would  have  imagined  25  years  ago 
that  we  would  be  able  to  observe  the  human  brain  in  action  through  non-invasive 
imaging,  or  that  we  could  employ  genetic  engineering  in  mice  to  study  thought 
processes  such  as  learning  and  memory?  Discoveries  over  the  last  decade  alone 
include:  creation  of  a  new  generation  of  drugs  for  the  treatment  of  migraine 
headaches,  depression,  schizophrenia,  and  epilepsy;  identification  of  genes 
responsible  for  Alzheimer's,  Huntington's  and  Lou  Gehrig's  disease;  and 
identification  of  brain  structures  that  control  emotions,  conscious  memory,  and  the 
processing  of  visual  and  other  sensory  information.  These  discoveries  hold  the 
promise,  in  the  not  too  distant  future,  of  clinical  applications  touching  every 
aspect  of  health,  emotion  and  the  human  experience.  To  lose  this  momentum  now 
would  be  an  economic  tragedy  and  would  certainly  be  detrimental  for  the  health 
of  our  nation. 

I  want  to  take  this  opportunity  to  share  just  a  few  statistics  with  you.  Brain 
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diseases  affect  more  than  50  million  Americans  annually  at  costs  exceeding  $400 
billion  in  direct  costs  for  clinical  care  and  in  lost  productivity.  The  more  than 
1,000  disorders  of  the  brain  and  nervous  system  result  in  more  hospitalizations 
than  any  other  disease  group,  including  heart  disease  and  cancer.  The  prevalence 
of  brain  disorders  in  the  United  States,  together  with  high  annual  costs  mat  exceed 
the  annual  federal  budget  deficit,  combine  to  make  these  conditions  the  number- 
one  public  health  problem  now  confronting  this  nation.  We  must  also  consider 
the  significant  non-economic  repercussions  that  afflict  not  only  the  sufferers  of 
these  diseases,  but  also  their  families. 

Thanks  to  this  Subcommittee's  dedication  and  hard  work,  biomedical 
research  has  become  a  priority  in  this  nation.  When  this  Subcommittee  increased 
funding  at  NIH  for  FY  1996,  you  let  us  know  that  you  were  doing  everything 
possible  to  see  that  our  goals  are  reached.  It  is  encouraging  for  our  members 
to  know  that  they  have  the  support  of  the  House  Appropriations  Subcommittee  on 
Labor-HHS.  With  this  in  mind,  the  members  of  the  Society  for  Neuroscience  will 
continue  to  work  diligently  to  gain  progress  in  research  in  the  neurosciences  and 
its  benefits  to  the  health  and  well-being  of  the  American  public. 

We  at  the  Society  for  Neuroscience  realize  the  difficulty  in  finding  money 
for  biomedical  research.  However,  we  do  feel  that  it  is  vital  that  the  necessary 
funds  are  appropriated  to  continue  to  achieve  the  tremendous  advances  and 
breakthroughs  that  are  within  our  reach.  It  is  for  these  reasons  that  we 
recommend  two  figures  to  this  Subcommittee;  our  specific  Institute  requests  and 
the  recommendation  from  the  Ad  Hoc  Group  for  Medical  Research  funding. 
While  our  Institute  requests  are  slightly  higher  than  the  Ad  Hoc  figure,  we 
recommend  that  this  Subcommittee  make  the  largest  appropriation  possible. 


I.       Society  for  Neuroscience 's  Specific  Institute  requests: 

*  National  Institute  of  Mental  Health  (Society's  request:  $711  million) 

*  National  Institute  of  Neurological  Disorders  and  Stroke  (Society's 
request:  $736.057  million) 

*  National  Institute  on  Drug  Abuse  (Society's  request:  $501.270 
million) 

*  National  Institute  on  Deafness  and  Other  Communication  Disorders 
(Society's  request:  $195.966  million) 

*  National  Eye  Institute  (Society's  request:  $350.494  million) 

*  National  Institute  on  Aging  (Society's  request:  $  496.4  million) 

*  National  Institute  of  Child  Health  and  Human  Development  (Society's 
request:  $650  million) 

*  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (Society's 
request:  $216.196  million) 

*  National  Institute  of  Dental  Research  (Society's  request:  $197.852 
million) 
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In  a  perfect  world,  we  would  like  this  Subcommittee  to  fund  NIH  at  the  levels 
indicated  in  our  Institute  requests.  However,  because  funding  for  biomedical 
research  is  difficult  in  this  time  of  balanced  budgets,  we  request  that  this 
Subcommittee  fund  NIH  at  a  minimum  of  a  6.5%  increase  over  FY  1996,  as 
recommended  by  the  Ad  Hoc  Group  for  Medical  Research  Funding. 


II.      Ad  Hoc  Group  for  Medical  Research  Funding 

We  support  the  Ad  Hoc  Group  for  Medical  Research  Funding,  made  up  of  over 
170  national  medical  and  scientific  societies,  voluntary  health  groups,  and 
academic  and  research  organizations,  which  are  dedicated  to  the  future  of  the 
nation's  biomedical  and  behavioral  research,  in  recommending  strongly  that  this 
Jubcommittee: 

*       Appropriate  $12.72  billion  for  the  National  Institutes  of  Health,  which 
is  6.5%  above  the  FY  1996  NIH  appropriation. 

In  conclusion,  the  Society  for  Neuroscience  is  grateful  for  this  opportunity 
to  present  testimony  to  this  distinguished  Subcommittee  and  we  will  be  pleased 
to  answer  any  questions  the  Chairman  or  Members  may  have.  Thank  you  again 
for  your  continued  suppon. 
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Mr.  Bonilla.  Mr.  Reeve,  we  appreciate  your  testimony  this 
morning.  I  happened  to  be  watching  Barbara  Walters  the  night 
that  your  brother  was  interviewed.  And  I'm  not  ashamed  to  tell 
you,  I  had  a  tear  in  my  eye  that  night. 

Mr.  Reeve.  Thank  you. 

Mr.  Bonilla.  I  enjoyed  watching  the  story  of  your  brother's  re- 
covery. To  all  of  us,  or  most  of  us,  he'll  always  be  Superman.  And 
he  sure  showed  his  courage  that  night. 

Thank  you  for  your  testimony  here  this  morning. 

Mr.  Reeve.  Thank  you. 


Thursday,  February  29,  1996. 

WITNESS 

TRACY  BOTSET,  NATIONAL  ASSOCIATION  OF  ANOREXIA  NERVOSA 
AND  ASSOCIATED  DISORDERS 

Mr.  Bonilla.  Next,  we  have  Tracy  Botset,  from  Virginia,  with 
the  National  Association  of  Anorexia  Nervosa  and  Associated  Dis- 
orders. 

Tracy. 

Ms.  Botset.  Good  morning,  Mr.  Chairman.  I  am  a  recovered 
bulimic  and  a  member  of  the  Virginia  Board  of  Directors  of  the  Na- 
tional Association  of  Anorexia  Nervosa  and  Associated  Disorders, 
otherwise  known  as  ANAD.  As  a  community  resource  person  for 
ANAD,  I  educate  people  about  the  causes  and  dangers  of  eating 
disorders,  and  what  can  be  done  to  prevent  them. 

We  are  deeply  grateful  to  you  and  the  members  of  the  sub- 
committee for  inviting  ANAD  to  testify  on  the  importance  of  ex- 
panding programs  and  services  which  combat  eating  disorders.  Our 
testimony  will  focus  on  the  urgent  need  for  programs  aimed  at  pre- 
venting adolescents  and  young  adults  from  developing  these  deadly 
illnesses. 

Eating  disorders  include  anorexia  nervosa,  which  is  self-starva- 
tion; bulimia  nervosa,  which  is  binge  and  purge  syndrome;  and 
compulsive  overeating.  These  illnesses  afflict  more  than  seven  mil- 
lion women  and  one  million  men  in  America  alone.  Eating  dis- 
orders produce  psychological  anguish  for  its  victims  and  their  fami- 
lies. They  are  difficult  and  expensive  to  treat,  and  cause  dangerous 
medical  complications.  Anorexia  nervosa  is  the  most  deadly  of 
these  illnesses  and  has  one  of  the  highest  mortality  rates  of  any 
psychiatric  illness. 

Founded  in  1976,  ANAD  is  America's  oldest  and  largest  grass 
roots  association  of  lay  and  professional  people  dedicated  to  alle- 
viating the  problems  of  eating  disorders.  We  have  assisted  millions 
of  people  through  their  programs,  which  include  an  international 
network  of  free  support  groups,  a  free  national  hotline  and  referral 
service,  professional  training  conferences  and  education,  prevention 
and  advocacy  programs. 

The  prevention  of  eating  disorders  is  central  to  the  mission  of 
ANAD.  Our  educational  outreach  programs  reach  tens  of  thousands 
of  people  every  year,  proving  that  education  and  prevention  pro- 
grams do  not  need  to  be  expensive  to  be  effective. 
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It  is  particularly  important  to  target  prevention  programs  to  ado- 
lescents and  young  adults,  because  ANAD  studies  show  that  86 
percent  of  people  with  eating  disorders  develop  their  illness  by  the 
age  of  20.  Millions  of  youths  could  be  reached  if  all  schools  and 
public  health  agencies  emphasized  the  primary  and  secondary  pre- 
vention of  eating  disorders. 

Yet  the  resources  that  public  health  agencies  and  schools  devote 
to  the  prevention  of  eating  disorders  pale  in  comparison  to  the  re- 
source and  attention  they  devote  to  the  prevention  of  other  serious 
illnesses  and  problems  such  as  drug  abuse  and  alcohol  abuse.  At 
all  levels,  Federal,  state  and  local,  some  kind  of  commitment  has 
to  be  made  in  the  prevention  of  eating  disorders. 

We  are  here  today  to  request  that  $5  million  be  appropriated  for 
the  programs  and  services  to  prevent  eating  disorders.  We  also  re- 
quest the  continued  funding  for  research  in  the  causes  and  treat- 
ments of  eating  disorders,  and  increased  funding  for  the  research 
and  evaluation  of  the  effectiveness  of  different  prevention  strate- 
gies. 

Both  primary  prevention  and  secondary  prevention  programs  are 
needed.  But  we  believe  that  it  is  particularly  urgent  to  fund  the  re- 
search and  development  of  primary  prevention  programs.  Second- 
ary prevention  programs  emphasize  early  detection  and  early  inter- 
vention, while  primary  prevention  programs  seek  to  prevent  people 
from  developing  eating  disorders  in  the  first  place.  Primary  preven- 
tion approaches  counter  the  root  causes  of  eating  disorders  both  by 
educating  about  nutrition,  body  development  and  growth,  and  help- 
ing people  to  build  a  high  self-esteem  and  develop  emotionally 
healthy  responses  to  successes,  failures  and  life's  changes.  These 
programs  also  build  a  foundation  of  emotional  health  that  helps  to 
prevent  many  other  emotional  illnesses  and  high  risk  behaviors. 

Schools  can  play  a  major  role  in  preventing  eating  disorders  by 
simply  incorporating  this  kind  of  preventive  education  into  their 
existing  health  care  curriculum.  This  is  just  one  example  of  how 
primary  and  secondary  prevention  strategies  can  be  implemented 
at  a  very  low  cost.  All  primary  and  secondary  prevention  programs 
should  be  designed  and  implemented  with  both  fiscal  responsibility 
and  cost  effectiveness  in  mind.  The  same  considerations  apply  to 
research  projects.  Agencies  seeking  funds  for  such  programs  or 
projects  should  provide  detailed  information  on  their  proposals  and 
then  strictly  account  for  the  funds  they  receive. 

If  effective  prevention  programs  are  implemented  on  a  wide- 
spread basis,  far  fewer  people  will  need  the  expensive  and  lengthy 
medical  treatment  and  therapy  required  to  treat  serious  eating  dis- 
orders illnesses.  From  a  monetary  standpoint,  the  cost  savings  will 
be  enormous.  From  a  human  standpoint,  the  savings  will  be  im- 
measurable. 

This  concludes  our  oral  testimony.  We  hope  that  you  will  con- 
sider our  written  testimony,  which  addresses  several  other  crucial 
issues. 

[The  additional  material  follows:] 
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OTHER  IMPORTANT  ISSUES 


Several  other  issues  must  also  be  addressed  if  we  are  to 
eradicate  the  deadly  illnesses  of  eating  disorders.     Other  key 
priorities  include: 

1)  Improving  patients' access  to  quality,  affordable  treatment 
through  insurance  reform  and  other  measures;  and 

2)  Improving  the  training  health  care  professionals  receive  on 
recognizing  and  treating  eating  disorders;  and 

3)  Encouraging  research  that  evaluates  promising  prevention 
strategies  and  self-help  strategies. 

Each  of  these  issues  is  summarized  below.     Where  appropriate,  we 
have  included  ANAD  recommendations  on  how  to  best  address  these 
issues. 

Access  to  Treatment; 

High-quality  treatment  for  eating  disorders  is  available. 
Unfortunately,  most  victims  of  eating  disorders  are  unable  to 
actually  access  this  treatment. 

Victims  of  eating  disorders  who  have  private  insurance  routinely 
are  refused  reimbursement  for  the  treatment  they  require.  People 
seeking  treatment  through  Community  Mental  Health  Centers 
generally  fare  no  better,  though  for  different  reasons. 

Typically,  people  who  have  eating  disorders  require  specialized 
medical  and  psychiatric  treatment.     But,  because  insurers  often 
treat  eating  disorders  only  as  a  mental  illness,  patients  are 
both  denied  the  medical  treatment  they  require  and  subjected  to 
the  extremely  low  caps  on  benefits  for  treatment  of  mental 
illnesses. 

For  example,  patients  with  serious  eating  disorders  often  require 
extensive  medical  treatment  to  restore  the  weight  they  have  lost. 
Ideally,  this  weight  restoration  should  occur  concurrently  with 
the  provision  of  psychological  services  and  behavior 
modification.     Yet  most  insurance  companies  will  not  cover 
medical  services  and  psychological  services  concurrently — making 
it  hard  for  patients  to  receive  comprehensive  treatment. 

People  seeking  treatment  through  Community  Mental  Health  Centers 
often  find  it  difficult  to  obtain  the  multidisciplinary  treatment 
they  require.     This  is  due,  in  large  part,  to  the  budget 
constraints  under  which  these  centers  operate.     Because  they  must 
focus  their  limited  resources  on  the  treatment  of  mental 
illnesses  such  as  schizophrenia,  bipolar  disorder,  and 
depression,  they  often  are  not  equipped  to  provide  the 
multidisciplinary  program  of  medical  monitoring,  nutritional 
counseling  and  therapy  that  patients  with  eating  disorders 
require. 
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Action  must  be  taken  on  many  different  fronts  to  improve 
patients'  access  to  treatment  for  their  illnesses.     On  the 
legislative  front,  proposals  for  insurance  reform  and  health  care 
reform  must  ensure  that  patients  with  eating  disorders  can 
receive  reimbursement  for  both  medical  treatment  and  mental 
health  care.     Government-funded  mental  health  centers,  meanwhile, 
should  be  encouraged  to  develop  multidisciplinary  approaches  to 
the  treatment  of  eating  disorders,  perhaps  by  working  in 
partnership  with  others  in  the  community  who  are  addressing 
various  aspects  of  the  problems  of  eating  disorders. 

Training  Health  Care  Professionals  to  Recognize  and  Treat  Eating 
Disorders: 

Because  eating  disorders  are  complicated  illnesses  requiring 
multidisciplinary  treatment,  it  is  also  important  to  educate 
health  care  professionals  from  all  disciplines  on  the  recognition 
and  treatment  of  these  illnesses.     We  believe  it  is  particularly 
important  to  provide  this  training  to  internists,  pediatricians 
and  other  health  care  professionals  who  are  not  specialists  in 
eating  disorders,  because  these  are  the  health  care  professionals 
most  likely  to  first  come  in  contact  with  a  person  who  has  an 
eating  disorder.     In  many  cases — especially  in  managed  care 
systems — these  are  also  the  doctors  who  are  responsible  for 
authorizing  referrals  and  specific  treatments,  so  it  is  critical 
that  they  know  as  much  as  possible  about  these  illnesses. 

Research  Evaluating  Prevention  and  Self -Help  Strategies: 

We  also  need  to  encourage  and  fund  research  that  evaluates  which 
prevention  and  self-help  support  strategies  are  most  effective. 
We  want  to  emphasize,  however,  that  it  is  urgent  to  begin 
implementing  promising  strategies  for  primary  prevention  now.  If 
we  hold  off  on  implementing  primary  prevention  strategies  until 
the  value  of  each  and  every  prevention  strategy  has  been 
thoroughly  documented,  it  will  be  years  before  we  can  adequately 
address  the  dangerous — and  growing — problem  of  eating  disorders 
in  America. 
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COMPELLING  REASONS  TO  INTENSIFY  AND  EXPAND  EATING  DISORDERS 
PREVENTION  AND  EDUCATION  PROGRAMS 

EATING  DISORDERS  ARE  WIDESPREAD  AND  DESTRUCTIVE 

'*        Eating  disorders  cause  immeasurable  suffering  for  victims  and  families. 

►  Eating  disorders  have  reached  epidemic  levels  in  America:  All  segments  of  society,  young  and  old,  rich 
and  poor,  all  minorities,  including  African  American  and  Latino. 

►        Seven  million  women 
*        One  million  men 

►  Victims  lose  the  ability  to  function  effectively  —  great  personal  loss,  and  loss  to  society. 

AGE  AT  QNSET  OF  ILLNESS 

►  86  percent  report  onset  of  illness  by  the  age  of  20:* 

10  percent  report  onset  at  10  years  or  younger. 
33  percent  report  onset  between  the  ages  of  11-15. 
43  percent  report  onset  between  the  ages  of  16-20. 

DURATION  OF  ILLNESS/MORTALITY 

►  77  percent  report  duration  of  illness  from  one  to  15  years:'  For  further  information,  please  call: 

30  percent  report  duration  from  one  to  five  years 

31  percent  report  duration  from  six  to  10  years.  ANAD 
16  percent  report  duration  from  1 1  to  15  years.  Box  7 

Highland  Park,  IL  60035 

»        It  is  estimated  that  six  percent  of  serious  cases  die. 

*  Only  50  percent  report  being  cured.  847/831-3438 
COST  QF  TREATMENT 

*  Treatment  for  anorexia  nervosa  and/or  bulimia  is  often  extremely  expensive.  Large  numbers  of  victims 
require  extensive  medical  monitoring  and  treatment,  and  therapy  generally  extends  over  two  years  or 
more. 

*■  Cost  of  inpatient  treatment  can  be  $30,000  or  more  a  month.  Many  patients  need  repeated 
hospitalizations. 

*■  The  cost  of  outpatient  treatment,  including  therapy  and  medical  monitoring,  can  extend  to  $100,000  or 
more. 


Eating  disorders  are  rampant  in  our  society,  yet  no  state  in  the  nation  has  an  adequate  program  to  combat  anorexia 
nervosa  and  bulimia.  Very  few  schools  or  colleges  have  programs  to  educate  our  youth  about  the  dangers  of  eating 
disorders. 

Every  state  in  our  nation  and  thousands  of  schools  have  extensive  programs  aimed  to  prevent  alcoholism  and  drug  abuse. 
The  value  of  such  programs,  especially  education  programs,  has  been  proven  and  accepted  into  school  curricula. 

The  immense  suffering  surrounding  eating  disorders,  the  high  cost  of  treatment  and  the  longevity  of  these  illnesses  make 
it  imperative  that  vastly  expanded  education  programs  be  implemented  to  prevent  anorexia  nervosa  and  related  disorders. 

Since  86  percent  of  victims  report  the  onset  of  their  illness  by  age  20,  education  programs  should  focus  on  these  ages 
in  order  to  maximize  preventive  efforts. 

ANAD  education/early  detection/prevention  programs  provide  models  for  low  cost  outreach  services  that  benefit  hundreds 
of  thousands  of  our  youth.  ANAD  has  urged  federal  and  state  governments  to  undertake  and  develop  education  programs 
for  our  citizens. 

*  ANAD  Ten  Year  Study 


NATIONAL  ASSOCIATION  OF  ANOREXIA  NERVOSA  AND  ASSOCIATED  DISORDERS  -  ANAD 
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AN  ASSOCIATION  OF  LAY  AND  PROFESSIONAL  PEOPLE  DEDICATED  TO 
ALLEVIATING  THE  PROBLEMS  OF  EATING  DISORDERS 

ANAD  serves  the  nation,  and  increasingly  the  world,  as  an  Association  concerned  with  and  providing  programs  for  the  entire 
eating  disorders  field.  Nineteen  years  after  its  inception  on  March  4, 1976,  ANAD  leads  the  fight  In  the  battle  against  deadly 
eating  disorders  with  a  multi-faceted  program. 

COUNSEL:  Through  its  hot-line  and  response  to  mail  inquiries.  ANAD  provides  counsel  and  information  to  thousands  of 
anorexia,  bulimics,  their  families,  and  to  health  professionals  from  all  parts  of  the  globe. 

REFERRAL  LIST:  ANAD  s  referral  list  includes  over  2, 000  therapists,  hospitals  and  clinics  in  the  US,  Canada  and  other 
countries  which  treat  eating  disorders. 

EARLY  DETECTION:  77iif  program  alerts  parents,  teachers  and  the  general  public  to  the  dangers  of  eating  disorders  and  lo 
the  value  of  early  detection  and  treatment 

EDUCATION:  AN  AD  distributes  information  about  eating  disorders  to  health  professionals  and  interested  people  to  inform  them 
on  the  various  aspects  of  eating  disorders.  Libraries,  schools,  universities  and  other  institutions  use  ANAD  as  a  resource  center. 

PUBLICITY:  Through  ANAD's  efforts,  articles  on  eating  disorders  have  appeared  in  hundreds  of  newspapers  and  magazines. 
ANAD  has  participated  in  numerous  national  and  community  radio  a-id  television  programs. 

SUPPORT  GROUPS:  ANAD  assists  in  the  formation  of  chapters  and  self-help  groups  so  that  victims  and  their  families  may 
meet  others  with  similar  problems.  There  are  now  programs  in  all  fifty  states  and  in  ten  foreign  countries. 

NATIONAL  NEWSLETTER:  ANAD  distributes  the  newsletter  to  thousands  of  anorexics,  bulimics,  and  concerned  family 
members,  health  professionals  and  schools  to  provide  educational  information  and  an  exchange  of  feelings  and  ideas. 

RESEARCH:  ANAD  research  projects  have  helped  significantly  to  increase  the  understanding  of  eating  disorders  in  the  United 
States,  especially  in  demonstrating  that  anorexia  nervosa,  bulimia  nervosa  and  compulsive  eating  are  at  epidemic  levels  and  strike 
every  segment  of  American  society.  The  Association  has  encouraged  and  participated  in  numerous  other  research  projects  designed  to 
better  understand  eating  disorders. 

INSURANCE  DISCRIMINATION :  ANAD  is  working  to  halt  widespread  discrimination  against  the  sufferers  of  anorexia 
nervosa  and  bulimia. 

CONSUMER  ADVOCACY:  ANAD  has  successfully  prevented  dangerous  slogans  such  as  'You  can  never  be  too  rich  or  too 
thin"  from  appearing  in  national  ads.  ANAD  continues  to  monitor  advertisers,  and  has  initiated  a  campaign  against  the  sale  of  over- 
the-counter  diet  products  such  as  diet  pills,  laxatives,  diuretics,  and  emetics  to  adolescents. 

PRESENTATION  AT  CONGRESSIONAL  HEARINGS :  ANAD  representatives  have  appeared  at  congressional 
hearings  to  testify  on  the  dangers  of  adolescent  dieting  and  potentially  dangerous  diet  products,  to  promote  sound  governmental 
programs  and  consumer  protection  in  the  eating  disorders  held. 

CONFERENCES/SEMINARS:  AN  AD  provides  national  and  community  education  and  training  conferences,  seminars  end 
lectures  for  health  professionals  and  lay  people. 

ALL  SERVICES  ARE  FREE. 

ANAD  •  Box  7  •  Highland  Park,  Illinois  60035  •  847/831-3438 
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Mr.  Bonilla.  Tracy,  thank  you  so  much  for  your  testimony  this 
morning. 


Thursday,  February  29,  1996. 

WITNESS 

MARY  TYLER  MOORE,  JUVENILE  DIABETES  FOUNDATION  INTER- 
NATIONAL 

Mr.  Bonilla.  At  this  time  I'd  like  to  call  on — this  is,  I  guess,  the 
day  that  Hollywood  is  coming  to  Washington — Mary  Tyler  Moore, 
who  is  here  representing  the  Juvenile  Diabetes  Foundation. 

Good  morning. 

Ms.  MOORE.  Good  morning. 

Mr.  Chairman,  distinguished  members,  on  behalf  of  the  16  mil- 
lion Americans  with  diabetes,  the  170,000  Americans  who  will  die 
this  year  from  this  disease,  and  their  bereaved  loved  ones,  and  the 
millions  of  taxpayers  and  consumers  who  must  pay  diabetes'  astro- 
nomical costs,  $138  billion  this  year,  on  behalf  of  all  these  many 
millions  of  Americans,  including  myself,  I  want  to  thank  you  for 
this  opportunity  to  speak  to  you  today. 

As  most  of  you  know,  this  is  not  the  first  time  that  I've  appeared 
before  you.  And  I  want  you  to  know,  Mr.  Chairman,  that  as  I  pre- 
pared again  for  this  hearing,  I  felt  on  the  one  hand  a  deep  sense 
of  respect  and  gratitude  for  this  committee's  work  and  your  long 
commitment  to  Federal  support  of  medical  research.  But  on  the 
other  hand,  I  find  that  I  am  increasingly  frustrated.  Mr.  Chairman, 
this  subcommittee's  decision  last  year  to  increase  NIH  funding  by 
5.7  percent,  while  so  many  other  programs  were  subjected  to  deep 
cuts,  demonstrated  extraordinary  leadership.  But  another  year  has 
gone  by,  and  I  sit  before  you  again  and  the  painful,  life-limiting 
disease  that  I  and  millions  of  persons  like  me  suffer  has  not  been 
resolved.  I  am  always  torn  about  what  to  say  when  such  needs  as 
these  come  up.  I  am  certainly  tempted  to  talk  numbers,  because  I 
know  that  without  ways  of  qualifying  and  quantifying  things,  Con- 
gress and  this  committee  could  not  do  its  business. 

But  you've  heard  the  numbers  before.  They  are  included  in  the 
formal  testimony  that  I've  provided  for  the  record.  And  they  are 
devastating.  What  they  aren't  is  personal,  palpable.  They  don't  pro- 
vide a  window  on  the  hopes,  dreams  and  fears  of  millions  of  people 
with  diabetes,  the  children  and  their  parents,  the  young  mothers 
to  be,  the  workaday  people  and  the  people  like  me. 

But  just  to  make  sure  that  we're  all  in  the  same  ball  park,  please 
remember,  diabetes  is  a  crippler  and  a  killer.  Diabetes  is  a  leading 
cause  of  death  and  disability  in  this  country.  It  is  the  leading  cause 
of  adult  onset  blindness,  the  leading  cause  of  kidney  failure,  the 
leading  cause  of  non-traumatic  amputations.  Diabetes  is  also  a 
major  risk  factor  for  the  early  development  of  heart  disease  and 
stroke.  In  fact,  diabetes  affects  virtually  every  organ  system  in  the 
body.  Is  it  any  surprise  then,  that  with  diabetes,  life  expectancy, 
as  it  is  reduced  by  30  percent,  is  it  any  surprise,  Mr.  Chairman, 
that  with  another  year  gone,  I  am  frightened.  After  almost  30  years 
with  diabetes,  my  time  may  well  be  running  out. 
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But  at  the  Juvenile  Diabetes  Foundation,  we  don't  let  our  frus- 
tration and  our  fears  overwhelm  us,  we  use  them  to  motivate  us 
to  do  what  we  know  must  be  done:  find  a  cure.  We  use  them  to 
create  hope.  And  that  hope  comes  from  research. 

With  important  contributions  from  the  public,  private  and  not- 
for-profit  sectors,  research  conducted  over  the  last  25  years  has 
made  the  lives  of  persons  with  diabetes  better.  Research  has  made 
my  life  better.  Laser  surgery  has  preserved  my  eyesight,  and  care- 
ful control  of  my  blood  sugar  reduces  the  number  and  duration  of 
painful  neuropathy  episodes  that  I  suffer. 

This  year,  after  being  inadvertently  nicked,  I  developed  a  serious 
infection  in  my  small  toe.  In  people  with  diabetes,  because  of  poor 
blood  flow  and  poorly  functioning  white  blood  cells,  infections  of 
this  sort  often  lead  to  amputation.  My  doctor  told  me  my  foot  was 
at  risk. 

For  months  I  was  haunted  by  an  image  of  a  me  who  always 
thought  of  herself  as  a  dancer,  a  me  who  has  always  been  so  active, 
now  missing  a  limb,  disabled.  But  thanks  to  new  age  antibiotics 
and  home  infusion  therapy,  I  am  nearly  fully  recovered  and  able 
to  be  here  with  you  today. 

None  of  these  treatments  is  a  cure.  And  they  all  have  tradeoffs. 
They  have  and  can  improve  our  lives,  but  they  have  not  solved  the 
problem.  I  am  still  at  risk  for  blindness.  I  still  have  severe  neuro- 
pathic pain.  And  this  will  likely  not  be  the  last  amputation  scare 
that  I  will  experience.  And  make  no  mistake,  I  am  scared. 

What  comforts  me?  Well,  because  of  the  foresight  in  past  and 
present  members  of  this  committee,  and  the  dedication  of  JDF  and 
the  other  private  funders  of  medical  research,  a  cure  for  diabetes 
and  its  complications  is  finally  in  view.  The  magic  of  genetic  engi- 
neering had  led  to  the  development  of  nerve  growth  factors  which 
may  one  day  be  the  answer  to  my  neuropathy  and  blood  vessel 
growth  factors,  which  may  help  my  toes.  Other  research  has  identi- 
fied a  class  of  drugs  known  as  glycation  inhibitors,  which  prevent 
the  inappropriate  binding  of  blood  sugar  and  blood  proteins,  a  proc- 
ess thought  to  be  at  the  root  of  many  of  the  complications  of  diabe- 
tes, like  eye  disease  and  kidney  disease  and  neuropathy. 

There  is  even  good  reason  to  believe  that  we  are  not  too  far  from 
being  able  to  replace  the  insulin  producing  cells,  which  have  been 
destroyed  in  people  like  me,  with  new  ones,  or  even  create  bio- 
mechanical  pancreases.  All  these  cure  opportunities  have  been 
made  possible  by  our  past  investment  in  research,  but  they  are  just 
that,  only  opportunities. 

Mr.  Chairman,  you  and  the  distinguished  members  of  this  com- 
mittee have  a  difficult  task.  I  recognize  the  constraints  of  the  cur- 
rent budget  environment.  You  have  demonstrated  your  willingness 
to  invest  in  diabetes  research  in  the  past,  and  for  that,  I  am  grate- 
ful. But  our  hopes  are  yet  unrealized. 

We  are  finally  on  the  threshold  of  a  cure  for  diabetes,  that  deadly 
crippling  disease  which  touches  tens  of  millions  of  lives,  costs  hun- 
dreds of  billions  of  dollars,  and  wakes  me  violently  from  sleep.  We 
must  not  lose  this  opportunity. 

I  know  that  no  matter  how  tiring  or  difficult  your  work  in  public 
office  is,  each  of  you  have  had  moments  that  remind  you  of  why 
you  are  here.  Perhaps  it's  when  a  piece  of  legislation  passes  or  you 
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can  help  a  constituent,  or  maybe  it's  just  a  moment  at  the  Memo- 
rial Day  parade  or  a  church  supper.  And  you  see,  as  if  for  the  first 
time,  the  people  who  make  up  this  country,  and  you  feel  gratified 
that  you  have  a  place  in  the  annals  of  American  leadership.  You 
have  a  chance  to  serve  them. 

Mr.  Chairman,  distinguished  members,  this  is  one  of  those  mo- 
ments. Beneath  the  fears,  the  frustrations  and  gratitude  of  living 
with  diabetes  in  the  1990s,  there  is  hope,  hope  for  a  cure.  The  cur- 
rency of  that  hope  is  research.  We  at  JDF  are  committed  to  always 
doing  our  part  and  then  more.  I  ask  the  same  of  you. 

[The  prepared  statement  follows:] 
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The  Juvenile  Diabetes  Foundation  International  (JDF)  is  grateful  for  this  opportunity  to 
present  its  views  regarding  fiscal  year  (FY)  1997  appropriations  for  the  National 
Institutes  of  Health  (NIH).  JDF  is  a  voluntary  health  organization  comprised  of  over  110 
chapters  and  affiliates  throughout  the  U.S.  and  the  world  dedicated  to  the  discovery  of  a 
cure  for  diabetes  and  prevention  of  its  complications  through  the  funding  of  basic  and 
applied  medical  research.  JDF  gives  more  money  directly  to  diabetes  research  than  any 
other  non-governmental  health  agency  in  the  world.  Since  1 970,  JDF  has  contributed 
$180  million  to  diabetes  research. 

First,  Mr.  Chairman,  JDF  would  like  to  thank  you  and  this  Subcommittee  for  providing 
the  leadership  which  resulted  in  last  year's  substantial  increase  in  funding  for  the  NIH. 
Your  action  last  year  helped  to  establish  federal  funding  for  medical  research  as  a  top 
national  priority  during  this  time  of  difficult  budget  belt-tightening.  Moreover,  it 
provided  hope  to  the  millions  of  Americans  touched  by  diabetes.  We  are  eternally 
grateful. 

The  Impact  of  Diabetes 

Diabetes  is  a  major  public  health  problem  which  affects  approximately  16  million 
Americans.  An  estimated  650,000  new  cases  of  diabetes  will  be  diagnosed  this  year 
alone.  A  study  conducted  by  Lewin-VHI,  Inc.  (1992)  concluded  that  the  total  annual 
health  care  costs  attributable  to  diabetes  exceed  $130  billion.  In  other  words,  this  study 
found  that  health  care  expenditures  for  people  with  diabetes  constituted  about  one  in 
seven  health  care  dollars  spent.  In  1992,  while  people  with  diabetes  constituted  about  4.5 
percent  of  the  U.S.  population,  they  accounted  for  15  percent  of  total  national  health  care 
expenditures.  Clearly,  a  cure  for  diabetes  could  result  in  massive  savings  in  health  care 
spending  in  this  country. 

In  addition  to  the  economic  costs,  diabetes  has  tremendous  human  costs.  Consider  the 
following: 

•  Diabetes  reduces  life  expectancy  by  up  to  30  percent.  This  year  alone,  diabetes  and 
its  complications  will  contribute  to  the  deaths  of  roughly  1 70,000  Americans. 

•  Diabetes  is  the  number  one  cause  of  new  blindness  in  people  between  the  ages  of  20 
and  74.  Each  year,  between  15,000  and  39,000  people  lose  their  sight  because  of 
diabetes. 

•  Ten  percent  of  all  people  with  diabetes  develop  serious  kidney  disease.  Nearly  30 
percent  of  all  new  dialysis  patients  have  diabetes. 


People  with  diabetes  are  2  to  4  times  more  likely  to  die  from  heart  disease.  People 
with  diabetes  are  5  times  more  likely  to  have  a  stroke. 
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•  Diabetes  is  a  leading  risk  factor  for  premature  development  of  heart  disease  in 
women. 

•  60-65  percent  of  people  with  diabetes  are  affected  by  hypertension. 

•  Diabetes  is  the  leading  cause  of  non-traumatic  amputations.  Over  54,000  diabetes- 
related  amputations  are  performed  each  year. 

•  Approximately  40,000  babies  are  born  each  year  to  women  with  overt  or  gestational 
diabetes.  These  infants  experience  a  disproportionately  high  rate  of  mortality,  birth 
defects  and  other  anomalies,  respiratory  distress,  prematurity  and  other  serious 
medical  problems. 

•  The  prevalence  of  diabetes  is  50-60  percent  higher  in  African  Americans  than  in 
whites.  African  American  women  are  twice  as  likely  to  be  afflicted  with  diabetes 
than  white  women. 

•  Americans  of  Latin  ancestry,  the  fastest  growing  minority  in  the  U.S.,  are  about  three 
times  as  likely  to  develop  diabetes  than  non-Latins. 

•  Native  Americans  have  a  33-50  percent  higher  chance  of  developing  diabetes;  43.4 
percent  of  Pima  Indians  develop  diabetes. 


Research  Progress 

Fortunately,  these  grim  facts  and  figures  do  not  tell  the  entire  story  of  diabetes  over  the 
past  twenty  years.  Since  publication  of  the  first  Long  Range  Plan  to  Combat  Diabetes  in 
1975,  the  federal  government~as  the  result  of  congressional  appropriations-has  invested 
over  $4  billion  in  diabetes  research.  We  are  pleased  to  report  that  this  investment  has  led 
to  significant  advances  in  the  treatment  of  this  devastating  illness.  Moreover,  many 
scientists  today  are  optimistic  that  we  are  within  reach  of  preventing,  and  ultimately 
curing,  diabetes. 

Indeed,  all  of  the  following  research  advances  have  been  made  through  the  federal 
investment  in  medical  research: 

•    Results  of  the  1 0-year  Diabetes  Control  and  Complications  Trial  (DCCT)  indicate 
that  very  tight  control  of  blood  glucose  levels  in  persons  with  Type  I  diabetes, 
something  which  is  very  difficult  to  accomplish  with  existing  methods,  dramatically 
reduces  the  risk  of  developing  its  life-threatening  microvascular  complications 
(kidney,  eye,  and  peripheral  nerve).  More  research  is  necessary,  but  it  is  anticipated 
that  tight  control  for  persons  with  Type  II  diabetes  will  have  similar  results. 
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•  Development  of  laser  photocoagulation  procedures  has  reduced  the  risk  of  blindness 
from  diabetic  eye  disease. 

•  Researchers  recently  discovered  that  a  drug  currently  used  to  treat  high  blood 
pressure,  Captopril,  also  reduces  the  risk  of  kidney  failure  in  persons  with  Type  I 
diabetes  by  as  much  as  50  percent. 

•  Antibody  tests  have  been  developed  that  can  identify  individuals  at  high  risk  of 
developing  Type  I  diabetes. 

•  Type  I  diabetes  in  animals  has  been  prevented  or  delayed  by  injection  of  several 
target  antigens,  including  insulin  and  the  enzyme  glutamic  acid  decarboxylase 
(GAD),  which  interferes  with  the  immune  destruction  of  pancreatic  islet  cells. 

•  Six  genetic  markers  involved  in  the  development  of  Type  I  diabetes  have  been 
discovered. 

•  Micro-encapsulation  is  being  studied  as  a  way  of  preventing  the  rejection  and 
autoimmune  destruction  of  transplanted  human  islet  cells  in  people  with  Type  I 
diabetes. 

•  Advances  in  pancreas  transplantation  technology  allow  persons  with  end-stage 
complications  of  diabetes  to  receive  whole  pancreas  transplantation  prior  to, 
simultaneous  with,  or  after  kidney  transplantation.  Experimentation  is  under  way  to 
test  transplantation  of  isolated  islet  cells  as  an  alternative  to  whole  pancreas. 

JDF's  Public-Private  Partnerships 

While  JDF  has  been  a  long-time  advocate  of  federal  support  for  biomedical  research,  the 
organization  has  long  done  its  part  to  promote  research  towards  a  cure.  JDF  views 
medical  research  as  the  collaborative  responsibility  of  both  the  public  and  private  sectors. 
Toward  this  end,  JDF  has  been,  over  its  26  year  history,  the  largest  non-governmental 
contributor  to  diabetes  and  diabetes-related  research  in  the  world.  In  addition  to  these 
efforts,  JDF  has  just  announced  that  it  will  extend  the  goal  of  its  "Only  Remedy  Is  A 
Cure"  fundraising  campaign  to  $200  million.  This  campaign  was  established  specifically 
for  the  purpose  of  supporting  large  diabetes  interdisciplinary  research  programs.  This 
research  approach  arose  out  of  a  recommendation  from  the  1987  National  Diabetes 
Advisory  Board  Long  Range  Plan  to  Combat  Diabetes. 

As  part  of  this  effort,  JDF  has  entered  into  innovative  joint  research  partnerships  with  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK),  the  National 
Eye  Institute,  the  National  Heart,  Lung,  and  Blood  Institute  and  most  recently  the 
National  Institute  of  Allergy  and  Infectious  Diseases.  JDF  is  just  begun  a  similar 
partnership  with  the  Department  of  Veterans  Affairs.  These  jointly  funded  Centers  of 
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Excellence  bring  basic  scientists-cell  biologists,  molecular  biologists,  and  geneticists- 
together  with  diabetes  researchers  and  clinicians  for  an  interdisciplinary  approach  to 
basic  and  applied  diabetes  research.  Over  $100  million  has  already  been  committed  by 
JDF  and  its  public  sector  partners. 

The  Critical  Role  of  the  NTH 

During  the  current  effort  to  reduce  the  federal  budget  deficit,  it  is  important  that  policy 
makers  understand  the  numerous  economic  benefits  of  medical  research.  Indeed,  an 
investment  in  medical  research  must  be  an  integral  component  of  any  effort  to  contain 
federal  spending  in  the  future. 

Yet  the  value  of  biomedical  research  goes  far  beyond  our  ability  to  cure  devastating 
diseases  and  achieve  savings  in  health  care  costs.  The  American  biotechnology  industry 
is  one  of  the  fastest  growing  components  of  the  U.S.  economy,  and  is  critical  to  our 
status  as  a  global  leader  and  a  competitive  player  in  the  exploding  technological  field. 
Any  retreat  from  the  federal  government's  support  for  biomedical  research  would 
jeopardize  the  future  vitality  of  this  promising  sector  of  our  economy. 

Finally,  much  of  the  medical  research  currently  funded  through  the  NIH  would  not  be 
conducted  with  a  diminished  federal  commitment.  Private  industry,  which  currently 
funds  a  great  deal  of  applied  and  clinical  research,  would  find  basic  research  far  too  risky 
an  enterprise  since  there  are  no  assurances  that  such  research  will  produce  a  marketable 
and  profitable  product  or  procedure.  We  know  from  experience  that  the  precise  path  of 
medical  discovery  cannot  be  predicted;  research  leads,  which  must  be  pursued  as  they 
develop,  occasionally  result  in  dead  ends  but  more  often  create  new  lines  of  inquiry  to  be 
explored.  Basic  research  in  one  area  can  fortuitously  lead  to  advances  in  others,  and 
must  be  advanced  through  federal  support. 

FY  1997  Recommendations  for  NIH 

If  we  are  to  truly  capitalize  on  existing  research  opportunities,  the  federal  commitment  to 
NIH  must  be  enhanced.  To  this  end: 

•  JDF  recommends  that,  at  a  minimum,  Congress  fund  NIH  overall  at  a  level  of  $12.9 
billion,  approximately  an  8  percent  increase  over  last  year's  appropriation.  We 
acknowledge  the  difficulty  this  Congress  faces  in  attempting  to  balance  the  federal 
budget.  However,  for  the  reasons  stated  previously,  we  hope  that  the  Congress  will 
continue  to  support  the  progress  that  has  already  been  made  at  the  NIH. 

•  For  NIDDK.  JDF  recommends  an  appropriation  of  $83 1  million,  which  represents  an 
increase  of  approximately  8  percent. 

•  In  addition,  JDF  supports  an  allocation  of  $340  million  for  diabetes  research  across 
all  the  institutes  of  NIH,  an  increase  of  approximately  8  percent. 
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Mr.  Bonilla.  Ms.  Moore,  thank  you  very  much  for  your  testi- 
mony today.  As  you  know,  when  I  came  to  Congress  in  1993,  I 
chose  to  champion  diabetes  research  funding.  And  one  of  the  pri- 
mary reasons  is,  back  in  my  district,  which  is  more  than  60  percent 
Hispanic,  in  south  Texas,  this  disease  is  especially  prevalent  in 
that  population.  And  since  then,  I  have  some  time  ago  learned  how 
hard  you  and  your  husband  have  both  worked  for  this  cause.  And 
so  I'm  just  delighted  with  the  progress  we've  made  on  this  commit- 
tee in  the  last  three  years,  and  we're  going  to  continue  to  try  to 
do  everything  we  can  to  help  in  this  area. 

Ms.  Moore.  We  thank  you  for  that. 

Mr.  Bonilla.  So  your  appearance  today  is  very  worthwhile,  and 
the  final  footnote  here  is  Fm  somewhat  awed  by  your  presence  here 
today.  Fve  watched  you  for  years  and  admired  your  work.  There's 
nothing  like  watching  you  yell  at  Dick  Van  Dyke  in  the  old  reruns. 
[Laughter.] 

Ms.  Moore.  Now,  don't  make  me  have  to  yell  at  you.  [Laughter.] 
Mr.  Bonilla.  But  thank  you  very  much  for  appearing  here  today. 
Ms.  Moore.  Thank  you. 


Thursday,  February  29,  1996. 

WITNESS 

HEATHER  R.  FRASER,  CYSTIC  FIBROSIS  FOUNDATION 

Mr.  Bonilla.  We'd  now  like  to  call  on  Heather  Fraser,  who  is  the 
Consumer  Affairs  Coordinator  for  the  Cystic  Fibrosis  Foundation. 
Good  morning,  Heather. 
Ms.  Fraser.  Good  morning. 

Chairman  Bonilla  and  members  of  the  subcommittee,  I  appre- 
ciate the  opportunity  to  speak  with  you  today  on  behalf  of  the 
30,000  children  and  young  adults  with  cystic  fibrosis  in  this  coun- 
try. I  could  proceed  to  provide  you  with  a  litany  of  the  crudest  sta- 
tistics about  this  disease.  Instead,  however,  I  would  like  to  share 
with  you  some  of  my  experience  as  an  adult  living  with  cystic  fibro- 
sis. 

As  a  23  year  old  woman  with  CF,  I  have  become  acutely  aware 
of  how  challenging  it  is  to  live  with  this  disease.  Last  June,  I  was 
at  the  Johns  Hopkins  University  undergoing  endoscopic  sinus  sur- 
gery. This  particular  procedure  clears  the  sinuses  of  polyps  and  in- 
fection that  are  caused  in  cystic  fibrosis  patients  by  aggressive  and 
persistent  pseudomonas  bacteria.  This  particular  bacteria  first 
reared  its  ugly  head  in  my  lungs  and  as  it  spread  into  the  sinus 
cavity,  it  became  potentially  life  threatening,  as  infection  was  be- 
ginning to  reach  the  brain. 

The  surgery  was  successful,  and  for  that  moment,  I  was  seem- 
ingly out  of  the  woods.  Recovered,  I  returned  to  work  at  the  Foun- 
dation, though  this  would  not  be  for  very  long.  One  evening  in  Sep- 
tember, I  was  awakened  by  a  strange  gurgling  sensation  in  my 
chest  and  a  very  salty  taste  in  my  mouth.  I  suddenly  discovered 
that  it  was  not  salt  that  I  tasted  in  my  mouth,  but  rather  blood. 
Shortly  thereafter,  I  also  learned  this  condition  had  a  name  in  CF 
patients,  hemoptysis.  Hemoptysis  occurs  when  increased  infection 
in  the  lungs  has  irritated  certain  arteries  and  veins  and  made 
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holes  in  their  walls,  subsequently  causing  blood  to  leak  into  the 
airways.  Luckily  for  me,  there  was  also  a  surgery  to  treat  this. 

Through  a  highly  advanced  radiological  technique,  a  vascular 
surgeon  repaired  the  damaged  arteries  and  veins  by  plugging  the 
leaking  areas  with  a  gel-like  substance.  This  allowed  the  vascular 
system  to  flow  normally  once  again.  All  the  while,  I  told  myself 
that  although  the  last  few  months  had  been  frightening,  the  physi- 
cians had  finally  found  and  fixed  everything  that  was  broken." 
The  worst  had  to  be  over. 

The  evening  after  the  surgery,  a  blood  clot  developed  in  my  right 
foot.  I  awoke  the  next  morning  to  the  terrifying  discovery  of  paral- 
ysis on  my  lower  right  side.  It  was  determined  that  the  paralysis 
was  being  caused  by  this  clot,  which  was  indeed  cutting  off  circula- 
tion and  in  turn,  the  affected  areas  were  quickly  becoming  infected. 
I  was  immediately  started  on  a  course  of  IV  antibiotics  and  slowly 
the  feeling  in  my  leg  and  foot  began  to  return,  accompanied  unfor- 
tunately by  excruciating  pain.  Shortly  thereafter,  I  began  walking 
with  a  walker  and  then  progressed  to  a  crutch.  I  slowly,  over  the 
weeks,  regained  my  strength  and  mobility.  I  returned  to  work,  de- 
termined as  always,  and  also  somewhat  drained  by  the  realities  of 
this  disease. 

In  spite  of  all  of  this,  I  cannot  help  but  be  optimistic  about  my 
future.  And  yet  my  optimism  is  severely  threatened  by  the  thought 
of  budgetary  axes  chopping  away  at  the  National  Institutes  of 
Health.  My  story  is  not  a  unique  one.  Patients  with  CF  confront 
challenging  hurdles  every  day  just  to  stay  alive,  so  that  they  may 
one  day  hear  the  words,  we  found  a  cure. 

You,  Mr.  Chairman,  and  members,  hold  the  power  to  make  that 
dream  a  reality.  The  Appropriations  Committee  has  some  difficult 
decisions  to  make.  The  cystic  fibrosis  community  applauds  you  all 
for  your  past  heroic  efforts  to  fight  for  the  expansion  of  the  NIH 
in  general,  and  specifically  for  CF  programs  in  the  budget.  By  your 
commitment  you  have  acknowledged  the  American  people  believe 
that  nothing  is  more  important  than  one's  health.  The  Foundation 
would  like  to  stand  on  the  record  as  agreeing  with  the  Ad  Hoc 
Group  for  Biomedical  Research,  the  1997  NIH  budget  should  be 
provided  with  a  minimum  of  a  6.5  percent  increase,  so  that  this  in- 
stitution may  grow  to  take  advantage  of  the  scientific  opportunities 
that  abound. 

For  my  future  and  many,  many  others,  it  is  critical  that  the  NIH 
receive  adequate  funding.  I  urge  all  of  you  to  continue  to  help  us 
to  maintain  the  momentum  of  scientific  progress.  Interest  in  cystic 
fibrosis  research  is  continually  growing.  In  fact,  there  are  now 
more  than  150  CF  related  research  funding  applications  at  the 
NIH. 

The  National  Institutes  of  Health  and  the  Cystic  Fibrosis  Foun- 
dation are  partners  in  a  tremendous  biomedical  investment.  To- 
gether, we  have  established  nine  CF  gene  therapy  centers  at  lead- 
ing medical  institutions  across  this  country.  To  date,  90  patients 
with  cystic  fibrosis  have  undergone  experimental  gene  therapy. 
And  the  results  look  very  promising.  Research  being  done  in  any 
one  of  these  places  at  this  very  moment  could  make  a  substantial 
difference  in  my  future  and  the  futures  of  many  other  CF  patients. 


425 


An  increase  in  NIH  funding  ensures  that  future  scientists  and 
clinicians  will  be  trained  to  stay  on  the  cutting  edge  of  biomedical 
technology.  In  closing,  we  urge  Congress  to  provide  the  requested 
$776  million  increase  to  the  National  Institutes  of  Health  for  the 
fiscal  year  1997  budget.  The  NIH  protects  the  very  life  blood  of  our 
United  States.  The  wheels  of  scientific  progress  must  continue  to 
turn  rapidly.  Any  interruption  will  cut  my  future  and  the  futures 
of  many  others  unnecessarily  short.  I  guarantee  to  you  that  they 
and  I  are  holding  on  to  the  singular  hope  that  medical  research 
and  the  pipeline  of  new  treatments  leading  to  a  cure  for  cystic  fi- 
brosis will  continue. 

Thank  you. 

[The  prepared  statement  follows:] 
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Heather  Fraser,  Cystic  Fibrosis  Foundation,  Testimony 
National  Institutes  of  Health  Budget 
February  29,  1996, 10:00  am 


Good  morning.  My  name  is  Heather  Fraser,  consumer  affairs  coordinator  of  the  Cystic  Fibrosis 
Foundation  (CFF). 

Chairman  Porter  and  members  of  the  Subcommittee,  I  appreciate  the  opportunity  to  speak  with  you 
today  on  behalf  of  the  30,000  children  and  young  adults  with  cystic  fibrosis  (CF)  in  this  country.  I 
could  proceed  to  provide  you  with  a  litany  of  the  crudest  statistics  about  this  disease.  Instead 
however,  I  would  like  to  share  with  you  some  of  my  experiences  as  an  adult  living  with  cystic 
fibrosis. 

As  a  23-year-old  woman  with  CF,  I  have  become  acutely  aware  of  how  challenging  it  is  to  live  with 
this  disease.  Last  June,  instead  of  being  outside  appreciating  the  warm  temperatures,  I  was  in  the 
Johns  Hopkins  University  Hospital  undergoing  endoscopic  sinus  surgery.  This  procedure  was 
designed  to  clear  the  sinuses  of  polyps  and  infection  that  had  developed  as  a  result  of  the  presence 
of  an  aggressive  and  persistent  pseudomonas  bacteria.  This  bacteria  first  reared  its  ugly  head  in  my 
lungs  and,  as  it  spread  into  the  sinus  cavity,  it  became  potentially  life-threatening  as  infection  was 
beginning  to  reach  the  brain.  The  surgery  was  successful  and  for  that  moment  I  was  seemingly  "out 
of  the  woods." 

Recovered,  I  returned  to  work  at  the  Foundation.  Unfortunately,  this  would  not  be  for  very  long. 
One  evening  in  September,  I  was  awakened  from  a  sound  sleep  by  a  strange  gurgling  sensation  in 
my  chest,  and  a  very  salty  taste  in  my  mouth.  After  turning  the  lights  on,  I  discovered  that  it  was 
not  salt  that  I  tasted  in  my  mouth,  but  rather  blood.  Shortly  thereafter,  I  learned  this  condition  had  a 
name  in  cystic  fibrosis  patients  —  hemoptysis.  Hemoptysis  occurs  when  increased  infection  in  the 
lungs  has  irritated  certain  arteries  and  veins  and  made  holes  in  their  walls,  subsequently  causing 
blood  to  leak  into  the  airways.  Luckily  for  me,  there  was  also  a  surgery  to  treat  this. 

I  quickly  underwent  a  bronchial  artery  embolization.  Through  a  highly  advanced  diagnostic 
radiological  technique,  a  vascular  surgeon  repaired  the  damaged  arteries  and  veins  by  plugging  the 
leaking  areas  with  a  gel-like  substance.  This  allowed  the  vascular  system  to  flow  normally  once 
again.  All  the  time  I  told  myself  that  although  the  last  few  months  had  been  frightening,  the 
physicians  had  finally  found  and  fixed  everything  that  was  "broken."  The  worst  had  to  be  over.  I 
had  aspirations  of  returning  to  work  soon  and  putting  the  last  few  months  behind  me. 

The  evening  after  the  surgery,  a  blood  clot  developed  in  my  right  foot.  I  awoke  the  next  morning  to 
the  terrifying  discovery  of  temporary  paralysis  on  my  lower  right  side.  After  innumerable  visits  by 
leading  physicians  in  virtually  every  medical  discipline,  it  was  determined  that  the  paralysis  was 
being  caused  by  the  clot  which  was  cutting  off  circulation,  and  the  affected  areas  were  quickly 
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becoming  infected.  I  was  immediately  started  on  a  course  of  IV  antibiotics,  and  slowly  the  feeling 
in  my  leg  and  foot  began  to  return,  accompanied  unfortunately,  by  excruciating  pain.  Shortly 
thereafter,  I  began  walking  with  a  walker  and  then  progressed  to  a  crutch.  I  slowly  regained  my 
strength  and  mobility  over  the  coming  weeks.  I  returned  to  work  determined  as  always,  but  also 
somewhat  drained  by  the  reality  of  this  disease. 

Despite  all  of  this,  I  cannot  help  but  to  be  optimistic  about  my  future.  CF  scientists  and  physicians 
are  changing  the  face  of  this  disease  from  one  of  despair,  to  one  of  hope,  in  an  incredibly  short  time. 
However,  my  optimism  can  only  be  sustained  with  the  assurance  that  you  will  continue  the  infusion 
of  dollars  into  lifesaving  biomedical  research. 

The  National  Institutes  of  Health  (NIH)  and  the  CFF  continue  to  work  together  to  provide  a  base 
for  leadership  in  biomedical  research  in  this  country  that  is  unparalleled.  This  leadership  is 
essential  for  continuing  the  programs  that  will  someday  find  a  cure  for  this  deadly  disease.  Already 
we  have  achieved  a  wonderful  pipeline  of  new  scientific  discoveries  that  will  be  translated  into 
lifesaving  treatments  for  me  and  thousands  of  others. 

I  am  encouraged  by  the  pace  and  progress  of  CF  research,  and  yet  my  optimism  is  threatened  by  the 
thought  of  budgetary  axes  chopping  away  at  the  NIH  budget.  My  story  is  not  a  unique  one. 
Patients  with  CF  confront  challenging  hurdles  every  day  just  to  stay  alive  so  that  they  may  hear  the 
words  "we  found  a  cure."  You  hold  the  power  to  make  that  dream  a  reality.  Much  of  the  progress 
in  CF  research  has  been  made  possible  because  of  your  continued  support  and  vision  to  nurture  and 
expand  biomedical  research  in  our  nation. 

The  Appropriations  Committee  has  some  difficult  decisions  to  make  in  order  to  return  this  country 
to  financial  solvency.  The  CF  community  applauds  you  Chairman  Porter,  and  committee  members, 
for  your  past  heroic  efforts  to  fight  for  the  expansion  of  the  NIH  in  general,  and  specifically  for  CF 
programs  in  the  budget.  By  your  commitment,  you  have  acknowledged  that  the  American  people 
believe  that  nothing  is  more  important  than  one's  health.  The  Foundation  agrees  with  the  Ad  Hoc 
Group  for  Biomedical  Research  that  the  1997  NIH  budget  should  be  provided  with  a  minimum 
of  a  6.5%  increase  so  that  the  institution  may  grow  to  take  advantage  of  the  scientific 
opportunities  that  abound 

For  my  future  and  many,  many  others  it  is  critical  that  the  NIH  receive  adequate  funding.  We  are 
now  beginning  the  era  of  molecular  medicine.  Due  to  the  ability  of  scientists  to  isolate  genes  and 
grow  them  by  recombinant  technologies,  we  are  at  the  threshold  of  witnessing  one  of  the  greatest 
achievements  in  modern  medicine.  You  may  be  familiar  with  cystic  fibrosis  gene  therapy  research 
—  our  news  over  the  past  few  years  has  been  remarkable.  When  scientists  discovered  the  gene  in 
1989,  they  had  the  "ultimate  drug"  to  cure  this  disease  -  a  gene  therapy  treatment  containing  a 
copy  of  the  corrected  CF  gene. 

I  urge  all  of  you  to  continue  to  help  us  maintain  the  momentum  of  scientific  progress.  Interest  in 
cystic  fibrosis  research  is  continually  growing.  In  fact,  there  are  now  more  than  150  CF-related 
research  funding  applications  at  the  NIH.  With  adequate  funding,  the  projects  that  will  help  me  live 
a  longer,  healthier,  more  productive  life  will  continue  unabated.  Without  appropriate  funding,  the 
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NIH  will  have  no  choice  but  to  decline  support  to  applicants,  ensuring  that  CF  research  slowly 
grinds  to  a  halt.  I  urge  you  not  to  cut  off  their  lifeline  ~  or  mine. 

The  NIH  and  the  CFF  are  partners  in  a  tremendous  biomedical  investment.  Together  with  your 
urging,  we  have  established  nine  CF  gene  therapy  centers  at  leading  medical  institutions  across  the 
country.  To  date,  90  patients  with  cystic  fibrosis  have  undergone  experimental  gene  therapy,  and 
the  initial  results  look  very  promising.  Research  being  done  in  any  one  of  these  places,  at  this  very 
moment,  could  make  a  substantial  difference  in  my  future  and  the  futures  of  many  other  CF 
patients. 

Biomedical  research  at  universities  must  be  a  priority  of  this  country.  University  researchers  are 
training  the  next  generation  of  scientists  and  clinicians.  By  providing  increased  funding  to  the  NIH, 
careers  in  biomedical  research  are  more  attainable  to  young  physicians.  An  increase  in  NIH 
funding  ensures  that  future  scientists  and  clinicians  will  be  trained  to  stay  on  the  cutting  edge  of 
biomedical  technology.  This  is  an  area  in  which  we  already  lead  the  world!  For  example 
Pulmozyme,  the  first  new  drug  developed  specifically  for  CF  in  30  years,  is  the  product  of  the  U.S. 
biotech  industry.  I  can  tell  you  without  hesitation  that  had  it  not  been  for  Pulmozyme,  I  would  not 
have  been  able  to  graduate  from  college,  have  a  career,  or  maintain  a  quality  of  life  healthy  persons 
take  for  granted. 

The  partnership  between  the  NIH  and  the  Cystic  Fibrosis  Foundation  has  taken  us  far.  However,  the 
need  for  funds  to  back  the  best  and  the  brightest  scientists  and  clinicians  remains,  in  order  that  we 
may  one  day  soon,  uncover  the  cure  for  cystic  fibrosis. 

In  closing,  the  CF  community  applauds  past  Congressional  efforts  to  make  our  government  more 
responsive  to  the  medical  needs  of  all  Americans.  We  urge  Congress,  on  behalf  of  the  30,000 
children  and  young  adults  afflicted  with  CF,  to  provide  the  requested  $776  million  increase  for  NIH 
sponsored  programs  in  FY  1997. 

The  NIH  protects  the  very  lifeblood  of  our  United  States.  The  wheels  of  scientific  progress  must 
continue  to  turn  rapidly  ~  any  interruption  will  cut  my  future,  and  the  futures  of  many  others, 
unnecessarily  short.  I  guarantee  to  you  that  they,  and  I,  are  holding  on  to  the  singular  hope  that 
medical  research  and  the  pipeline  of  new  treatments  leading  to  a  cure  for  cystic  fibrosis,  will 
continue.  Thank  you.  1 
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Mr.  Bonilla.  Thank  you,  Heather,  for  that  excellent  testimony. 
We  appreciate  your  being  here  very  much  today. 


Thursday,  February  29,  1996. 

WITNESS 

GEORGE  EISENBARTH,  M.D.,  NATIONAL  DIABETES  RESEARCH  COALI- 
TION 

Mr.  Bonilla.  We'd  now  like  to  hear  from  Dr.  George  Eisenbarth, 
who  is  representing  the  National  Diabetes  Research  Coalition.  Dr. 
Eisenbarth  is  the  Executive  Director  of  the  Barbara  Davis  Center 
for  Childhood  Diabetes  in  Denver.  Welcome,  Doctor. 

Dr.  Eisenbarth.  Mr.  Bonilla,  I  thank  you  very  much  for  the  op- 
portunity to  be  here.  It's  quite  remarkable,  actually,  to  be  on  a 
panel  of  two  speakers  after  Mary  Tyler  Moore. 

In  some  ways,  I  and  other  scientists  perhaps  don't  deserve  to  be 
on  panels  like  this.  In  many  ways,  I'm  a  physician  scientist,  and 
we  have  not  cured  diabetes  over  the  last  20  to  30  years.  The  main 
reason  to  be  here  today  representing  the  National  Diabetes  Re- 
search Coalition  is  to  indicate  a  sense  of  some  of  the  things  that 
potentially  are  coming  down  the  line,  and  actually  to  make  a  very 
unusual  request.  That  request  is  incorporated  in  the  bill  that  Reps. 
Furse  and  Nethercutt  and  Senators  Simon  and  Thurmond  have  in- 
troduced, actually  doubled  the  amount  of  research  that  goes  into  di- 
abetes research,  both  the  NIDDK  and  for  other  institutes. 

Part  of  the  reason  for  that,  and  part  of  the  reason  that  a  white 
paper  was  produced  a  year  ago,  and  there  was  testimony  at  Con- 
gress a  year  ago,  is  that  we  believe  we're  at  a  stage  now  where  we 
can  make  a  very  important  clinical  impact  on  diabetes.  There  have 
been  a  number  of  developments,  in  particular  I  think  the  most  im- 
portant one  is  that  in  animal  models  it's  now  very  easy  to  prevent 
diabetes.  It's  also  now  possible  to  identify  almost  a  half  million 
children  in  the  United  States  who  are  developing  Type  I  diabetes, 
and  clinical  trials  have  just  begun  for  the  prevention  of  the  illness. 

I  think  from  all  the  testimony  that  the  committee  has  heard  over 
time  about  diabetes,  it's  quite  clear  the  economic  and  morbidity 
and  mortality  that's  created  by  this  illness.  But  I  think  for  the  first 
time,  we  are  at  a  stage  where  we  know  in  animals  how  to  prevent 
the  disease,  and  in  man,  how  to  predict  childhood  diabetes. 

As  I  say,  there  are  about  a  half  million  children  in  the  U.S.  who 
do  not  know  that  they  are  developing  Type  I  diabetes.  The  disease 
process  begins  in  many  children  in  the  first  two  years  of  life,  and 
then  the  disease  comes  suddenly.  In  about  one  in  200  children  who 
develop  Type  I  diabetes  die  at  its  onset.  Those  children  could  now 
be  identified  if  programs  were  put  in  place  and  research  conducted, 
in  particular  on  a  clinical  applicable  level,  with  prevention  centers 
throughout  the  United  States. 

There  are  many  other  areas  of  research.  But  individuals  with  di- 
abetes sometimes  it's  a  mixed  blessing  if  we  could  be  able  to  pre- 
vent the  disease.  But  clearly  for  family  members  and  families,  it 
would  be  a  blessing.  And  for  the  individuals  who  do  not  have  this 
disease.  And  90  percent  of  children  who  develop  diabetes  have  no 
relative  with  the  illness. 
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There  are  other  areas  like  islet  transplantation  that  are  related 
to  these  developments  and  ability  to  predict  the  illness  and  to  un- 
derstand it.  And  I  think  there's  a  tremendous  opportunity  to  actu- 
ally put  into  clinical  practice  to  change  the  way  the,  the  face  of  dia- 
betes, and  to  decrease  the  burden  of  diabetes  in  the  United  States. 
But  I  think  it  will  take  a  major  investment  over  a  short  period  of 
time. 

The  final  thing  I  would  just  like  to  mention  is  the  obvious:  that 
any  important  medical  advancement  is  too  late,  because  it's  always, 
if  it's  important,  it's  too  late  for  the  people  who  have  already  devel- 
oped diabetes.  Their  illness  cannot  be  prevented.  It's  too  late  for 
those  who  have  succumbed  to  a  complication. 

I  thank  you  very  much  for  your  attention. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Committee,  it  is  my  distinct 
pleasure  to  appear  before  you  today  representing  the  National  Diabetes 
Research  Coalition.  I  am  Dr.  George  Eisenbarth,  Executive  Director  of 
the  Barbara  Davis  Center  for  Childhood  Diabetes,  in  Denver,  Colorado, 
and  a  Board  Member  of  the  National  Diabetes  Research  Coalition. 

The  Coalition  represents  hundreds  of  scientists  from  America's 
leading  diabetes  research  centers  with  members  in  such  states  as  Illinois, 
Florida,  and  California.  The  Coalition  was  formed  just  two  years  ago 
because  of  our  strong  belief  that  we  are  now  on  the  threshold  of  finding  a 
cure  for  diabetes. 

By  bringing  together  leading  diabetes  scientists  and  researchers, 
the  Coalition  seeks  to  expand  scientific  knowledge  and  opportunities  in 
order  to  find  new  and  better  ways  to  prevent  and  treat  diabetes.  But  most 
importantly,  the  Coalition  works  to  ensure  that  the  investment  made  in 
diabetes  research  during  the  last  twenty  years  finally  leads  to  our  long- 
awaited  goal:  a  cure  for  diabetes. 

Every  day,  we  get  closer  to  that  goal.  I  am  pleased  to  report 
significant  research  breakthroughs  since  we  testified  last  year  before  this 
Subcommittee.  These  advances  signal  A  New  Day  for  Diabetes  as  we  are 
on  the  threshold  of  eradicating  this  disease: 
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Islet  Cell  Transplant:  researchers  have  successfully  transplanted 
insulin-making  cells  into  patients  with  Type  II  or  adult  onset 
diabetes,  the  most  common  form  of  the  disease.  This  research  was 
conducted  by  Dr.  Camillo  Ricordi  with  encouraging  results  and  the 
potential  for  complete  insulin  independence.  Dr.  Ricordi  is  Co- 
director  of  the  University  of  Miami's  Diabetes  Research  Institute, 
and  a  Member  of  the  National  Diabetes  Research  Coalition. 
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♦  Blood  tests  for  Children:  One  in  200  children,  especially  children  less  than  five  years 
old,  die  at  the  onset  of  this  disease.  We  now  have  now  developed  a  special  blood  test  that 
can  identify  young  children  who  are  developing  diabetes.  Early  diagnosis  will  mean 
early  treatment,  and  therefore  young  lives  will  be  saved. 

♦  Discovery  of  the  Leptin  Gene  that  relates  to  obesity:  Obesity  is  a  major  risk  factor  for 
adult  onset  diabetes.  The  discovery  and  cloning  of  this  important  gene  has  great  potential 
for  offsetting  the  almost  50%  increase  in  the  number  of  diabetics  since  1983. 

These  discoveries  highlight  the  fact  that  the  scientists  in  the  United  States  are  on  the 
threshold  of  revolutionary  discoveries  for  the  prevention,  screening  and  treatment  of  diabetes.  If 
these  research  efforts  are  sufficiently  funded,  Americans  will  soon  be  able  to  dramatically  reduce 
the  economic  and  social  burden  of  this  disease  and  to  change  forever  the  heart-rending  impact  of 
a  diabetes  diagnosis. 

Determined  to  highlight  this  potential,  the  Coalition  released  a  White  Paper  at  a  Capitol 
Hill  Summit  on  Diabetes  Research  one  year  ago  this  month  in  which  we  detailed  a  strategic  plan 
for  reaching  the  goal  of  a  cure  for  diabetes.  This  Capitol  Summit  meeting  provided  a  unique 
opportunity  for  the  scientific  community  to  work  with  you  —  Members  of  Congress  and  public 
policy  makers  —  to  shape  this  investment  plan  to  eradicate  diabetes. 

In  a  bipartisan  show  of  support  for  these  bold,  new  strategies,  the  Diabetes  Research  Act 
of  1995  (H.R.  1656  and  S.  1437)  was  introduced  by  Representatives  Elizabeth  Furse  and  George 
Nethercutt  and  by  Senators  Strom  Thurmond  and  Paul  Simon.  The  bill  increases  authorized 
funding  for  diabetes  research  with  an  additional  $315  million  annually.  More  than  four  dozen 
Members  of  Congress  have  expressed  their  support  for  this  measure. 

In  addition,  the  Congressional  Diabetes  Caucus  was  formed  by  Representatives  Furse  and 
Nethercutt  to  bring  about  Congressional  awareness  of  this  dreaded  disease  and  its  complications 
and  to  increase  support  for  investment  strategies  to  find  a  cure.  These  two  distinguished 
Members  know  first  hand  the  enormous  suffering  experienced  by  those  with  diabetes  as  their 
own  daughters  have  been  diagnosed  with  this  disease. 

The  need  for  your  continued,  and  increased  leadership  and  involvement  is  critical.  The 
number  of  diabetics  in  this  country  is  growing  and  their  suffering  continues.  As  I  mentioned 
before,  the  number  of  Americans  with  diabetes  is  up  almost  50  percent  from  1983  figures. 
Approximately  16  million  Americans  now  have  diabetes.  And  as  you  know,  diabetes  can  lead  to 
blindness,  kidney  failure,  heart  disease,  stroke  and  nerve  damage.  As  you  also  know,  this  disease 
disproportionately  affects  minority  populations,  especially  African  Americans,  Hispanics,  and 
Native  Americans,  and  is  the  leading  chronic  ailment  among  children. 
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Every  year  in  this  country  we  devote  enormous  resources  to  caring  for  people  whose  lives 
are  ravaged  by  diabetes.  More  than  14  percent  of  the  health  care  dollars  in  the  United  States  are 
spent  caring  for  those  disabled  by  this  disease  at  a  cost  to  this  nation  of  over  $100  billion  a 
year. 

Clearly  the  costs  of  treating  diabetes  and  its  complications  are  staggering.  That's  the  bad 
news.  The  good  news,  as  I've  demonstrated  here  today,  is  that  federal  dollars  invested  in 
diabetes  research  over  the  past  two  decades  have  led  to  significant  scientific  advance.  The 
investment  of  additional  dollars  in  diabetes  research  funds  will  propel  the  cutting-edge  science 
toward  a  cure  for  this  disease  and  ultimately  save  the  nation  over  $100  billion  every  year  in  the 
future. 

Therefore,  Mr.  Chairman  and  Members  of  this  Subcommittee,  the  Coalition  strongly 
recommends  that  $3 1 5  million  a  year  in  additional  funds  be  invested  in  diabetes  research:  into 
prevention,  new  treatment,  genetics,  and  a  newly  targeted  attack  on  the  complications  of 
diabetes.  Specifically,  we  recommend  that  a  multi-institute  investment  be  funded  with  $155 
million  additional  invested  into  the  Diabetes  Division  of  NIDDK,  and  that  $160  million  be 
divided  among  the  other  N1H  Institutes  to  fund  on-going  research  and  spur  research  for  an  attack 
on  the  complications  of  diabetes. 

Members  of  the  National  Diabetes  Research  Coalition  are  well  aware  of  the  enormous 
challenges  you  and  the  Members  of  Congress  face  in  balancing  the  federal  budget.  The  pressure 
to  reduce  the  national  deficit  is  without  doubt  staggering.  At  the  same  time  we  urge  you  to  look 
for  opportunities  where  investment  today  will  result  in  cost-effective  savings  in  the  future. 
Diabetes  research  is  one  of  these  opportunities. 

On  behalf  of  the  members  of  the  National  Diabetes  Research  Coalition,  and  those 
researchers,  doctors  and  care  givers  who  are  bringing  fresh  new  strength  and  commitment  to  the 
fight  to  end  diabetes,  we  urge  the  Members  of  this  Committee  to  invest  in  the  health  of  our 
nation's  economy  and  the  health  of  its  people  by  increasing  diabetes  research  dollars  so  that  we 
can  reap  the  greatest  single  benefit  of  twenty  years  of  progress  in  scientific  research:  a  cure  for 
diabetes. 
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Mr.  Bonilla.  Thank  you,  Doctor,  very  much,  for  being  with  us 
this  morning.  We  appreciate  your  testimony. 


Thursday,  February  29,  1996. 

WITNESS 

DERRICK  L.  LATOS,  M.D.,  RENAL  PHYSICIANS  ASSOCIATION 

Mr.  Bonilla.  Now  we'd  like  to  hear  from  Dr.  Derrick  Latos,  who 
is  President  of  the  Renal  Physicians  Association. 
Good  morning,  Doctor. 
Dr.  Latos.  Good  morning,  Mr.  Chairman. 

As  you  know,  I  am  President  of  the  Renal  Physicians  Association, 
but  have  functioned  as  a  practicing  physician  in  Wheeling,  West 
Virginia  for  the  last  19  years.  And  I  was  very  much  reminded  by 
the  speakers  preceding  me  about  the  hundreds  of  patients  of  my 
own  who  have  virtually  the  same  kinds  of  illnesses  that  they  pre- 
sented to  you  today.  And  it's  truly  a  great  opportunity  for  me  to 
be  able  to  present  the  Renal  Physicians  Association's  views  on  the 
issues  before  us  today. 

The  RPA  is  a  professional  organization  of  nephrologists,  which 
acts  as  a  national  representative  for  physicians  engaged  in  the 
study  and  the  management  of  people  with  kidney  disease  and  re- 
lated disorders.  Our  main  goal  is  to  ensure  optimal  care  under  the 
highest  standards  of  medical  practice,  but  also  to  serve  as  a  major 
resource  for  development  of  national  health  policy  concerning  kid- 
ney disease.  I'm  pleased  to  have  this  opportunity  to  support  the 
views  already  presented  by  the  NIDDK  and  the  NIH.  And  I  cer- 
tainly appreciate  your  willingness  to  continue  to  support  the  work 
that's  already  been  done. 

This  subcommittee  is  already  aware  of  the  scope  of  the  Medicare 
end  stage  renal  disease  program  which  was  begun  in  1973.  At  the 
present  time,  there  are  over  250,000  persons  in  the  United  States 
who  are  living  now  because  they  have  received  successful  kidney 
transplants  or  who  must  undergo  maintenance  dialysis  in  one  of  its 
varied  forms  in  order  to  stay  alive.  This  number  of  patients  with 
advanced  renal  failure  is  expected  to  double  over  the  next  seven 
years,  as  it  has  in  the  past  seven.  This  rate  of  growth  is  especially 
striking  for  those  individuals  over  age  65  and  for  minorities  of  all 
ages.  While  chronic  kidney  failure  can  be  caused  by  numerous  dis- 
eases, it's  very  important  for  this  subcommittee  to  recognize  that 
diabetes,  high  blood  pressure,  and  glomerulonephritis,  which  is  an 
immunologic  disease,  make  up  three  fourths  of  all  people  who  de- 
velop end  stage  renal  disease,  and  millions  of  individuals  who  have 
renal  disease  long  before  they  actually  have  end  stage  renal  failure. 

These  diseases,  however,  account  for  different  proportions  with 
different  populations  in  our  country.  For  example,  hypertension  is 
the  most  prevalent  cause  of  renal  failure  and  morbidity  among 
Afro-Americans.  Diabetes,  which  accounts  for  30  percent  of  all  peo- 
ple who  require  dialysis  and  transplant  today,  is  also  the  most 
common  cause  of  renal  failure  among  Native  Americans  and  other 
minorities  in  various  parts  of  our  country,  and  in  women  in  gen- 
eral. 
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The  overall  costs  for  the  kidney  disease  program  that  we've  seen 
are  striking.  They  have  increased  over  the  past  several  years,  and 
for  end  stage  renal  disease  alone,  the  Federal  Government  spent  in 
1992  $6.8  billion.  The  increase  in  costs  over  the  past  several  years 
however,  is  attributed  simply  to  the  increasing  size  of  the  patient 
population. 

Nevertheless,  our  organization,  as  many  others  do,  believe  that 
efforts  must  be  directed  to  decrease  the  costs  of  chronic  renal  fail- 
ure should  be  a  very  high  priority,  particularly  with  respect  to  sup- 
porting research  directed  to  identifying  basic  mechanisms  respon- 
sible for  disease.  This  ultimately  clearly  will  lead  to  our  being  able 
to  prevent  or  at  least  forestall  the  crippling  complications  of  pro- 
gressive renal  disease. 

We're  concerned  that  the  Federal  Government  has  great  pres- 
sures to  decrease  its  commitment  to  biomedical  research.  And  we 
applaud  this  subcommittee  and  the  entire  Appropriations  Commit- 
tee's efforts  in  the  past  for  funding  appropriate  quantities  of 
money.  In  its  fiscal  year  1996  report,  the  committee  stated,  actually 
urged  the  NIH  to  provide  strong  support  for  research  that  may  lead 
to  reductions  in  the  burden  and  the  cost  of  kidney  disease.  The 
RPA  strongly  agrees  with  the  committee's  view  and  pledges  to 
work  collaboratively  with  Congress  and  the  NIH  and  NIDDK  to 
continue  existing  research  efforts  and  to  support  the  development 
of  important  new  initiatives. 

I  would  like  to  take  a  few  minutes,  and  I  will  stay  within  the 
allotted  time,  to  tell  you  about  some  of  the  successes  that  your 
work  has  already  created.  There  is  currently  underway  a  very  im- 
portant study  looking  at  the  morbidity  and  mortality  of 
hemodialysis.  This  study  is  partly  completing  its  work.  It  has  300 
of  the  900  participants  already  enrolled.  And  the  purpose  of  this  is 
to  take  a  strong  look  at  the  morbidity  and  mortality  of  different 
kinds  of  dialysis,  particularly  utilizing  newer  types  of  dialysis 
membranes  that  were  not  available  several  years  before.  This  data 
is  unfortunately  going  to  take  a  few  years  to  get.  But  we  already 
are  seeing  very  promising  results  from  preliminary  studies. 

There  is  a  second  initiative  that  has  had  strong  support  from  the 
NIDDK  over  the  past  several  years.  And  that  relates  to  the 
USRDS,  the  United  States  Renal  Data  System.  The  purpose  of  this 
data  base  is  to  describe  the  demographics  of  the  population  of  peo- 
ple requiring  dialysis  and  transplant.  And  there  is  an  ongoing 
study  that  is  going  to  continue  to  provide  us  with  the  information 
that  we  need  to  have,  relative  to  the  new  kinds  of  impacts  of  ther- 
apy. The  dialysis  morbidity  and  mortality  study  is  going  to  evalu- 
ate, over  the  next  several  years,  24,000  patients.  And  we're  very 
excited  about  the  kinds  of  data  that's  going  to  come  out  of  that. 
And  with  continued  support,  we  will  have  the  kind  of  information 
that  is  critical  for  us  to  make  the  right  clinical  decisions  to  take 
care  of  our  patients. 

Renal  transplantation  is  probably  the  optimal  therapy  for  most 
people  who  have  end  stage  kidney  failure,  diabetes  and  all  diseases 
for  that  part.  But  genetic  matching  of  both  the  recipient  and  donor 
are  very  important  for  transplant  outcomes.  Intraracial  transplants 
fare  better  than  interracial  grafts.  However,  at  the  present  time, 
only  10  percent  of  cadaveric  kidneys  come  from  African  American 
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donors.  And  it's  this  pool  of  patients  in  particular  that  have  the 
highest  need  for  renal  transplants,  because  of  their  high  rate  of  de- 
velopment of  end  stage  renal  failure. 

In  collaboration  with  the  Office  of  Research  on  Minority  Health, 
the  NIDDK  has  awarded  already  a  five  year  educational  grant 
called  the  National  Minority  Organ  Tissue  Transplant  Education 
Program,  which  will  go  a  long  way  in  promoting  minority  donor 
awareness  and  to  improve  the  donation  process  in  the  minority 
communities. 

There  are  several  initiatives  that  are  underway  and  are  being 
planned  by  the  NIDDK  that  we  think  merit  specific  recognition  and 
we  want  to  continue  to  support  those  efforts.  One  of  the  problems 
that  we  have  as  clinicians  is  that  it's  very  difficult  for  us  to  assess 
the  presence  of  kidney  insufficiency  or  malfunction  until  a  substan- 
tial degree  of  kidney  function  has  been  lost.  The  tests  that  we  cur- 
rently use  have  been  around  for  many  years.  But  the  techniques 
that  we  need  to  have  to  let  us  identify  patients  at  the  earliest 
phases  of  development  of  kidney  disease  are  awaiting  maturation 
in  laboratories  and  clinical  trials  to  be  able  to  understand  how  best 
to  use  them. 

There  is  currently  no  means,  despite  all  the  advances  we  have, 
to  document  early  kidney  injury.  And  the  initiative  that  is  already 
in  place  in  the  NIDDK  will  stimulate  the  development  of  new 
methods  for  doing  this,  and  ultimately  we  think  will  go  a  very  long 
way  in  helping  us  to  identify  these  individuals  early  and  prevent 
the  often  inexorable  progression  to  renal  failure. 

Cost  effectiveness  in  research  is  not  just  a  buzz  words,  it's  essen- 
tial, especially  in  today's  climate.  There  are  a  number  of  longitu- 
dinal trials  that  are  underway  for  other  diseases  besides  kidney 
disease.  And  an  initiative  that  we  think  would  be  very  helpful  is 
to  be  able  to  take  some  of  those  trials  and  look  at  some  aspects  of 
the  kidney  diseases  that  may  be  harboring  in  those  individuals  and 
extract  that  data  from  them.  We  think  that  new  measures  of  renal 
impairment  could  be  tested  in  these  individuals,  and  without 
spending  additional  money  on  just  renal  disease  studies  alone,  we 
would  be  able  to  gather  important  data. 

Mr.  Chairman,  our  written  testimony  has  provided  details  of 
these  and  some  other  issues.  And  I  hope  that  you  will  consider 
making  that  report  part  of  the  final  testimony.  And  I  thank  you  for 
the  opportunity  to  be  with  you  this  morning. 

[The  prepared  statement  follows:] 
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The  Renal  Physicians  Association  (RPA)  is  a  professional  organization  of  nephrologists  whose  goals 
are:  to  insure  the  optimal  care  under  the  highest  standards  of  medical  practice  of  patients  with  renal 
disease  and  related  disorders;  to  act  as  a  national  representative  for  physicians  engaged  in  the  study 
and  management  of  patients  with  renal  disease  and  related  disorders;  and  to  serve  as  a  major  resource 
for  the  development  of  the  national  health  policy  concerning  renal  disease.  The  RPA  is  pleased  to  have 
this  opportunity  to  provide  the  subcommittee  with  our  views  in  support  of  the  National  Institute  of 
Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK),  within  the  National  Institutes  of  Health,  and  the 
Agency  for  Health  Care  Policy  and  Research  (AHCPR). 

In  1991 ,  more  than  230,000  people  were  treated  for  end  stage  renal  disease  (ESRD)  in  the  U.S.,  the 
vast  majority  under  the  Medicare  program.  Between  1 984  and  1 991 ,  the  number  of  ESRD  patients 
doubled--to  one  patient  per  1 ,387  U.S.  residents--and  the  number  of  ESRD  patients  is  expected  to 
double  again  in  the  next  seven  years,  according  to  an  estimate  from  the  United  States  Renal  Data 
System  (USRDS).  The  incidence  of  ESRD  continues  to  rise  at  a  rate  of  over  8%  each  year.  The 
prevalence  of  ESRD  in  elderly  individuals  has  increased  at  a  greater  rate  than  in  the  population  as  a 
whole:  Currently,  31%  of  all  dialysis  patients  are  over  the  age  of  65.  Minorities  are  four  times  as  likely 
as  non-minorities  to  develop  chronic  renal  failure,  and,  on  average,  they  are  younger  at  the  onset  of 
disease  than  are  non-minorities. 

Chronic  kidney  failure  can  be  caused  by  a  number  of  diseases.  In  26%  of  the  patients,  the  primary 
cause  of  ESRD  is  diabetes.  Hypertension  is  cited  as  the  primary  cause  in  24%  of  all  cases  and 
glomerulonephritis,  an  immunological  disease,  is  responsible  for  20%  of  the  cases.  Combined,  these 
three  diagnoses  are  responsible  for  7  out  of  10  cases  of  ESRD.  However,  different  factors  are  more 
prominent  in  different  populations.  For  example,  African-Americans  have  a  predominance  of 
hypertension  as  their  primary  cause,  while  diabetes  is  the  most  common  cause  of  ESRD  among  Native 
Americans.  Diabetes  predominates  as  a  primary  cause  in  women. 

In  1992,  the  total  direct  cost  of  ESRD  was  $9.5  billion.  Of  this  amount,  the  federal  government  paid 
$6.8  billion,  or  72%.  Medicare  payments  for  ESRD  are  growing  approximately  5%  annually  in  constant 
dollars,  (with  virtually  all  of  the  increase  attributable  to  the  increased  patient  population).  In  the  mid- 
1970's,  the  average  cost  per  ESRD  beneficiary  was  thirty  times  as  much  as  the  average  for  all  Medicare 
beneficiaries;  by  1991 ,  the  difference  was  reduced  to  nine  times  as  much.  The  RPA  believes  that 
efforts  directed  to  reducing  the  costs  of  chronic  renal  disease  should  be  a  high  priority,  along  with 
research  directed  to  identifying  basic  mechanisms  responsible  for  the  disease. 


National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK): 

The  RPA  is  concerned  about  strengthening  our  federal  commitment  to  biomedical  research,  particularly 
research  relating  to  kidney  disease,  through  providing  increased  funding  for  the  NIDDK.  In  its  FY  96 
Report,  the  Committee  stated  that  "[it]...  urges  the  institute  to  provide  strong  support  for  research  that 
may  lead  to  reductions  in  the  burden  and  cost  of  kidney  disease."  HRept.  104-209,  page  64.  The  RPA 
agrees  with  the  Committee's  view,  and  pledges  to  work  collaboratively  with  the  Congress  and  the 
NIH/NIDDK  to  build  on  existing  research  efforts  with  important  new  initiatives. 
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Current  Research 

Millions  of  Americans  have  benefitted  from  dialysis  and  kidney  transplants.  However,  while  treatment 
can  prolong  life,  ESRD  remains  a  serious  medical  condition,  with  numerous  associated  complications. 
NIDDK-supported  investigators  have  made  significant  progress  that  sheds  light  on  the  causes, 
treatment,  and  prevention  of  kidney  disease. 


1 .  Morbidity  and  Mortality  in  Hemodialysis 

Since  the  early  1980's,  the  dialysis  pharmaceutical  industry  had  assumed  the  major  responsibility  for 
research  on  hemodialysis.  With  the  major  focus  of  industry-supported  research  on  improving  the 
hardware  involved  (e.g.  dialysis  membranes),  the  efficiency  of  the  dialysis  process  has  improved, 
although  very  little  investigation  has  been  accomplished  along  other  lines,  and  the  patient  mortality  rate 
continues  to  be  unacceptably  high.  The  NIDDK  Hemodialysis  (HEMO)  Clinical  Trial  therefore  was 
initiated  to  explore  the  possible  benefits  of  a  higher  than  usual  dialysis  dose,  and  the  effect  of  high  flux 
(compared  to  conventional  flux)  on  morbidity  and  mortality  in  hemodialysis  patients.  Patient  recruitment 
began  in  April  1995  in  15  medical  centers  located  throughout  the  United  States.  Currently,  300  of  the 
900  expected  study  participants  have  been  recruited  into  the  trial.  Results  from  the  trial  are  expected  in 
2001. 

2.  USRDS  Special  Study  on  Morbidity  and  Mortality 

The  USRDS  is  a  contract-funded  database,  supported  by  NIDDK  in  collaboration  with  the  Health  Care 
Financing  Administration  (HCFA),  which  is  in  the  second  five-year  period  of  funding  .  The  purpose  of 
the  database  is  to  describe  the  demographics,  morbidity  and  mortality  of  ESRD  patients  in  the  United 
States.  The  USRDS  Dialysis  Morbidity  and  Mortality  Study  (DMMS)  is  a  special  data  collection  study 
coordinated  by  the  NIDDK  through  the  USRDS  Coordination  Center,  and  by  HCFA  through  the  HCFA 
ESRD  Networks.  The  study  will  evaluate  the  morbidity  and  mortality  experienced  by  ESRD  patients, 
adjusting  for  the  dialysis  prescription  and  for  the  presence  of  concomitant  physical  conditions  and 
diseases. 

The  DMMS  is  designed  as  a  2-year,  4  wave  study  of  a  total  of  24,000  patients.  The  USRDS  DMMS 
Wave  1  data  collection  effort,  which  began  March  1, 1995,  will  collect  data  on  dialysis  dose  (KW),  reuse 
practices,  vascular  access  problems,  and  nutrition.  Wave  2  is  in  the  process  of  being  designed.  It  will 
consist  of  a  prospective  study  of  newly  diagnosed  hemodialysis  and  peritoneal  dialysis  patients.  The 
following  factors  are  being  considered  for  inclusion  in  Wave  2  of  this  study:  1 )  Prognostic  significance  of 
blood  pressure  measured  at  various  times  pre-dialysis,  intra-dialysis,  and  post-dialysis,  for  determining 
risk  of  mortality,  hospitalizations  and  other  morbidity  in  hemodialysis  patients;  2)  association  of 
clustering  of  hypertension,  diabetes,  hyperlipidemia  and  obesity  with  morbidity  and  mortality  in 
hemodialysis  and  peritoneal  dialysis  patients;  3)  association  of  outcomes  in  peritoneal  vs.  hemodialysis 
patients  with  dose  of  dialysis,  and  nutritional  status;  4)  selection  of  patients  to  peritoneal  vs. 
hemodialysis;  5)  association  of  factors  associated  with  patient  transportation  to  the  dialysis  unit  with 
cost  of  dialysis  and  quality  of  life;  6)  level  of  renal  function  at  start  of  ESRD  and  its  effect  on  outcomes; 
7)  quality  of  life  and  its  predictive  value  for  mortality  and  morbidity  outcomes. 

3.  Renal  Transplantation 

Renal  transplantation  is  the  optimal  replacement  therapy  for  many  individuals  with  end-stage  renal 
disease  (ESRD).  Since  genetic  matching  of  donor  and  recipient  is  important  for  transplant  outcome, 
intraracial  transplants  fare  better  than  interracial  grafts.  However,  only  approximately  10  percent  of 
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cadaveric  kidneys  come  from  African  American  donors.  In  collaboration  with  the  Office  of  Research  on 
Minority  Health,  NIDDK  has  awarded  a  5-year  educational  grant,  the  National  Minority  Organ  Tissue 
Transplant  Education  Program  (MOTTEP)  to  promote  minority  donor  awareness,  and  to  improve  the 
donation  process  in  minority  communities. 


Emerging  Opportunities 

Building  on  existing  research,  the  following  are  just  a  few  examples  of  new  initiatives  that  could  be 
undertaken  by  NIDDK,  if  sufficient  funds  are  provided  for  FY  97.  Adequate  funding  for  NIDDK  will  be 
critical  to  ensuring  that  many  important  kidney  disease  initiatives  can  be  accomplished. 

1.  Early  Kidney  disease  detection  initiative 

This  planned  initiative  will  stimulate  the  development  of  new  methods  for  detecting  early  renal  injury  due 
to  such  conditions  as  diabetes,  hypertension  and  polycystic  kidney  disease,  and  will  allow  epidemiologic 
studies  of  risk  factors  for  kidney  injury,  which  should  ultimately  hasten  the  development  of  primary 
prevention  strategies  to  decrease  the  incidence  of  chronic  renal  insufficiency  and  renal  failure  in  the 
United  States. 

Currently,  there  is  no  means  to  document  the  presence  of  early  kidney  injury.  Proxy  tests  include  tests 
of  kidney  function  (serum  creatinine  level,  GFR,  creatinine  clearance,  urine  concentration,  and  urinary 
excretion  of  acids.)  All  of  these  tests  are  insensitive  for  detecting  early  mild  kidney  dysfunction.  For 
instance,  a  rise  in  serum  creatinine  from  1 .0  to  2.0  only  occurs  when  1/2-3/4  of  kidney  function  has  been 
lost.  Although  glomerular  filtration  rate  (GFR)  is  currently  the  gold  standard  for  measuring  serial 
changes  in  kidney  function  as  a  proxy  for  progression  of  kidney  disease,  the  GFR  test  is  costly  to 
patients;  it  takes  several  hours  to  complete,  and  patients  must  undergo  fasting  and  water  loading  and 
withdrawal  of  certain  medications.  GFR  measurements  are  also  highly  variable  within  individuals. 
Urine  concentrating  ability  and  urine  acid  excretion  are  not  sensitive  measures  of  mild  kidney 
dysfunction.  This  initiative  will  stimulate  the  development  of  new  methods  for  detecting  early  kidney 
injury,  and  the  correlation  of  these  new  methods  with  currently  accepted  measurements  of  kidney 
function.  As  a  result,  it  is  expected  that  this  work  will  increase  the  number  and  sensitivity  of  tests 
available  to  clinicians  to  detect  kidney  injury  at  an  early,  and  hopefully  reversible  stage.  Although  this 
work  is  part  of  an  ongoing  initiative,  appropriation  of  sufficient  resources  to  NIDDK  for  FY  97  will  be 
important  to  ensuring  that  further  work  proceeds  as  expeditiously  as  possible. 

2.  Clinical  Study  Assessing  Kidney  Function 

One  mechanism  that  is  a  particularly  critical  part  of  the  Institute's  portfolio  is  clinical  trials— the 
mechanism  that  fosters  the  transfer  of  research  results  to  applications  in  patients.  In  recent  years,  the 
support  of  clinical  research,  NIH-wide,  has  not  kept  pace  with  advances  in  knowledge  or  current  health 
needs.  The  RPA  believes  that  Congress  should  appropriate  additional  funds  for  clinical  research,  in 
order  to  continue  current  efforts  and  undertake  new  initiatives.  One  area  in  which  there  is  a  promising 
opportunity  for  clinical  research  is  the  study  of  kidney  function.  There  is  currently  very  little  longitudinal 
data  on  the  risk  of  developing  renal  impairment  in  high  risk  populations.  However,  there  are  many 
ongoing  longitudinal  observational  trials  involving  patients  who  are  at  theoretically  higher  risk  of 
developing  renal  impairment  and  ESRD,  including  patients  with  hypertension,  diabetes,  hyperlipidemia, 
and  patients  who  are  elderly. 
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A  great  deal  of  information  about  early  kidney  disease  could  be  obtained  by  using  sensitive  measures  of 
kidney  function  in  high  risk  patients  who  are  being  followed  in  longitudinal  observational  studies.  By 
focusing  on  these  higher  risk  patients,  scientists  may  enhance  their  understanding  of  the 
pathophysiology  of  kidney  injury  with  these  diseases.  In  addition,  new  measures  of  early  renal 
impairment  could  be  tested  in  these  studies  at  less  cost  than  would  be  required  for  a  de  novo 
longitudinal  trial  specifically  focused  on  kidney  disease.  This  initiative  is  at  a  preliminary  planning  stage. 


3.  Biology  of  Kidney  Disease  in  African  Americans 

RPA  is  also  strongly  committed  to  support  for  basic  research  and  to  elucidating  the  connection  and 
interrelation  between  basic  research  and  clinical  applications.  An  NIDDK  initiative  is  planned  to 
stimulate  investigations  in  the  basic  physiology  and  pathophysiology,  as  well  as  the  genetic  and 
immunogenetic  mechanisms  underlying  the  development  of  kidney  disease  and  hypertension,  and 
progression  to  end-stage  renal  disease,  in  African  Americans. 

Essential  hypertension  is  more  common  in  African-Americans  than  in  any  other  racial  group  in  the  U.S., 
and  available  data  also  suggest  that  Blacks  in  other  parts  of  the  world  experience  high  prevalence  and 
incidence.  The  striking  differences  among  the  various  racial  groups  implicate  genetic  background  as  a 
risk  factor  for  hypertension,  and  evidence  exists  in  both  animal  models  and  in  humans  for  the 
involvement  of  a  variety  of  genes  in  the  etiology  of  the  disease.  Few  studies  are  available  that  explore 
the  underlying  physiology  and  pathogenetic  mechanisms  of  kidney  disease  and  hypertension,  and  none 
explore  the  pathogenetic  association  in  minority  populations,  especially  in  the  Black  population.  Work  in 
this  area  should  be  a  high  priority.  The  genes  and  the  immunogenetic  mechanisms  involved  are  also 
critical  pieces  of  this  complex  puzzle  that  need  to  be  investigated. 

Training 

Another  area  of  concern  to  us  is  support  for  training  new  scientists.  The  RPA  believes  that  there  is  an 
overwhelming  need  to  provide  for  the  renewal  and  expansion  of  the  intellectual  capital  that  is  essential 
to  the  biomedical  research  enterprise.  When  the  likelihood  of  an  approved  research  grant  proposal 
being  funded  declines,  the  brightest  young  scientists  become  discouraged  from  pursuing  research 
careers-something  this  country  can  ill-afford.  Steps  must  be  taken  now  to  increase  the  grant  success 
rate,  in  order  to  actively  encourage  new  scientists  to  undertake,  and  remain  in,  careers  in  research.  We 
urge  that  additional  funds  be  provided  to  the  National  Research  Service  Award  (NRSA)  program,  which 
supports  both  pre-doctoral  and  post-doctoral  students.  These  additional  funds  would  permit  the  NIH  to 
support  the  same  number  of  trainees  in  FY  1997  as  in  recent  years.  Over  the  past  two  decades,  the 
training  of  physician-scientists  (MD-PhDs)  has  proven  to  be  among  the  most  productive  ways  to 
integrate  basic  science  with  clinical  research.  We  support  a  modest  increase  in  the  number  of  MD-PhD 
students  trained  under  the  NIH  Medical  Scientists  Training  Program  (MSTP). 

Funding  Recommendation 

RPA  asks  that  Congress  provide  adequate  funding  for  NIDDK,  for  FY  97.  We  recommend  providing  the 
institute  with  an  increase  of  approximately  6.5%  for  FY  97;  from  $771  million  to  $821  million.  This 
increase  is  by  no  means  sufficient  to  accommodate  the  vast  amount  of  highly-rated  research  proposals 
available.  It  does,  however,  represent  a  reasonable  step  toward  the  ultimate  goal  of  aligning  the  level  of 
our  kidney  disease  research  commitment  more  closely  with  actual  research  needs,  within  the  climate  of 
constraint  in  discretionary  spending. 
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According  to  the  NIH  institute  directors,  to  ensure  that  top-quality  research  opportunities  are  not  missed, 
the  NIH  should  fund  at  a  minimum  one  out  of  three  meritorious  research  project  grant  applications.  The 
current  funding  of  only  one  of  five  meritorious  research  applications  has  resulted  in  many  important 
scientific  leads  being  delayed  or  lost.  The  RPA  supports  the  recommendation  of  the  Ad  Hoc  Group  for 
Medical  Research  Funding,  for  an  appropriation  of  $12.71  billion  in  funding  for  the  NIH.  overall,  in  FY 
5Z- 


Agency  For  Health  Care  Policy  and  Research  (AHCPR): 

The  RPA  has  long  been  involved  as  an  advocate  for  socio-economic  research-that  is,  research 
focusing  on  the  organization  and  delivery  of  medical  care.  To  that  end,  RPA  supported  creation  of  the 
Agency.  We  believe  that  there  is  a  definite  need  for  its  continued  existence  to  maintain  a  federal  role  in 
efforts  to  improve  the  quality,  appropriateness,  and  effectiveness  of  health  care;  in  work  directed  to 
enhancing  access  to  health  care  services;  and  in  providing  leadership  and  oversight  in  health  services 
research. 

The  Agency  for  Health  Care  Policy  and  Research  is  slated  to  contract  out  much  of  its  guideline 
development  and  technology  assessment  activities  to  academic  medical  centers  or  other  non- 
governmental health  care  organizations  and  consortia.  Although  plans  for  moving  guideline 
development  and  technology  assessment  activities  out  of  the  Agency  are  now  underway,  RPA  believes 
that  funding  decisions  concerning  the  Agency  should  reflect  the  reality  that  this  is  an  incremental 
process.  Sufficient  funding  should  be  available  to  the  Agency  in  FY  97  to  ensure  both  continued 
progress  within  its  mandate  and  to  support  a  smooth  transition  to  a  working  public-private  partnership. 
Consistent  with  this  situation,  RPA  supports  maintaining  the  AHCPR  through  funding  of  $160  million  for 
FY  97.  This  is  approximately  equal  to  the  level  at  which  the  Agency  was  funded  in  FY  95.  It  therefore 
represents  the  minimum  amount  the  Agency  should  have  in  order  to  bring  funding  up  to  the  level  under 
which  it  operated  two  years  ago. 

The  RPA  strongly  believes  in  a  continued  role  for  the  Agency  in  promoting  improvements  in  clinical 
practice  as  well  as  the  organization,  financing,  and  delivery  of  health  care  services.  Americans  spend 
nearly  $1  trillion  annually  on  health  care;  the  Federal  Government's  share  amounts  to  over  $350  billion. 
With  the  rapid  change  in  the  health  care  system  through  mergers,  consolidations,  and  new  delivery 
systems,  there  is  a  critical  need  to  understand  what  works  best  in  the  organization,  financing,  and 
delivery  of  health  services— answers  that  AHCPR-supported  research  can  provide.  While  the  Agency's 
outcomes  research  and  clinical  practice  guidelines  have  focused  on  improving  quality  of  care,  these 
activities  are  also  saving  taxpayers'  dollars. 

The  RPA  appreciates  the  committee's  consideration  of  our  views  concerning  FY  97  appropriations  for 
the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK),  and  the  Agency  for 
Health  Care  Policy  and  Research  (AHCPR). 
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Mr.  BONILLA.  Thank  you  very  much,  Doctor,  for  your  testimony. 


Thursday,  February  29,  1996. 

WITNESS 

TERRY-JO  MYERS,  INTERSTITIAL  CYSTITIS  ASSOCIATION 

Mr.  BONILLA.  We're  running  a  little  bit  behind  now.  We  would 
now  like  our  professional  golfer  Terry-Jo  Myers,  who  is  represent- 
ing the  Interstitial  Cystitis  Association,  to  come  forward. 

Tell  us  what  it's  like  to  shoot  under  par,  I  can't  imagine  that. 

Ms.  Myers.  I  don't  know,  I  just  came  back  from  Hawaii,  and  the 
winds  were  probably  50  miles  an  hour,  so  I  don't  know  what  it's 
like  to  shoot  under  par,  either.  I  have  no  idea.  [Laughter.] 

One  player  finished  under  par  in  that  tournament. 

Well,  Honorable  Chairman  and  members  of  the  committee,  today 
I  just  want  to  thank  you  for  giving  me  the  opportunity  to  appear 
before  you  today  to  tell  you  about  interstitial  cystitis  and  help  us 
in  funding  research  to  find  a  cure  for  this  disease. 

My  name  is  Terry-Jo  Myers.  I  am  a  professional  golfer.  I'm  cur- 
rently playing  my  eleventh  year  on  the  LPGA  tour.  I  also  have  in- 
terstitial cystitis.  And  I  can  assure  you  that  my  work,  my  family 
and  my  social  life  and  my  pursuit  of  many  dreams  have  just  been 
dramatically  hindered  by  my  experience  with  IC.  And  today  I'm 
here  to  represent  those  who  are  just  too  ill  to  leave  their  homes. 

Interstitial  cystitis  is  a  chronic  inflammatory  bladder  condition. 
Its  cause  is  unknown  and  at  present  there  is  no  uniformly  reliable 
treatment.  The  symptoms,  which  can  be  severe  and  unrelenting,  in- 
clude urgency  and  frequency  of  urination,  up  to  60  or  more  times 
in  24  hours.  And  there  is  pain  in  the  bladder,  and  I  often  describe 
that  pain  as  having  thousands  of  paper  cuts  lining  my  bladder 
wall. 

I  was  diagnosed  with  IC  shortly  after  I  developed  the  symptoms 
at  the  age  of  21,  but  I  was  told  that  nothing  could  be  done,  and 
I  would  just  have  to  learn  to  live  with  the  pain.  And  that's  a  pre- 
scription that  far  too  many  IC  patients  are  still  receiving. 

Every  step  I  took  was  painful.  And  for  a  tour  player,  it  was  tor- 
ture. Often,  I  couldn't  even  bend  down  to  line  up  a  putt.  I  played 
in  non-stop  pain  and  I  had  constant  anxiety  about  being  able  to 
make  it  through  another  hole  to  the  next  bathroom. 

Travel  is  especially  difficult  for  many  people  with  IC,  and  as  a 
tour  player,  I  would  travel  at  least  28  weeks  a  year.  It  was  just 
a  nightmare.  I  arrived  at  tournaments  exhausted.  My  friends  were 
able  to  practice  and  I  was  often  forced  to  remain  in  the  locker 
room. 

I  think  saddest  of  all  for  me  personally,  IC  has  definitely  affected 
my  golf  game.  As  a  junior  athlete,  I  won  many  tournaments.  But 
as  a  professional  with  IC,  my  performance  has  been  hindered.  Be- 
cause LPGA  rules  prohibit  players  from  leaving  the  course  for  any 
reason,  I  have  often  had  to  withdraw  from  tournaments  in  the  mid- 
dle of  the  round,  simply  because  I  had  to  go  to  the  bathroom.  I 
couldn't  make  it. 

In  1988,  I  did  win  the  Mayflower  Classic.  But  I  attribute  much 
of  that  win  to  the  fact  that  we  had  two  rain  delays,  and  that  en- 
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abled  me  to  go  to  the  bathroom  and  continue  playing.  Last  year  for 
the  first  time,  I  completed  a  full  schedule  on  the  LPGA  tour.  And 
I  did  this  in  relative  comfort,  which  I  look  forward  to  doing  again. 
And  now  at  the  age  of  33,  I  feel  confident  that  I  have  a  good  10 
years  left  in  my  career.  And  sadly,  in  many  ways,  I  feel  as  though 
it  will  be  my  first  10  years. 

One  of  the  most  debilitating  aspects  of  IC  is  the  constant  pain 
that  drains  your  inner  resources  and  makes  even  the  most  routine 
activity  seem  so  difficult.  Recently,  I  realized  that  for  years  I  had 
been  so  consumed  by  the  pain  that  I  had  really  only  been  playing 
golf  and  my  friends  had  the  actual  luxury  of  concentrating  on  their 
golf  as  well.  While  last  year  was  not  my  personal  best,  it  was  the 
first  one  Fve  had  in  a  long  time  that  offered  me  the  opportunity 
to  concentrate  on  my  golf  again.  And  I  found  out  that  I  need  to  re- 
learn  all  the  concentration  skills  that  my  tour  players  take  for 
granted. 

That's  a  challenge.  It's  a  big  challenge,  but  I'm  excited  that  I  do 
have  that  challenge  again.  Arid  absolutely  none  of  this  would  be 
possible  without  the  efforts  of  the  ICA  and  an  experimental  drug, 
oral  drug  called  Elmiron. 

Although  I  have  had  IC  for  12  years,  it  is  only  4  years  ago  that 
I  was  able  to  find  a  doctor  to  help  me.  It  was  this  doctor  who  put 
me  in  touch  with  the  ICA  and  motivated  me  to  take  steps  to  help 
me  cope  with  my  illness.  Not  all  IC  patients  can  say  the  same. 
Many  can't  travel,  work,  or  meet  their  family  obligations.  Some 
have  their  bladders  removed,  only  to  encounter  a  whole  new  array 
of  medical  problems.  My  success  story  is  definitely  not  one  all  IC 
patients  can  share. 

Because  it  is  a  disease  that  affects  mostly  women,  and  histori- 
cally, urology  and  urological  research  have  focused  primarily  on 
male  urological  problems,  interstitial  cystitis  is  a  disease  that  con- 
tinues to  be  ignored  by  many  members  of  the  medical  community. 
But  it  is  a  serious  and  costly  condition.  An  epidemiological  study 
sponsored  by  the  Urban  Institute  found  that  an  estimated  450,000 
people  in  the  U.S.  may  suffer  from  IC,  with  an  economic  impact  as 
high  as  $1.7  billion  per  annum. 

Fortunately,  there  is  hope.  Thanks  to  previous  Congressional 
funding,  the  NIDDK  is  in  the  process  of  building  the  IC  data  base, 
an  extensive  pool  of  IC  patient  information  that  is  being  collected 
at  nine  sites  around  the  U.S.  This  information  is  stored  and  ana- 
lyzed at  the  Pennsylvania  State  University,  Hershey  Medical  Cen- 
ter. Data  base  staff  take  detailed  patient  and  family  medical  his- 
tories and  ask  questions  about  diet,  symptoms  and  experiences  in 
diagnosis  and  treatment.  Medical  tests  are  also  performed  on  pa- 
tients whose  symptoms  warrant  them. 

We  hope  and  expect  that  the  data  base  will  provide  clues  as  to 
how  IC  develops,  how  to  diagnose  and  categorize  patients,  and  how 
to  treat  the  disease  more  effectively.  In  short,  the  data  base  will 
provide  the  first  systematic  long-term  look  at  a  large  number  of  IC 
sufferers.  Patients  will  be  enrolled  and  monitored  through  April  of 
1997,  and  preliminary  results  on  four  topics  will  be  presented  at 
the  American  Urological  Association  in  May  of  this  year. 

The  Interstitial  Cystitis  Association  and  all  IC  patients  are  so 
grateful  to  all  members  of  this  subcommittee,  and  in  particular, 
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Congressman  Porter  and  today's  chairman,  Congressman  Bonilla 
for  the  support  of  research  on  IC  and  other  urological  diseases.  Be- 
cause of  your  commitment,  we  are  beginning  to  see  some  progress. 

With  this  in  mind,  and  in  conclusion,  I  respectfully  ask  that  mo- 
mentum continue  in  the  IC  research  initiative  started  by  this  sub- 
committee and  one,  that  additional  funds  be  provided  to  the  urol- 
ogy program  of  the  NIDDK  in  fiscal  year  1997,  specifically  to  sup- 
port further  IC  research  and  to  continue  and  expand  the  next 
phase  of  the  national  IC  data  base.  Two,  that  the  NIDDK  issue  an 
RFA  specifically  for  IC  in  fiscal  year  1997  and  designate  funds  for 
that  purpose.  And  lastly,  that  the  NIH  continue  to  address  and  re- 
solve the  problem  of  the  lack  of  urological  expertise  on  the  NIH 
study  sections  which  review  urology  grants,  including  IC. 

Our  need  is  great.  But  we  are  confident  that  with  your  help  and 
with  adequate  funding  for  IC  research  through  the  NIDDK,  results 
will  be  no  less  than  miraculous.  As  a  victim  of  IC,  I  know  what  it 
is  like  to  endure  chronic,  unrelenting  pain.  And  I  ask  that  you 
please  help  us  find  a  cure  for  IC  and  end  this  needless  suffering. 

Thank  you. 

Mr.  Bonilla.  Terry- Jo,  your  personal  story  is  remarkable,  and 
we  appreciate  your  snaring  it  with  us  today.  It  helps  us  make  deci- 
sions down  the  road. 

Are  you  from  Florida,  Terry-Jo? 

Ms.  Myers.  Yes,  I  am  a  native  of  Fort  Myers. 

Mr.  Bonilla.  I  just  wanted  to  point  that  out,  because  my  col- 
league Dan  Miller,  that's  his  home  State  as  well. 

Ms.  Myers.  Sarasota? 

Mr.  Miller.  No,  Port  Charlotte. 

Ms.  Myers.  Port  Charlotte. 

Mr.  Miller.  Not  quite  to  the  river. 

Ms.  Myers.  Well,  great. 

Mr.  Bonilla.  Thank  you  for  being  with  us  today. 
Ms.  Myers.  Thank  you  so  much. 


Thursday,  February  29,  1996. 

WITNESS 

NANCY  NORTON,  DIGESTIVE  DISEASE  NATIONAL  COALITION 

Mr.  Bonilla.  I'd  like  to  ask  Nancy  Norton  to  come  forward,  with 
the  Digestive  Disease  National  Coalition.  Nancy  is  Chair  of  the  Co- 
alition and  Director  and  Founder  of  the  International  Foundation 
for  Bowel  Dysfunction. 

Welcome. 

Ms.  Norton.  Mr.  Chairman  and  members  of  the  subcommittee, 
thank  you  for  the  opportunity  to  appear  before  you  today  to  discuss 
the  Federal  Government's  support  for  digestive  disease  research 
conducted  through  the  National  Institute  of  Diabetes  and  Digestive 
and  Kidney  Diseases  at  the  National  Institutes  of  Health. 

My  name  is  Nancy  Norton,  and  I  am  the  Director  and  Founder 
of  the  International  Foundation  for  Bowel  Dysfunction.  I  come  be- 
fore you  today  as  the  Chairman  of  the  Digestive  Disease  National 
Coalition.  The  DDNC  is  comprised  of  22  voluntary  and  professional 
organizations  concerned  with  diseases  of  the  digestive  tract.  Diges- 
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tive  diseases  include  such  disorders  as  gallstones,  irritable  bowel 
syndrome,  ulcers,  inflammatory  bowel  disease,  colorectal  cancer, 
cirrhosis  of  the  liver  and  Crohn's  disease.  Our  Coalition  has  as  its 
goal  a  desire  to  improve  the  health  of  millions  of  Americans  who 
suffer  from  these  and  many  other  acute  and  chronic  conditions  af- 
fecting the  digestive  tract. 

Mr.  Chairman,  the  social  and  economic  impact  of  digestive  dis- 
eases is  enormous.  Twenty  million  Americans  are  treated  for  a 
chronic  digestive  disease  each  year,  and  disorders  of  the  digestive 
system  consistently  rank  among  the  leading  causes  of  hospitaliza- 
tion, surgery  and  disability  in  the  U.S.  In  addition,  an  estimated 
200,000  people  miss  work  each  day  because  of  digestive  problems, 
resulting  in  costs  of  approximately  $70  billion  a  year  in  lost  wages, 
reduced  productivity,  health  care  expenditures  and  disability  pay- 
ments. 

Mr.  Chairman,  I  do  have  a  full  written  statement  that  I  would 
like  to  submit  for  the  record,  but  in  the  interest  of  time,  I  will  sum- 
marize the  two  major  points  I  hope  to  convey  to  the  subcommittee 
today.  The  first  one  being,  millions  of  Americans  around  the  coun- 
try who  suffer  from  a  variety  of  digestive  disorders  are  pinning 
their  hopes  for  a  better  life,  or  even  life  itself,  on  medical  advances 
made  through  research  supported  by  the  National  Institute  of  Dia- 
betes and  Digestive  and  Kidney  Diseases.  For  that  reason,  the 
DDNC  recommends  a  6.5  percent  increase  in  NIDDK's  budget  for 
fiscal  year  1997,  an  increase  of  $50  million  over  fiscal  year  1996, 
bringing  NIDDK's  total  appropriation  to  $821,252,000. 

The  second  point,  the  DDNC  strongly  believes  that  if  patients 
suffering  from  digestive  diseases  are  to  receive  the  highest  quality 
of  care  available,  then  NIDDK  must  practice  and  emphasize  a  bal- 
anced approach  to  biomedical  research.  Specifically,  the  DDNC  en- 
dorses a  research  approach  that  aims  to  both  unmask  the  mys- 
teries of  digestive  diseases  at  the  cellular  and  molecular  level  and 
transfer  those  discoveries  to  the  bedside  of  digestive  disease  pa- 
tients in  the  form  of  improved  treatment  and  care. 

One  group  of  patients  who  would  benefit  from  more  research  and 
better  treatment  options  are  those  suffering  from  functional  gastro- 
intestinal disorders.  These  disorders  include  such  conditions  as  irri- 
table bowel  syndrome  and  fecal  incontinence.  Irritable  bowel  syn- 
drome is  a  chronic  complex  of  disorders  that  malign  the  digestive 
system,  affecting  10  to  15  percent  of  the  general  population  annu- 
ally. These  disorders  strike  people  from  all  walks  of  life,  and  result 
in  a  significant  toll  of  human  suffering  and  disability.  IBS  is  one 
of  the  most  common  GI  disorders,  yet  people  are  very  isolated  by 
their  condition. 

In  a  recent  U.S.  Householders  Survey  of  Functional  Gastro- 
intestinal Disorders,  Prevalence,  Sociodemography  and  Health  Im- 
pact, IBS  accounted  for  10  percent  of  the  total  gastrointestinal  dis- 
orders population,  46  percent  of  which  required  the  supervision  of 
a  gastroenterologist.  This  care  alone  results  in  millions  of  dollars 
of  health  care  costs  every  year.  In  addition,  individuals  who  suffer 
from  IBS  will  miss  13.4  days  of  work  annually  as  opposed  to  the 
4.9  national  average,  further  contributing  to  higher  health  care 
costs  and  loss  of  productivity.  IBS  alone  has  been  called  a  multi- 
billion  dollar  problem  by  the  gastrointestinal  community.  Much 
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more  can  be  done  and  should  be  done  to  address  the  needs  of  the 
millions  of  Americans  suffering  from  irritable  bowel  syndrome. 

Mr.  Chairman,  once  again,  thank  you  very  much  for  allowing  me 
to  present  the  views  of  the  Digestive  Disease  National  Coalition  be- 
fore this  distinguished  subcommittee.  I  hope  that  the  remainder  of 
my  testimony  will  be  included  in  the  record  so  members  may  have 
an  opportunity  to  learn  more  about  the  numerous  advances  that 
have  recently  been  made  and  the  many  opportunities  that  cur- 
rently exist  in  digestive  disease  research. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  appear  before  you  today  to  discuss  the  federal  government's  support  for  digestive 
disease  research  conducted  through  the  National  Institute  of  Diabetes  and  Digestive 
and  Kidney  Diseases  at  the  National  Institutes  of  Health. 

My  name  is  Nancy  Norton  and  I  am  the  Director  and  Founder  of  the  International 
Foundation  for  Bowel  Dysfunction.  I  come  before  you  today  as  Chairman  of  the 
Digestive  Disease  National  Coalition  (DDNC).  The  DDNC  is  comprised  of  22  voluntary 
and  professional  organizations  concerned  with  diseases  of  the  digestive  tract. 
Digestive  diseases  include  such  disorders  as  gallstones,  irritable  bowel  syndrome, 
ulcers,  inflammatory  bowel  disease,  colorectal  cancer,  cirrhosis  of  the  liver  and 
Crohn's  disease.  Our  Coalition  has  as  its  goal  a  desire  to  improve  the  health  of 
millions  of  Americans  who  suffer  from  these  and  many  other  acute  and  chronic 
conditions  affecting  the  digestive  tract. 

Mr.  Chairman,  the  social  and  economic  impact  of  digestive  diseases  is  enormous. 
Twenty  million  Americans  are  treated  for  a  chronic  digestive  disease  each  year  and 
disorders  of  the  digestive  system  consistently  rank  among  the  leading  causes  of 
hospitalization,  surgery,  and  disability  in  the  U.S.  In  addition,  an  estimated  200,000 
people  miss  work  each  day  because  of  digestive  problems,  resulting  in  costs  of 
approximately  $70  billion  a  year  in  lost  wages,  reduced  productivity,  health  care 
expenditures,  and  disability  payments. 

Mr.  Chairman,  I  do  have  a  full  written  statement  that  I  would  like  to  submit  for  the 
record  but  in  the  interest  of  time  I  will  summarize  the  two  major  points  I  hope  to 
convey  to  the  Subcommittee  today: 


1)  Millions  of  Americans  around  the  country  who  suffer  from  a  variety  of 
digestive  disorders  are  pinning  their  hopes  for  a  better  life  -  or  even  life 
itself  --  on  medical  advances  made  through  research  supported  by  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases.  For 
that  reason,  the  DDNC  recommends  a  6.5%  increase  in  NIDDK's  budget 
for  fiscal  year  1997  (an  increase  of  $50  million  over  FY96),  bringing 
NIDDK's  total  appropriation  to  $821,252,000. 

2)  The  DDNC  strongly  believes  that  if  patierr^s  suffering  from  digestive 
diseases  are  to  receive  the  highest  quality  care  available  then  NIDDK 
must  practice  and  emphasize  a  balanced  approach  to  biomedical 
research.  Specifically,  the  DDNC  endorses  a  research  approach  that 
aims  to  both  unmask  the  mysteries  of  digestive  diseases  at  the  cellular 
and  molecular  level  and  transfer  those  discoveries  to  the  bedside  of 
digestive  disease  patients  in  the  form  of  improved  treatment  and  care. 
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One  group  of  patients  who  would  benefit  from  more  research  and  better 
treatment  options  are  those  suffering  from  functional  gastrointestinal  disorders.  These 
disorders  include  such  conditions  as  Irritable  Bowel  Syndrome  (IBS)  and  fecal 
incontinence. 

Irritable  Bowel  Syndrome  is  a  chronic  complex  of  disorders  that  malign  the 
digestive  system  affecting  10-15%  of  the  general  population  annually.  These  disorders 
strike  people  from  all  walks  of  life  and  result  in  a  significant  toll  of  human  suffering  and 
disability.  IBS  is  one  of  the  most  common  Gl  disorders  yet  people  are  very  isolated  by 
their  condition.  In  a  recent  U.S.  Householder  Survey  of  Functional  Gastrointestinal 
Disorders.  Prevalence.  Sociodemography  and  Health  Impact.  Irritable  Bowel  Syndrome 
accounted  for  10%  of  the  total  gastrointestinal  disorders  population,  46%  of  which 
required  the  supervision  of  a  gastroenterologist.  This  care  alone  results  in  millions  of 
dollars  in  health  care  costs  every  year.   In  addition,  individuals  who  suffer  from  IBS 
will  miss  13.4  days  of  work  annually  as  opposed  to  the  4.9  national  average,  further 
contributing  to  higher  health  care  costs  and  loss  of  productivity.  IBS  alone  has 
recently  been  called  a  multi-billion  dollar  problem  by  the  gastrointestinal  community. 
Much  more  can  be  done  and  should  be  done  to  address  the  needs  of  the  millions  of 
Americans  suffering  from  IBS. 


Mr.  Chairman,  once  again,  thank  you  very  much  for  allowing  me  to  present  the 
views  of  the  Digestive  Disease  National  Coalition  before  this  esteemed  Subcommittee. 
I  hope  that  the  remainder  of  my  testimony  will  be  included  in  the  record  so  members 
may  have  an  opportunity  to  learn  more  about  the  numerous  advances  that  have 
recently  been  made  and  the  many  opportunities  that  currently  exist  in  digestive 
disease  research. 


Major  Advances  in  Digestive  Diseases 


INFLAMMATORY  BOWEL  DISEASE 

Inflammatory  Bowel  Disease  (IBD)  represents  two  diseases,  distinct  yet  quite  similar  in 
clinical  presentation  and  symptoms  -  ulcerative  colitis  and  Crohn's  disease.  These  two 
diseases  represent  the  major  cause  of  morbidity  from  chronic  intestinal  illnesses. 
While  the  exact  pathogenesis  of  IBD  is  poorly  understood,  scientific  evidence  has 
shown  that  interactions  between  the  immune  system,  genetic  susceptibility,  and  the 
environment  are  strongly  implicated. 

In  recent  years,  unprecedented  developments  in  molecular  biology  have  permitted 
creation  of  a  new  class  of  IBD  rodent  models  that  more  closely  resemble  the  disease 
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in  humans.   These  techniques  now  make  it  possible  to  over  express  or  delete 
selected  genes  in  rodents.  Applications  of  these  genetically  engineered  rodents  may 
provide  clues  to  a  better  understanding  of  the  pathways  which  control  the  chronic 
inflammation  that  occurs  in  IBD.  Further  studies  are  needed  in  these  animal  models  to 
determine  how  current  pharmacologic  agents  are  used  to  treat  IBD.  In  addition,  these 
models  may  prove  to  be  useful  in  applying  novel  immunologic  approaches,  such  a 
gene  therapy. 


ULCER? 

Research  over  the  last  ten  years  into  gastritis  and  peptic  ulcer  disease  has  been 
dominated  by  investigations  dealing  with  the  organism  Helicobacter  pylori.  The 
disease  association  between  H.  pylori  and  gastritis  and  duodenal  ulcers  is  now  well 
established.  Infection  with  this  bacterial  organism  is  also  a  risk  factor  for  gastric 
cancer.  These  findings  were  endorsed  in  1994  by  an  NIH  consensus  development 
panel  and  have  since  mobilized  the  medical  community  to  mount  a  major  educational 
campaign  directed  at  professionals  and  the  lay  public  on  effective  management 
strategies  for  peptic  ulcer  disease. 

Treatment  for  peptic  ulcers  is  centered  around  the  use  of  antibiotics  and  acid  blockers 
that  significantly  reduce  the  occurrence  of  H.  Pylori.  One  question  still  baffling  to 
researchers,  however,  is  why  only  a  small  percentage  of  people  infected  with  H.  pylori 
actually  become  ill.  Recently,  studies  performed  by  NIDDK  grantees  shed  some  light 
on  this  perplexing  question  by  revealing  that  persons  who  acquire  H.  pylori  very  early 
in  life  are  at  increased  risk  for  developing  gastric  cancer  and  gastric  ulcers. 

In  addition  to  studying  the  selectiveness  of  H.  pylori  related  illnesses,  NIDDK 
researchers  have  also  explored  the  composition  of  different  H.  pylori  strains.  These 
investigations  revealed  that  while  host  factors  including  smoking,  blood  type  O,  and 
male  gender,  are  known  to  predispose  individuals  to  developing  peptic  ulcers, 
virulence  factors  of  specific  H.  pylori  types  may  also  influence  the  outcome  of 
infection.  The  researchers  learned  that  persons  affected  with  H.  pylori  strains  of  the 
CagA  type  have  an  increased  risk  of  developing  cancer  or  duodenal  ulcer.  Evidence 
also  emerged  that  persons  infected  with  strains  of  VacA  genotype  S1  are  at  increased 
risk  of  having  duodenal  ulceration. 

The  understanding  that  stomach  ulcers  and  some  stomach  cancers  are  caused  by 
certain  bacterium  has  lead  researchers  to  investigate  why  particular  strains  of  H.  pylori 
are  more  virulent  than  others  and  to  identify  persons  at  high  risk  of  infection.  This 
knowledge  has  also  opened  up  avenues  for  the  development  of  new  therapies  and 
possible  vaccines  to  prevent  these  diseases.  It  has  already  been  estimated  that  $400- 
$800  million  annually  can  be  saved  by  preventing  ulcer  recurrence  alone.  Although 
worldwide  rates  of  gastric  cancer  are  declining,  it  remains  a  common  and  fatal  cancer 
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outside  of  the  United  States.  Estimates  are  that  as  many  as  60  percent  of  all  gastric 
cancers  could  be  prevented  by  control  of  this  bacterium,  which  makes  research  in  this 
area  an  important  public  health  priority. 


LIVER  DISEASE  PREVENTION 

Liver  disease  is  currently  the  eleventh  most  common  cause  of  death  in  the  United 
States  and  is  decreasing  in  incidence.  Major  etiologic  factors  for  end-stage  liver 
disease  include  alcohol,  hepatitis  C,  cryptogenic  liver  disease,  primary  biliary  cirrhosis, 
sclerosing  cholangitis,  hepatitis  B,  autoimmune  liver  disease  and  fulminant  hepatic 
failure.   Fortunately,  most  forms  of  chronic-end  stage  liver  disease  can  be  prevented. 

One  type  of  end-stage  liver  disease  that  cannot  be  prevented  is  primary  biliary 
cirrhosis  (PBC).  However,  a  randomized  two  year  clinic  drug  trial  (ursodio!  vs. 
placebo)  initiated  for  patients  with  PBC  uncovered  some  promising  data.  The  trial 
revealed  that  PBC  patients  treated  with  ursodiol  for  two  years  showed  a  significant 
improvement  in  the  results  of  liver  tests  that  serve  as  markers  of  cholestasis  and 
inflammation.  Furthermore,  ursodiol  is  well  tolerated  with  little  or  no  drug  related 
toxicity. 


NITRIC  OXIDE  AND  GASTROINTESTINAL  MOTILITY 

The  role  of  the  smooth  muscle  is  to  mix  and  propel  the  contents  of  the  gastrointestinal 
(Gl)  tract.  This  action  assists  in  the  digestion  of  food,  the  absorption  of  nutrients,  and 
the  evacuation  of  waste  produces.  Certain  mechanical  properties  of  smooth  muscle 
regulate  this  process  through  the  release  of  substances  in  the  gut  that  transmit  nerve 
impulses.  Mounting  evidence  has  now  demonstrated  that  nitric  oxide  (NO),  a  recently- 
identified  neurotransmitter,  is  an  important  mediator  of  smooth  muscle  relaxation  in  the 
Gl  tract.  A  detailed  understanding  of  the  functions  of  the  smooth  muscle  may  lead  to 
the  cause  of  two  of  the  most  common  and  costly  digestive  diseases:  gastro- 
esophageal reflux  disease  and  irritable  bowel  syndrome. 


/Vfa/or  Opportunities  in  p/ge$ffve  p/sea$es 

Concepts  for  new  or  expanded  program  initiatives  for  the  coming  fiscal  year  are 
presented  in  NIDDK's  annual  Program  Plan.  The  initiatives  developed  for  FY  1997 
contain  some  of  the  most  promising  scientific  research  opportunities  in  areas  under 


454 


the  purview  of  the  NIDDK.  Due  to  budget  limitations,  however,  the  Institute  will  be  able 
to  implement  only  a  select  few  of  these  initiatives.  Clinical  research  opportunities  that 
NIDDK  would  like  to  pursue  but  may  be  unable  to  fund  include: 

*  Transjugular  Intrahepatic  Portosystemic  Shunts  (TIPS)  for  variceal  bleeding 
despite  optimal  medical  management. 

*  Remission  of  Barrett's  Esophogus 

*  Helicobacter  pylori  in  non-ulcer  Dyspepsia 

*  Eradication  of  H.  Pylori  in  patients  being  treated  with  NSAIDS 

*  Dietary  prevention  of  Diverticulitis  recurrence 

*  Prevention  of  Gallstone  occurrence  using  Ursodiol 

/ 


455 


Mr.  BONILLA.  Thank  you  very  much  for  your  testimony  this 
morning,  Nancy.  We  appreciate  hearing  from  you. 


Thursday,  February  29,  1996. 

WITNESS 

CARL  A.  OLSSON,  M.D.,  AMERICAN  UROLOGICAL  ASSOCIATION 

Mr.  BONILLA.  Now  we'd  like  to  hear  from,  and  I'd  like  to  mention 
that  we've  been  joined  by  Ms.  Pelosi  from  California. 
Ms.  Pelosi.  Good  morning. 
Mr.  BONILLA.  Good  morning. 

Dr.  Carl  Olsson,  please  come  forward,  with  the  American 
Urological  Association.  Dr.  Olsson  is  Chairman  of  the  Department 
of  Urology  at  Columbia  University. 

Welcome,  Doctor. 

Dr.  Olsson.  Thank  you. 

First  of  all,  I'd  like  to  thank  you  and  the  members  of  j  our  sub- 
committee for  your  strong  support  of  the  NIH  program,  particularly 
during  the  recent  debate  over  Federal  spending  priorities.  You've 
really  saved  the  Nation's  biomedical  enterprise  from  certain  de- 
cline. 

My  statement  submitted  for  the  record  details  all  of  our  rec- 
ommendations. In  my  time  today,  I  want  to  highlight  some  key 
points.  The  impact  of  urologic  diseases,  and  there  are  a  variety  of 
them,  is  a  lot  larger  than  generally  thought.  The  estimates  of  cost 
to  the  American  public  each  year  are  upwards  of  $50  billion.  I'm 
going  to  focus  on  two  conditions  today,  cancer  and  incontinence.  It's 
a  surprise  to  think  that  one-third  of  all  the  new  cancers  that  are 
going  to  be  found  this  year  will  occur  in  urologic  organs.  In  men, 
50  percent  of  the  new  cancers  are  urologic.  And  20  percent  of  the 
cancer  deaths  in  the  U.S.  are  urologic.  These  figures  are  even 
worse  in  the  African-American  community. 

Twelve  million  men  over  the  age  of  50  suffer  from  benign  pros- 
tatic enlargement,  or  BPH.  And  20  percent  of  that  number  are 
treated  each  year.  Incontinence  is  a  huge  problem  affecting  over  10 
million  Americans,  especially  women.  We'll  spend  $12  billion  this 
year  on  this  problem,  a  lot  of  which  goes  to  buy  simple  diapers, 
while  having  less  than  $2  million  or  $3  million  available  for  blad- 
der research. 

Research  into  prostate  and  other  urologic  cancers  is  conducted 
through  the  NCI.  Despite  the  fact  that  the  most  frequently  diag- 
nosed cancer  in  this  country  is  prostate  cancer,  with  over  300,000 
new  cases  this  year,  and  41,000  deaths,  funding  for  prostate  cancer 
lags  way  behind  that  of  other  cancers  by  factors  of  three  to  ten  fold. 
You  can  imagine  our  problems  trying  to  recruit  our  brighter  sci- 
entists to  enter  prostate  research,  when  we  have  funding  of  $55 
million  a  year,  and  other  programs,  for  example,  let's  say  AIDS, 
that  has  a  program  of  $1.2  billion  a  year.  It  doesn't  take  a  rocket 
scientist  to  figure  out  where  the  young,  bright  researcher  is  going 
to  go. 

The  basic  science  program  in  urology  is  housed  at  NIDDK.  Here 
again,  despite  support  from  Congress,  and  we  do  thank  you  for 
your  continued  support  in  the  past,  our  research  resources  are  still 
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insufficient  to  meet  the  challenges  these  diseases  present.  Work  to 
unlock  the  secrets  of  prostatic  growth  proceeds  slowly.  If  we  can  in- 
crease the  funding  for  basic  prostate  science  by  $20  million,  just 
$20  million,  we  can  make  significant  progress  in  our  understanding 
of  prostate  cancer,  BPH  and  prostatitis. 

Funding  for  the  many  diseases  in  urology  that  affect  women, 
we've  heard  about  that  already  today,  such  as  interstitial  cystitis, 
urinary  incontinence  and  urinary  tract  infection,  is  simply  not  ade- 
quate to  address  the  pain  and  suffering  these  conditions  cause  mil- 
lions of  women,  in  addition  to  the  previous  commitments  made  for 
IC  research,  we  urge  that  $20,000,000  be  directed  to  a  women's 
urology  research  program. 

Urology  research  at  NIH  also  needs  a  reorganization  if  the  dol- 
lars are  to  be  well  spent.  Right  now,  a  urology  grant  application 
could  be  assigned  to  any  one  of  9  institutes  and  reviewed  by  any 
one  of  20  different  study  sections,  most  of  which  have  no  urologic 
expertise.  In  comparison,  a  cardiology  grant  application  goes  to 
only  one  of  three  study  sections,  each  one  of  which  has  at  least  80 
percent  of  its  membership  cardiology  experts. 

Simply  stated,  there's  no  focus  for  urology  research  and  good 
science  is  lost  as  a  consequence.  In  recent  years,  this  subcommittee 
has  raised  the  issue  several  times,  and  we  certainly  appreciate 
that.  We  have  recently  learned  that  the  NIH  is  working  to  solve 
this  problem.  We  hope  you  will  continue  the  support  and  monitor- 
ing of  this  situation  so  that  a  solution  is  seen. 

AUA  is  mindful  of  the  fiscal  constraints  Congress  and  Federal 
agencies  face,  so  we  don't  make  our  funding  recommendations 
lightly.  However,  we  believe  that  urologic  research  is  underfunded 
and  should  be  made  a  greater  priority  at  NIH.  We  believe  the  mod- 
est funding  request  we  seek  could  actually  be  achieved  within  fiscal 
year  1997  increase,  if  this  subcommittee  directs  NIH,  in  particular 
NCI  and  NIDDK,  to  reorder  some  of  its  priorities  and  invest  in 
these  new  opportunities. 

I  thank  you  very  much  for  giving  me  the  opportunity  to  testify 
before  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee:  I  am  Carl  A. 
Olsson,  M.D.,  Chairman  of  the  Department  of  Urology  at  Columbia 
University.  I  am  pleased  to  have  the  opportunity  to  present  the 
recommendations  of  the  American  Urological  Association  (AUA)  for 
fiscal  year  1997  funding  for  urology  research  at  the  National 
Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK)  and 
the  National  Cancer  Institute  (NCI) .  We  are  also  recommending  that 
the  Centers  for  Disease  Control  and  Prevention  (CDC)  receive 
additional  funds  to  expand  their  prostate  cancer  outreach  and 
prevention  program. 

On  behalf  of  the  AUA,  I  want  to  thank  this  Subcommittee  and 
especially  you,  Mr.  Chairman,  for  your  strong  support  of  NIH  and 
CDC.  As  Congress  has  debated  the  future  directions  of  federal 
activity  and  closely  examined  all  Federal  spending,  you  succeeded 
in  persuading  your  colleagues  that  the  functions  of  these  key 
health  agencies  should  remain  a  national  priority.  NIH  is  among 
our  best  investments,  and  the  nation  needs  to  maintain  its 
biomedical  research  infrastructure  if  we  are  to  continue  to  improve 
the  health  of  our  citizens.  This  Subcommittee  has  been  steadfast 
in  its  support  of  biomedical  research,  and  AUA  greatly  appreciates 
those  efforts. 

Urological  diseases  can  affect  anyone,  from  early  infancy  through 
the  later  years  of  life.  As  our  population  ages,  the  incidence  and 
consequences  of  urologic  disease  will  become  more  profound  and  a 
greater  burden  to  individuals  and  society.  Genito-urinary  diseases 
result  in  estimated  health  care  expenditures  in  the  United  States 
of  nearly  $50  billion  each  year.  One  third  of  all  new  cancers  in 
1996  will  involve  a  urologic  organ.  Fifty  percent  of  the  new 
cancers  in  men  are  urologic  in  origin. 

Their  effect  on  minority  populations  and  women  is  significantly 
greater  than  the  overall  effect  on  the  entire  population.  For 
example,  the  incidence  of  prostate  cancer  among  African  American 
males  is  twice  that  of  white  men.  Women  suffer  from  urinary- 
incontinence  at  twice  the  rate  of  men. 

Measurable  advances  in  the  prevention  and  cure  of  these  diseases 
have  been  made  because  of  the  support  provided  by  the  National 
Institutes  of  Health.  For  example,  the  original  work  on  the 
prostatic  specific  antigen  (PSA) ,  which  has  revolutionized  the  ' 
early  detection  of  prostate  cancer,  was  funded  by  NCI.  However, 
much  remains  to  be  done,  and  the  funds  available  for  urologic 
research  remain  small  when  compared  to  those  available  for  other 
diseases  of  similar  impact. 

The  field  of  urology  research  is  filled  with  promising 
developments.  For  example,  research  on  the  early  detection  of 
prostate  cancer  confirms  the  value  and  accuracy  of  PSA.  Research 
on  the  causes  of  interstitial  cystitis  has  helped  physicians  and 
patients  better  understand  this  painful  disease.  Only  by  investing 
additional  resources  can  we  capitalize  on  these  opportunities  in  a 
reasonable  period  of  time. 
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Mr.  Chairman,  the  American  Cancer  Society  (ACS)  estimates  that 
317,000  new  cases* of  prostate  cancer  will  be  diagnosed  in  1996. 
This  means  that  prostate  cancer  will  be  the  most  commonly  diagnosed 
cancer  of  all.  ACS  projects  that  over  41,000  men  will  die  from 
this  disease.  It  is  imperative  that  we  continue  to  improve  our 
ability  to  detect  and  treat  prostate  cancer  and  other  urologic 
cancers.  Substantial  resources  for  breast  cancer  are  already 
available,  but  prostate  cancer  research  funding  has  not  kept  pace, 
even  though  the  incidence  of  these  diseases  is  quite  similar.  We 
strongly  urge  that  the  Subcommittee  take  steps  to  address  that 
disparity.  NCI  should  be  able  to  commit  at  least  $100  million  for 
prostate  cancer  research  in  fiscal  year  1997.  The  full  array  of 
NCI  programs  must  be  supported,  including  centers  of  excellence, 
clinical  trials,  individual  research  grants,  and  research  training. 
AUA  recommends  that  the  Subcommittee  direct  NCI  to  bring  research 
funding  on  breast  and  prostate  cancers  into  equilibrium  as  quickly 
as  possible. 

NCI  has  a  new  Director,  Dr.  Richard  Klausner,  and  I  recently  had 
the  opportunity  to  meet  with  him  and  some  of  my  colleagues  in 
urology  to  discuss  our  concerns  about  the  state  of  research  on 
urologic  cancer.  We  are  encouraged  by  his  willingness  to  work  with 
us  to  identify  the  targets  of  opportunity  in  urologic  cancer 
research  and  to  resolve  procedural  issues  at  NCI  that  we  in  urology 
believe  have  slowed  the  pace  of  urologic  cancer  research.  If 
Congress  can  continue  to  make  funds  available  to  NCI  for  prostate 
and  other  urologic  cancers,  we  believe  they  will  he  well  invested 
on  behalf  of  the  public.  The  new  spirit  of  cooperation  and  support 
at  NCI  is  refreshing,  and  we  look  forward  to  working  closely  with 
Dr.  Klausner  and  his  staff. 

A  key  part  of  the  effort  to  combat  prostate  cancer  is  to  increase 
our  understanding  of  the  basic  science  of  the  prostate.  This  is 
one  of  the  functions  of  the  urology  program  at  NIDDK  which  plays  a 
significant  leadership  role  in  funding  basic  and  clinical  research 
on  all  prostate  diseases.  We  recommend  that  prostate  research  in 
the  urology  program  at  NIDDK  be  granted  an  additional  $20  million. 
These  new  funds  would  strengthen  work  to  evaluate  factors  that 
affect  the  regulation  of  prostate  growth.  In  addition  to  helping 
in  the  fight  against  prostate  cancer,  this  research  can  lead  to  new 
breakthroughs  in  our  understanding  of  prostatitis  and  benign 
prostatic  hypertrophy  (BPH) .  Prostatitis  is  a  condition  affecting 
younger  men  and  can  have  a  very  adverse  affect  on  male  fertility. 
It  has  been  estimated  that  the  cost  of  this  disease  exceeds  one 
half  billion  dollars  annually. 

BPH  affects  more  than  12  million  men  over  age  50,  and  eighteen 
percent  of  them  require  treatment.  Surgical  treatment  for  the 
symptoms  of  the  disease  is  the  most  common  operation  carried  out  in 
the  male  over  55  years  old  in  the  United  States.  Although  new 
treatments  have  become  available,  there  is  still  a  poor 
understanding  of  the  factors  that  affect  prostate  growth,   and  new 
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funds  are  very  much  needed  to  stimulate  additional  work. 

There  is  a  pressing  need  to  increase  research  into  the  urologic 
disorders  which  affect  women:  urinary  incontinence,  urinary  tract 
infections,  interstitial  cystitis  (IC)  and  other  problems  of  the 
bladder.  These  diseases  affect  a  significant  number  of  women  of 
all  ages  and  result  in  major  U.S.  health  care  expenditures.  There 
is  very  little  funded  research  which  focuses  on  either  the 
prevention  or  effective  treatment  of  these  diseases.  Congress  has 
previously  allocated  funds  for  research  into  the  causes  of  IC. 
This  work  should  be  continued.  We  also  recommend  that  $2  0  million 
in  additional  research  into  urinary  incontinence,  urinary  tract 
infections,  and  other  basic  bladder  research  be  funded. 

Women's  health  research  has  focused  on  reproductive  issues,  and 
insufficient  attention  has  been  paid  to  other  health  problems  which 
affect  women  to  a  much  greater  degree  than  men.  These  urological 
problems  of  women  fall  into  that  category  of  neglect.  Urinary 
incontinence  is  a  major  cause  of  nursing  home  admissions  for  women. 
The  management  of  incontinence  is  an  important  cost  for  nursing 
homes .  Research  targeted  to  this  problem  could  substantially 
reduce  these  health  care  costs  and  prolong  the  ability  of  many 
elderly  women  to  remain  in  their  homes . 

Two  other  areas  of  research  need  attention,  male  infertility  and 
impotence,  and  kidney  stone  diseases.  There  is  really  no  funding 
available  for  research  in  these  areas,  even  though  one  half  of  all 
infertility  problems  relate  to  male  infertility.  Impotence  affects 
as  many  as  3  0  million  men,  yet  virtually  no  research  is  directed  to 
the  problem.  Urinary  stone  disease  is  a  common  and  very  painful 
occurrence  for  many  Americans.  Although  effective  treatments  are 
available,  almost  no  work  is  being  done  to  advance  this  field.  We 
ask  the  Subcommittee  to  direct  the  urology  program  at  NIDDK  to 
reinvigorate  the  work  in  these  important  areas . 

NIDDK  has  been  the  home  of  the  George  M.  O'Brien  Kidney  and  Urology 
research  centers  which  have  made  a  significant  contribution  to 
progress  in  these  disease  areas.  We  urge  continued  funding  for 
their  activities.  Despite  their  record,  there  is  a  still  a  need  to 
attract  more  experienced  investigators  to  urology.  The  most 
effective  way  is  to  promote  investigator  initiated  grants,  ROls, 
and  we  urge  the  Subcommittee  to  encourage  NIDDK  to  strengthen  this 
pathway . 

Despite  the  support  that  Congress  has  given  to  funding  urologic 
research,  the  program  continues  to  fall  behind  other  areas  of 
activity  at  NIH.  We  believe  this  is  in  large  part  due  to  the  lack 
of  focus  fo"_  urology  research  at  NIH.  Currently,  grant 
applications  in  urology  are  being  sent  to  as  many  as  nine 
Institutes  with  possible  review  by  any  of  over  20  study  sections, 
none  of  which  have  any  expertise  in  urology.  This  compares  to 
cardiology  grant   applications   which   typically  go   to   only  three 
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study  sections,  each  of  which  has  a  concentration  cf  cardiovascular 
expertise.  Until  this  problem  is  addressed,  good  urologic  science 
will  go  unfunded  because  it  is  not  being  evaluated  properly.  This 
is  a  critical  problem  in  areas  like  IC  where  research  has  been 
stimulated  by  targeted  requests  for  applications  that  are  reviewed 
by  special  study  sections  with  expertise  in  the  field.  However, 
when  the  time  comes  to  renew  the  grants,  the  applications  go  into 
the  general  research  review  process  and  fall  prey  to  the  problems 
with  the  current  study  section  process  I  have  outlined. 

We  recommend  a  concentration  of  urology  research  into  fewer 
Institutes,  as  well  as  a  reduction  in  the  number  of  study  sections 
reviewing  urology  applications.  These  remaining  study  sections 
should  be  expanded  to  include  additional  urologic  scientists  to 
insure  that  the  necessary  expertise  is  there  to  have  adequate  peer 
review  of  the  applications.  We  ask  the  Subcommittee's  help  in 
achieving  better  organization  of  urologic  research  at  NIH. 

This  situation  is  particularly  troubling  for  young  investigators. 
It  can  be  corrected  by  following  our  recommendations  for 
consolidation  and  concentration  of  expertise. 

Since  prostate  cancer  does  strike  African  American  men  at  a  much 
higher  rate,  it  is  imperative  that  we  conduct  prevention  and 
outreach  programs  within  this  community  to  assure  early 
intervention  and  treatment  using  the  best  tools  available.  CDC  is 
a  logical  place  for  such  an  effort  given  its  experience  with 
similar  programs  in  breast  and  cervical  cancer.  We  are  pleased 
that  the  efforts  of  Congress  to  stimulate  such  a  program  have 
succeeded,  and  a  small  activity  has  been  developed.  These 
activities  show  great  promise,  and  we  ask  that  $10  million  be 
allocated  to  this  effort  in  order  to  expand  CDC's  ability  to  target 
high  risk  populations  for  this  disease.  Education,  awareness  and 
early  detection  are  key  to  reducing  the  extremely  high  prostate 
cancer  rates  among  African  American  men.  CDC  should  not  be 
conducting  prostate  cancer  screening  programs,  since  there  are  many 
programs  throughout  the  country  that  provide  screening  for  free  or 
at  reduced  rates.  However,  men  must  be  motivated  to  take  advantage 
of  these  opportunities,  and  this  is  an  area  in  which  CDC  can  play 
a  critical  role. 

Mr.  Chairman,  this  completes  my  testimony.  AUA  urges  careful 
consideration  of  these  recommendations  and  appreciates  the 
opportunity  to  appear  before  you  today.  I  will  be  pleased  to 
answer  any  questions  you  or  Members  of  the  Subcommittee  may  have. 
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Mr.  Bonilla.  Thank  you  very  much,  Dr.  Olsson,  for  being  with 
us  today. 


Thursday,  February  29,  1996. 

WITNESSES 

MIKE  HENNENFENT  AND  RICHARD  ALEXANDER,  M.D.,  PROSTATITIS 
FOUNDATION 

Mr.  Bonilla.  We'd  now  be  pleased  to  hear  from  Mike 
Hennenfent,  and  Dr.  Richard  Alexander,  testifying  today  on  behalf 
of  the  Prostatitis  Foundation.  Dr.  Alexander,  I  understand,  is  with 
the  University  of  Maryland. 

Welcome,  gentlemen. 

Mr.  Hennenfent.  Mr.  Chairman,  and  other  members  of  the  com- 
mittee, I  am  Mike  Hennenfent,  of  the  Prostatitis  Foundation.  I 
have  had  prostatitis  over  30  years.  Prostatitis  affects  one  of  every 
two  men,  either  you  or  the  guy  next  to  you,  to  your  left  or  right, 
are  going  to  be  affected.  Our  Foundation  thinks  it  is  urgent  for  you 
to  direct  the  National  Institutes  of  Health  to  allocate  funds  and 
promote  research  to  fund  the  cause  and  cure  for  this  affliction. 

Prostatitis  is  an  invisible  disability  which  makes  it  hard  to  get 
sympathy  or  disability  pay.  Most  men  are  reluctant  to  talk  about 
it,  and  just  suffer  silently.  This  is  not  just  a  disease  of  older  men. 
The  average  patient  age  is  now  under  40.  As  an  American,  I  am 
humiliated  to  see  men  going  out  of  the  USA  in  search  of  a  cure. 
My  son,  Dr.  Bradley  Hennenfent,  thinks  we  have  the  technology 
available  here  in  the  USA  today,  to  research  and  find  a  cure  for 
this  affliction,  if  this  committee  will  direct  and  fund  the  National 
Institutes  of  Health  to  do  so. 

Dr.  Alexander.  I'm  Dr.  Richard  Alexander,  of  the  University  of 
Maryland  School  of  Medicine.  I'm  a  urologist.  Prostatitis  is  truly 
the  forgotten  disease  of  men.  I  thank  you  for  the  opportunity  to  dis- 
cus this  important  problem  with  you. 

You've  heard  of  the  frustration  of  patients.  I  can  tell  you  of  the 
frustration  of  urologists  trying  to  care  for  them.  For  the  most  part, 
we  do  not  know  what  is  wrong  with  these  men.  We  don't  know  why 
they  have  symptoms  and  we  don't  know  what  to  do  about  it.  They 
appear  to  have  an  infection  of  the  prostate,  yet  in  only  5  percent 
can  we  find  evidence  of  such  an  infection  being  present.  This  is  a 
significant  disease.  I  surveyed  men  by  Internet  and  163  detailed 
surveys  we  received.  These  are  men  with  a  mean  age  of  43,  they're 
in  the  prime  of  their  productive  years.  They've  been  symptomatic 
an  average  of  six  years.  They  describe  a  relapsing,  chronic  and  epi- 
sodic condition,  consisting  of  pain  in  the  pelvis,  irritated  voiding 
symptoms  and  effects  on  their  sexual  life.  Half  the  men  have 
missed  work,  with  some  of  them  on  permanent  disability.  Two- 
thirds  report  depression  because  of  their  illness,  with  5  percent 
considering  suicide  because  of  a  benign  prostatitis  lesion. 

They  sought  care  from  an  average  of  3.2  physicians  who  have 
prescribed  for  them  a  bewildering  array  of  antibiotic  medications 
simply  because  there's  nothing  else  to  do  for  them.  We  don't  know 
that  it  helps  them  and  it's  of  enormous  cost  to  the  health  care  sys- 
tem. Often  because  of  frustration  on  the  part  of  the  patient  and  the 
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physician,  the  physician  will  give  the  patient  anything  that  will  get 
him  out  of  the  office. 

Research  on  this  disease  is  woefully  inadequate.  There  is  no  na- 
tional institute  for  urologic  diseases  to  study  this  problem  and 
other  urologic  problems.  At  a  recent  meeting  of  the  NTH,  a  group 
of  us  from  around  the  country  could  not  agree  on  what  this  disease 
can  be  defined  as,  what  even  to  call  it,  or  even  whether  we  can  con- 
clude that  it  in  fact  represents  a  disease  of  the  prostate.  We  know 
next  to  nothing  about  it. 

The  answer  to  this  problem  is  new  research.  We  need  to  create 
a  definition  of  the  disease,  to  define  patients  and  resolve  them  from 
others,  and  then  search  for  etiologic  clues  between  such  defined 
populations.  The  urologic  and  research  communities  are  ready  to 
begin  this.  But  we  need  your  help. 

Members  of  the  committee,  the  words  of  these  men,  who  are  my 
patients  and  your  constituents,  cry  out  to  you  for  help,  and  I  ask 
that  their  appeal  not  go  unanswered. 

Thank  you. 

[The  prepared  statement  follows:] 
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contact:  Brad  Hennenfent,  MD  312/554-0629 
or  309/664-6222 

1.  Prostatitis:  The  Public  Health  Scandal 

Prostatitis  is  a  pubiic  health  disaster.  Prostatitis  is  the  most  common  disease  of  the 
prostate  gland,  affecting  about  50%  of  the  male  population,  and  is  more  common  than 
either  prostate  cancer  or  benign  prostatic  hypertrophy,  yet  it  is  the  least  researched  of  all 
prostate  diseases.  The  hallmark  of  prostatitis  is  swelling  and  pain  beneath  the  bladder 
where  the  prostate  gland  is  located.  Prostatitis  literally  means  inflammation  (swelling)  of 
the  prostate.  Prostatitis  causes  pelvic  pain,  frequent  trips  to  the  bathroom  to  urinate, 
diminished  urine  flow,  lower  back  pain,  fatigue,  and  sexual  dysfunction.  Prostatitis  occurs 
in  sexual  virgins,  monogamous  married  men,  and  promiscuous  men.  The  affliction  knows 
no  boundaries. 

There  are  reasonable  theories  that  prostatitis  my  be  responsible  for  both  prostate 
cancer  and  benign  prostatic  hypertrophy  (BPH)  but  no  one  is  researching  this  possibility. 
What  we  don't  know  about  prostatitis  is  unparalleled. 

Why  haven't  you  heard  of  prostatitis?  "Prostatitis  is  the  forgotten  prostate  disease, 
yet  is  probably  the  most  common  cause  of  urogenital  morbidity  among  American  men," 
'according  to  John  Krieger,  MD 2  Men  cannot  talk  openly  about  a  disease  that  affects 
their  groin  and  their  sexuality.  What  are  they  going  to  do  after  being  told  to  "live  with 
it" — go  run  and  tell  people  about  the  humiliating  symptoms  they  are  suffering?  Urologists 
who  prefer  to  do  surgery  rather  than  work  with  a  medical  problem  have  turned  their  backs 
on  prostatitis. 

2.  Prostatitis:  Two  Concerns  of  Staggering  Magnitude 

With  prostatitis,  there  are  two  concerns  of  staggering  magnitude: 

1 )  The  clinical  disease,  called  prostatitis,  is  thought  to  affect  up  to  50%  of  all  men. 
Ninety-five  percent  of  all  cases  of  the  disease  prostatitis  are  of  unknown  cause.  Urologists 
routinely  report  that  35%  to  65%  of  their  practice  consists  of  prostatitis  patients.  The 
AMA  reports  10,700  practicing  urologists  seeing  72  patients  per  week.  Conservative 
estimates  of  the  number  of  visits  to  urologists  for  prostatitis  in  any  one  year  are  14  to  26 
million  The  1990  census  shows  84,683,650  men  over  the  age  of  20  in  this  country.  This 
means  prostatitis  affects  over  40  million  men. 

2)  On  the  microscopic  level  there  is  a  tissue  injury,  also  called  prostatitis,  that  is 
present  in  50%  of  men  being  biopsied  to  test  for  prostate  cancer.  The  prostatitis  lesion  is 
also  present  in  over  50%  of  benign  prostatic  hypertrophy  (BPH)  patients.  This 
inflammatory  lesion  is  currently  considered  to  be  of  unknown  cause  100%  of  the  time. 
This  "silent"  disease  has  startling  implications  for  prostate  cancer  and  benign  prostatic 
hypertrophy  (BPH).  Unsuspecting  men  who  have  this  finding  present  after  cancer  surgery 
or  BPH  surgery  are  virtually  never  told  that  it  was  present. 

Modern  technology  has  not  been  unleashed  against  prostatitis  The  leading  theory 
is  that  prostatitis  is  caused  by  an  infection.  Antibiotics  cure  some  cases  of  prostatitis,  but 
countless  numbers  of  patients  become  chronic  sufferers  with  antibiotics  often  helping  but 
not  permanently  curing  the  disease.  Sufferers  often  end  up  on  a  merry-go-round  of 
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antibiotics  to  treat  their  pain.  Besides  infection,  other  hypotheses  for  the  cause  of 
prostatitis  are  obstruction,  allergic  disorder,  neurolgic  disorder,  or  autoimmune  disease. 

3.  Prostatitis:  The  Astonishing  Information 

=>  Up  to  50%  of  all  men  will  experience  symptoms  of  prostatitis  during  their  lifetimes  - 

Urologist  Thomas  Stamey,  MD. 
=>  Prostatitis  may  be  the  most  common  disease  of  middle-aged  men  -  Urologist  R. 

Sharifi,  MD,  the  University  of  Illinois. 
=>  Prostatitis  is  the  most  common  Urologic  disease  of  men  -  Criste  et.  al.3 
=>  30%  of  normal  asymptomatic  [men  who  think  there  is  nothing  wrong  with  them] 

males  of  military  age  have  purulent  [pus  filled]  prostatic  secretions-  the  Principles  of 

Surgery,  by  Schwartz,  1979. 
=>    About  53,000  radical  prostatectomies  and  285,000  transurethral  resections  of  the 

prostate  (TURP)  are  done  yearly  in  the  U.S.  —  National  Center  for  Health  Care 

Statistics  1992  —  No  one  is  studying  this  tissue  to  find  the  cause  of  the  prostatitis 

lesion. 

=>    An  astonishing  80%  of  men  will  eventually  get  a  prostate  disorder  [cancer,  BPH,  or 

prostatitis]  -  urologist  Sidney  Snow. 
=>    The  National  Center  for  Health  Statistics  reported  that  of  the  visits  of  men  to  the 

doctor  for  urogenital  problems,  twenty-five  percent  were  for  prostatitis. 
=>    The  pathologist,  John  E.  McNeal,  found  the  prostatitis  lesion  in  40  of  91  men  [44%] 

at  random  autopsy.4 

=>    In  a  National  Prostate  Cancer  Education  Survey  of  500,000  men  of  all  ages,  28% 

reported  at  least  one  bout  of  prostatitis  in  their  past,  remarkable,  since  the  prostatitis 

lesion  and  prostate  cancer  occur  in  the  same  anatomic  location. 
=>    Charles  Brendler,  MD,  Chairman  of  Urology  at  the  University  of  Chicago,  has  said 

that  "We  can't  find  normal  prostate  tissue  over  the  age  of  forty." 
=>    Currently  95%  of  all  cases  of  the  clinical  disease  prostatitis  are  diagnosed  as  etiology 

of  unknown  cause,  while  5%  are  diagnosed  as  bacterial  infections  -  Urologist  Richard 

Berger.5 

4.  Prostatitis:   Prostatitis  and  Cancer 

In  these  days  of  prostate  specific  antigen  (PSA)  testing,  over  50%  of  men  biopsied 
for  prostate  cancer  will  have  the  prostatitis  lesion  present  whether  they  have  cancer  or 
not.6  The  cause  of  the  inflammatory  lesion  in  these  patients  being  ruled  out  for  cancer  is 
unknown  100%  of  the  time.  Prostate  cancer  is  the  number  one  cancer  in  men.  Last  year, 
the  American  Cancer  Society  estimated  that  244,000  American  men  would  be  diagnosed 
with  prostate  cancer.  Forty  thousand  will  die  of  it,  or  one  death  every  15  minutes 

It  is  scary  that  chronic  inflammation  is  known  to  cause  many  kinds  of  cancer. 
Cervical  cancer  is  the  classic  example.  Since  no  one  knows  what  causes  prostatitis 
(inflammation  of  the  prostate)  no  one  knows  if  prostatitis  causes  cancer.  But  it  would  be 
possible  to  solve  the  issue  within  a  year  with  available  technology. 

 Does  whatever  causes  prostatitis  cause  cancer9  

The  following  four  paragraphs  are  technical  material  about  cancer:  In  the  1970's,  "The 
discovery  of  oncogenes  would  cause  a  shift  in  thinking  among  cancer  experts  worldwide, 
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prompting  many  to  wonder  for  the  first  time  just  how  many  human  tumors  were  started  by 

microbes. 

"Baltimore  [David  Baltimore  at  MIT,  1975  Nobel  prize  winner]  .  .  .  believed  that 
retroviruses  were  capable  of  inserting  themselves  permanently  in  animal  germ  line  DNA  .  . 
.  and  being  passed  on  in  that  form  via  sperm  or  eggs  to  the  next  animal  generation.  In  this 
way  .  .  .  virally  induced  cancers  could  be  inherited."** 

"Michael  Bishop  .  .  .  and  Harold  Varmus  [Nobel  Prize  winner  and  current  Director 
of  the  National  Institutes  of  Health]  formed  a  .  .  .  team  that  zeroed  in  on  the  Rous 
sarcoma  virus.  It  was  such  a  potent  cancer-causing  agent  that  all  chicken  muscle  cells  in 
petri  dishes  could  be  transformed  into  cancer  cells  within  twenty-four  hours  of  infection.  "9 

"It  was  also  generally  accepted  that  such  viruses  might  take  years  to  produce 
clinically  noticeable  symptoms  in  those  humans  or  animals  who  were  infected.  Thus,  the 
concept  of  slow  viruses  had  emerged — an  idea  epidemiologists  found  extremely 
challenging  because  of  the  difficulty  of  showing  that  a  population  of  people  have  cancer 
today  due  to  a  virus  they  were  exposed  to  ten  or  twenty  years  ago." 1 0 

In  humans  there  are  many  known  associations  between  the  following  infectious 
agents  and  cancer.  Human  papillomavirus  and  epidermodysplasia  verruciformis  (a  rare 
skin  cancer);  Human  papillomavirus  and  cervical  cancer;  Epstein-Barr  Virus  and  African 
Burkitts  lymphoma  and  nasopharyngeal  carcinoma;  Human  T-lymphotropic  virus  type  1 
and  adult  T-cell  leukemia;  HTLV-III  and  hairy  cell  leukemia;  HIV  and  Kaposi's  sarcoma; 
Hepatitis  B  and  hepatocellular  carcinoma;  Bilharzia  and  stomach  and  bladder  cancer.  

There  is  clearly  an  association  between  chronic  inflammation  and  cancer.  The  fact 
is  that  we  have  an  almost  always  present  inflammatory  lesion  in  prostate  glands  of  unclear 
cause,  and  an  epidemic  of  prostate  cancer  and  BPH  in  this  country.  These  correlations 
cannot  be  dismissed  without  proof  that  they  are  not  truly  related.  Researchers  need  to 
look  at  whether  prostatitis  triggers  Oncogenes  and  produces  cancer. 

Right  now  prostatitis  throws  off  the  value  of  the  PSA  test  as  a  screen  for  prostate 
cancer.  Solving  prostatitis  will  make  the  PSA  test  for  cancer  far  more  sensitive,  thus 
stopping  needless  biopsies  and  surgeries.  This  is  turn  will  stop  the  epidemic  of  urinary 
incontinence  and  sexual  impotence  which  occurs  to  men  operated  on  unnecessarily  for 
prostate  cancer. 

The  questions  remains:  Does  a  30%  rate  of  purulent  (pus  filled)  prostatic 
secretions  in  young  military  recruits  from  an  unknown  cause  turn  into  cancer  or  BPH  at 

age  50? 

5.     Prostatitis:   Prostatitis  and  Benign  Prostatic  Hypertrophy  (BPH) 

Eighty  percent  of  men  will  have  BPH  by  age  80.  About  50%  of  men  will  be 
symptomatic  of  BPH  by  age  50  or  60. 

"Acute  and  chronic  prostatitis  is  found  in  at  least  50%  of  all  patients  getting  a 
transurethral  resection  of  the  prostate  (TURP)."  -  Richard  Alexander,  MD,  University  of 
Maryland. 

"I  see  acute  and  chronic  prostatitis  in  at  least  50  to  60%  of  patients  who  have 
transurethral  resection  of  the  prostate  (TURP)  for  benign  prostatic  hypertrophy."  - 
Pathologist  Jane  Strachan  Lazo,  MD,  San  Diego. 
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In  one  study  using  only  limited  cultures  21%  of  men  with  benign  prostatic  hypertrophy 
(BPH)  had  infected  prostate  tissue  (prostatitis)  removed  at  surgery  -  Gorelick  et.  al.11  Far 
more  extensive  and  sensitive  culturing  is  available. 

Dan,  et.  al.  found  Chlamydia  in  3  of  100  men  undergoing  TURP  using  only  low 
tech  culture  techniques.12  Far  more  sensitive  testing  is  now  available. 

Because  such  a  large  number  of  men  get  an  acute  febrile  illness  after  Trans 
Urethral  Resection  of  the  Prostate  (TURP)  one  of  current  controversies  in  urology  is 
whether  or  not  to  treat  all  patients  getting  this  surgery  with  antibiotics. 
No  one  knows  if  prostatitis  triggers  benign  prostatic  hypertrophy  (BPH).  Conventional 
wisdom  is  that  the  prostate  gland  is  "programmed  to  enlarge  and  strangle  the  urinary 
system  with  advancing  age."  Many  physicians  feel  that  this  theory  is  ridiculous.  Why 
doesn't  the  medical  community  rule  out  prostatitis  as  cause  of  BPH  before  it  accepts  such 
a  defeatist  theory? 

6.  Prostatitis:  Why  It's  like  the  H.  Pylori  Public  Health  Disaster 

Compare  what  went  on  with  peptic  ulcer  disease  to  what  is  going  on  with  prostate 
disease  in  this  country  now.  It  is  a  tale  of  two  public  health  fiascoes,  and  shows  that  a 
gigantic  precedent  exists  for  what  should  be  done  for  prostatitis.  For  years 
gastrointestinal  inflammation  was  looked  at  with  little  thought  as  to  what  the  etiology 
might  be.  The  conventional  wisdom  was  a  theory — without  any  evidence  to  back  it 
up — that  stomach  acid  killed  all  bacteria  and  thus  infection  of  the  stomach  was  impossible. 
Thus,  inflammatory  tissue  was  overlooked  for  more  than  a  century  despite  being  the  key 
to  the  cause  and  cure  of  ulcer  disease. 

When  finally  investigated  by  Dr.  Barry  Marshall,  the  identification  of  the  bacteria 
called  Helicobacter  pylori  led  to  today's  current  antibiotic  treatment  of  ulcer  disease  that 
cures  90%  of  all  patients.  In  retrospect,  for  over  a  century  physicians  had  stared  at 
stomach  inflammation  and  had  failed  to  recognize  this  infectious  disease  which  was 
looking  them  in  the  face. 

Just  like  then,  no  one  is  looking  at  all  the  inflammatory  tissue  removed  at  surgery 
to  find  the  etiology  of  the  prostatitis  lesion  that  is  found  all  the  time  Could  it  be  that 
surgeons  have  no  incentive  to  find  the  cure? 

Prostatitis  has  long  been  suspected  to  be  an  infectious  disease.  The  prostate  gland 
fills  with  pus  in  patients  with  prostatitis.  Reflux  of  bacteria  into  the  prostate  gland  is 
thought  to  be  one  source  of  possible  infection.  Migration  up  the  urethra  is  another 
possible  source. 

At  a  meeting  called  by  the  Illinois  State  Epidemiologist,  Byron  Francis,  MD,  to 
look  at  the  issue  of  prostatitis,  it  was  realized  that  data  on  the  subject  is  grossly 
inadequate.  Prostatitis  causes  morbidity  but  doesn't  kill  the  patient,  so  despite  its  shocking 
frequency,  the  disease  has  been  overlooked. 

At  the  same  meeting  Anthony  Schaeffer,  MD,  Chairman  of  Urology  at 
Northwestern  University,  noted  that  there  are  "Many  treatment  arms  for  prostatitis  that 
could  be  investigated  .  .  "13 

7.  Prostatitis:  The  Cost  to  Society 

One  man's  estimated  cost  of  prostatitis  is  $270,000. 14  Another  man  estimates  his 
lifetime  cost  of  prostatitis  to  be  $266,000. 15  The  disease  prostatitis,  often  strikes  down  a 
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man  in  his  20's  or  30's  and  disables  him  for  the  rest  of  his  life.  The  majority  of  all  men 
who  have  prostatitis  miss  work,  and  suffer  decreased  productivity  for  their  entire  working 
career.  Two  percent  of  the  men  with  chronic  prostatitis  are  complete  "prostate  cripples" 
and  unable  to  work  at  all. 

The  costs  of  prostate  cancer  and  BPH  to  society  are  incredible,  yet  prostatitis,  if 
solved,  has  the  potential  to  produce  preventive  action  for  both  these  diseases.  There  is  the 
potential  to  stop  all  prostate  cancer  and  BPH  surgery  by  curing  prostatitis. 

The  typical  patient  with  prostatitis  gets  a  cystourethroscopic  examination.  This 
surgical  procedure  is  actually  almost  never  of  any  benefit  to  the  patient.  The  same  is  true 
of  the  other  procedures  often  performed  on  prostatitis  patients  such  as  the  intravenous 
pyelogram  (IVP).  Curing  prostatitis  could  end  these  unnecessary  costs  to  society. 

Prostatitis  destroys  families  by  disabling  men.  The  pain  creates  angry,  hurting 
men,  unable  to  participate  in  family  activities  due  to  pain.  It  can  cause  infertility.  It  causes 
sexual  dysfunction  in  men. 

Prostatitis  starts  hitting  men  in  their  twenties.  More  and  more  men  are  affected 
over  time.  An  Internet  Survey  showed  the  average  age  at  onset  to  be  37  years,  the 
average  patient  has  seen  3  .3  doctors  within  the  first  6  years  of  the  illness,  and  95%  of  men 
have  had  at  least  one  course  of  antibiotics,  and  most  have  had  multiple  courses  for 
prolonged  periods  of  time — all  staggering  costs\ 

There  is  virtually  an  epidemic  of  inflammation  of  the  prostate  gland  (prostatitis). 
Inflammation  is  seen  in  benign  prostatic  hypertrophy  (BPH),  prostate  cancer,  and  the 
clinical  disease  called  prostatitis.  The  disease  has  gone  unnoticed  because  people  only 
suffer,  and  do  not  die  in  spectacular  fashion.  Horrible  morbidity  is  caused  and  is  related  to 
benign  prostatic  hypertrophy,  prostate  cancer,  male  infertility,  sexually  transmitted 
diseases,  pelvic  inflammatory  disease,  vaginitis,  interstitial  cystitis,  epididymitis,  and 
urinary  tract  infection.  No  one  seems  to  have  thought  of  studying  the  "relatively  silent" 
prostatitis  lesion  seen  on  prostate  biopsies  and  in  prostate  tissue  removed  for  cancer  or 
BPH.  It's  time  for  leadership  to  start  the  process  of  conquering  the  prostatitis  lesion. 
Otherwise,  we  may  find  ourselves  being  part  of  the  same  kind  of  debacle  that  occurred 
with  ulcer  disease  and  H.  Pylori. 

8.     Prostatitis:   Congressional  Testimony 

This  document  is  the  official  congressional  testimony  by  the  Prostatitis  Foundation 
on  the  disease  prostatitis  and  the  injured  tissue  also  called  prostatitis.  This  document  has 
been  truncated  at  5  pages  as  required  by  congress.  The  full  document  can  be  found  on  the 
World  Wide  Web  at  http://www.prostate.org  or  at  http://www.fullfeed.com/prosfhd/.  The 
full  version  can  also  be  obtained  by  calling  the  author,  Brad  Hennenfent,  MD,  at  312/554- 
0629  or  the  Prostatitis  Foundation  at  309/664-6222.  The  full  document  contains  the 
footnotes  as  well  as  the  research  activities  that  can  and  should  be  done  once  funding  is 
appropriated  for  prostatitis  research.  Furthermore,  letters  by  experts  and  other  testimony 
about  prostatitis  are  stored  on  the  WWW  page.  All  the  documents  scream  out  for  gigantic 
sums  of  money  to  be  appropriated  for  prostatitis  research.  Prostatitis  is  extremely 
common  in  at  least  1 1  different  varieties,  affecting  50%  of  all  men  in  one  form  or  another. 
Prostatitis  can  probably  be  conquered  with  a  short  term  well  funded  research  effort  just 
like  ulcer  disease  has  been  conquered. 
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Mr.  BONILLA.  Thank  you,  gentlemen,  very  much,  for  your  testi- 
mony this  morning. 


Thursday,  February  29,  1996, 

WITNESS 

ROBERT  WILSON,  WILSON  FOUNDATION 

Mr.  BONILLA.  Now  we'll  ask  Robert  Wilson,  President  of  the  Wil- 
son Foundation,  to  come  forward. 

Mr.  WILSON.  Good  morning.  Thank  you  for  the  opportunity  to 
present  testimony  on  the  need  for  a  continued  Federal  commitment 
to  neurofibromatosis  research  and  to  highlight  the  exciting  ad- 
vances that  have  been  made  in  recent  years  as  a  result  of  your 
committee's  support  for  NF. 

I  am  Robert  Wilson,  President  of  the  Wilson  Foundation,  a  pri- 
vate charitable  foundation.  My  nine  year  old  son,  Michael,  suffers 
from  neurofibromatosis.  I  am  here  today  on  behalf  of  Michael  and 
the  100,000  other  Americans  who  suffer  from  NF.  NF,  incorrectly 
but  commonly  known  as  elephant  man  disease,  involves  the  uncon- 
trolled growth  of  tumors  along  the  nervous  system  which  can  result 
in  terrible  disfigurement,  deformity,  deafness,  blindness,  brain  tu- 
mors, cancer  and  death.  While  not  all  NF  patients  suffer  from  the 
most  severe  symptoms,  all  live  their  lives  with  the  uncertainty  of 
knowing  whether  they  too  will  be  severely  affected,  because  NF  is 
a  highly  variable  and  progressive  disorder.  It  is  the  most  common 
neurological  disorder  caused  by  a  single  gene,  and  affects  three 
times  as  many  people  as  other  disorder,  such  as  cystic  fibrosis  or 
muscular  dystrophy. 

NF  is  truly  one  of  the  great  success  stories  of  the  current  revolu- 
tion in  molecular  genetics.  Researchers  have  already  determined 
that  NF  is  closely  linked  to  many  of  the  most  common  forms  of 
human  cancer,  including  leukemia,  colon  cancer  and  melanoma,  be- 
cause NF,  like  cancer,  involves  tumor  suppressor  genes.  Dr.  Sam- 
uel Broder,  former  Director  of  the  National  Cancer  Institute,  stated 
that  NF  was  at  the  cutting  edge  of  cancer  research.  Accordingly, 
advances  in  NF  research  bolsters  hope  for  a  treatment  not  only  for 
NF  patients  but  also  for  cancer,  brain  tumors  and  learning  disabil- 
ities which  could  benefit  over  100  million  Americans  alone. 

The  cancer  connection  was  at  the  heart  of  a  major  conference  on 
NF  held  this  past  October  at  the  Cold  Spring  Harbor  Laboratory 
in  New  York.  Cold  Spring  Harbor  Laboratory  is  one  of  the  world's 
leading  cancer  and  neuroscience  research  laboratories,  headed  by 
Dr.  James  Watson,  the  co-discoverer  of  DNA.  The  Cold  Spring  Har- 
bor conference  has  been  hailed  throughout  the  research  community 
as  a  turning  point  for  NF.  One  research  option  that  came  out  of 
the  Conference  was  the  development  of  scientist-initiated  proposals 
to  fund  clinical  treatment  research  for  NF,  which  we  hope  will 
serve  as  a  model  for  funding  medical  research  for  other  diseases  as 
well.  Based  upon  the  rapid  pace  of  advances  to  date,  leading  re- 
searchers, including  Dr.  Francis  Collins,  Chairman  of  NIH's 
Human  Genome  Center,  has  predicted  a  treatment  for  NF  within 
the  next  few  years,  with  the  appropriate  NF  research. 
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The  future  promise  of  NF  research  is  based  on  past  successes. 
Let  me  highlight  the  enormous  advantages  in  NF  research  that 
have  occurred  in  just  the  past  five  years.  The  discovery  of  the  NF1 
and  NF2  genes  and  their  gene  products;  determining  that  NF  is 
closely  linked  to  many  common  forms  of  human  cancer,  brain  tu- 
mors and  learning  disabilities  which,  again,  affect  over  100  million 
Americans;  determining  the  function  of  NF  genes  and  gene  prod- 
ucts; developing  animal  models  for  NF1  and  NF2;  developing  a  di- 
agnostic blood  test  and  prenatal  testing  for  NF;  commencing  a  na- 
tional drug  trial  drug  treatment  program  for  NF  patients  which 
can  serve  as  the  infrastructure  for  future  clinical  trials;  determin- 
ing the  connection  between  the  phenotype  and  the  genotype  in  NF; 
and  substantially  increasing  the  number  of  NF  researchers. 

The  enormous  promise  of  NF  research  and  the  potential  benefits 
for  many  common  cancers  have  gained  increased  recognition  from 
Congress  and  the  National  Institutes  of  Health.  But  more  needs  to 
be  done. 

To  further  our  research  goals  for  fiscal  year  1997,  we  ask  the  fol- 
lowing. Increased  appropriations  for  NIH  research.  We  support  the 
Ad  Hoc  Group  for  Biomedical  Research  recommendations  of  a  6.5 
percent  increase  for  the  NIH.  This  will  enable  all  scientists  to  cap- 
italize on  many  of  the  promising  research  opportunities  that  exist 
in  basic  and  clinical  research  and  help  our  Nation  maintain  its 
world-renowned  leadership  in  biomedical  research. 

Also,  increase  appropriations  for  NF  research.  Given  the  track 
record  of  success  in  NF  research  with  modest  funding  and  implica- 
tions for  finding  a  treatment  and  cure  for  so  many  other  diseases, 
research  into  NF  is  extremely  cost  effective.  We  therefore  request 
a  substantial  increase  above  the  current  level  spending  for  NF  re- 
search. Continued  cooperation  between  NINDS  and  NCI  through 
targeted  NF  research  programs,  the  fiscal  year  1996  House  and 
Senate  committee  reports  specifically  urges  NINDS  and  NCI  to 
consider  conducting  NF-specific  RFAs.  The  committee  should  en- 
courage NIH  to  initiate  this  RFA  in  1996,  and  should  provide  con- 
tinued funding  for  this  important  initiative  in  1997. 

Target  funding  for  the  implementation  of  the  clinical  research 
initiatives  generated  the  Cold  Spring  Harbors  Conference.  NF 
should  become  a  model  for  scientist  initiated  proposals  to  fund  clin- 
ical treatment  research  for  specific  diseases  which  offer  the  poten- 
tial for  significant  advances  in  broader  areas  like  tumor  suppressor 
genes.  The  committee  should  encourage  NIH  to  explore  this  new 
and  exciting  avenue  of  promoting  dramatic  advances  in  select  re- 
search areas. 

In  closing,  Mr.  Chairman,  with  only  a  small  investment,  dra- 
matic advances  in  NF  research  have  been  made  in  the  past  five 
years,  with  far-reaching  implications  for  other  diseases.  We  now  be- 
lieve with  increased  investment  and  a  research  agenda  focused  on 
all  aspects  of  the  NF  research  portfolio  from  basic  research  in  the 
labs  to  drug  development,  a  treatment  and  cure  for  NF  can  be 
found  by  the  turn  of  the  century.  But  we  need  your  continued  sup- 
port, Mr.  Chairman. 
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I  dream  of  a  time  when  my  son  Michael  can  enjoy  a  full  and 
happy  and  healthy  life  after  NF.  I  hope  with  your  help  that  time 
will  soon  come. 

[The  prepared  statement  follows:] 
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Good  morning  Mr.  Chairman  and  members  of  the  Committee.  Thank  you  for  the  opportunity 
to  present  testimony  on  the  need  for  a  continued  Federal  commitment  to  Neurofibromatosis 
research  and  to  highlight  the  exciting  advances  that  have  been  made  in  recent  years  as  a  result 
of  your  Committee's  support  for  NF. 

I  am  Robert  Wilson,  President  of  the  Wilson  Foundation,  a  private  charitable  foundation.  My 
9-year  old  son,  Michael,  suffers  from  Neurofibromatosis.  I  am  here  today  on  behalf  of 
Michael  and  the  100,000  other  Americans  who  suffer  from  NF. 

NF,  incorrectly  but  commonly  known  as  elephant  man  disease,  involves  the  uncontrolled 
growth  of  tumors  along  the  nervous  system  which  can  result  in  terrible  disfigurement, 
deformity,  deafness,  blindness,  brain  tumors,  cancer,  and  death.  While  not  all  NF  patients 
suffer  from  the  most  severe  symptoms,  all  live  their  lives  with  the  uncertainty  of  knowing 
whether  they  too  will  be  severely  affected  because  NF  is  a  highly  variable  and  progressive 
disorder.  It  is  the  most  common  neurological  disorder  caused  by  a  single  gene  and  affects 
three  times  as  many  people  as  other  disorders  such  as  Cystic  Fibrosis  or  Muscular  Dystrophy. 

After  breathtaking  discoveries  during  the  past  five  years,  NF  now  stands  on  the  threshold  of  a 
treatment.  Dr.  Michael  Wigler  of  Cold  Spring  Harbor  Laboratory  and  one  of  the  world's 
leading  researchers  of  RAS,  a  critical  protein  implicated  in  both  cancer  and  NF,  has  stated 
that  there  are  enough  tangible  tools  already  in  place  in  NF  research  to  deliver  the  knockout 
blow  and  concluded  that  "finding  a  treatment  and  cure  for  NF  would  be  the  medical 
equivalent  of  the  Apollo  Program." 

NF  is  truly  one  of  the  great  success  stories  of  the  current  revolution  in  molecular  genetics. 
Researchers  have  already  determined  that  NF  is  closely  linked  to  many  of  the  most  common 
forms  of  human  cancer,  including  leukemia,  colon  cancer,  and  melanoma,  because  NF  like 
cancer  involves  tumor  suppressor  genes.  Dr.  Samuel  Broder,  former  Director  of  the  National 
Cancer  Institute,  stated  that  NF  was  at  the  "cutting  edge"  of  cancer  research.  Accordingly 
advances  in  NF  research  bolsters  hope  for  a  treatment  not  only  for  NF  but  also  for  cancer, 
brain  tumors,  and  learning  disabilities  which  would  benefit  over  100  million  Americans  in  this 
generation  alone. 

This  cancer  connection  was  at  the  heart  of  a  major  conference  on  NF  held  this  past  October  at 
Cold  Spring  Harbor  Laboratory  in  New  York.  Cold  Spring  Harbor  Laboratory  is  one  of  the 
world's  leading  cancer  and  neuroscience  research  laboratories  headed  by  Dr.  James  Watson, 
the  co-discoverer  of  DNA.  The  Conference  brought  together  basic  researchers,  clinicians, 
biotech  and  pharmaceutical  companies  from  the  United  States,  Canada,  and  Australia 
specifically  to  find  a  treatment  and  a  cure  for  NF. 

The  Cold  Spring  Harbor  Conference  has  been  hailed  throughout  the  research  community  as  a 
turning  point  for  NF.  One  research  option  that  came  out  of  the  Conference  was  the 
development  of  scientist-initiated  proposals  to  fund  clinical  treatment  research  for  NF  which 
we  hope  will  serve  as  a  model  for  funding  medical  research  for  other  diseases  as  well.  Based 
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upon  the  rapid  pace  of  advances  to  date,  leading  researchers,  including  Dr.  Francis  Collins, 
Chairman  of  NIH's  Human  Genome  Center,  have  predicted  a  treatment  for  NF  within  the  next 
few  years,  with  the  appropriate  NF  research. 

The  future  promise  of  NF  research  is  based  on  past  success.  Let  me  highlight  the  enormous 
advances  in  NF  research  that  have  occurred  in  just  the  past  five  years: 

o        The  discovery  of  the  NF1  and  NF2  genes  and  gene  products; 

o        Determining  that  NF  is  closely  linked  to  many  of  the  most 
common  forms  of  human  cancer,  brain  tumors,  and  learning 
disabilities  which  affect  over  100  million  Americans; 

o        Determining  the  function  of  the  NF  genes  and  gene  products; 

o        Developing  animal  models  for  NF1  and  NF2; 

o        Developing  a  diagnostic  blood  test  and  pre-natal  testing  for  NF; 

o        Commencing  a  national  trial  drug  treatment  program  for  NF  patients  which  can 
serve  as  the  infrastructure  for  future  clinical  trials; 

o        Determining  the  connection  between  the  phenotype  /  genotype  in  NF; 

o        Substantially  increasing  the  number  of  NF  researchers. 


The  enormous  promise  of  NF  research  —  and  its  potential  benefits  for  many  common  cancers 
-  have  gained  increased  recognition  from  Congress  and  the  National  Institutes  of  Health.  But 
more  needs  to  be  done! 

Over  the  last  5  years,  the  NIH  has  doubled  its  NF  portfolio,  with  the  bulk  of  the  research 
funded  by  the  National  Cancer  Institute  and  the  National  Institute  on  Neurological  Disorders 
and  Stroke.  For  Fiscal  1996,  both  the  House  and  the  Senate  selected  less  than  a  handful  of 
diseases,  NF  among  them,  warranting  NIH  consideration  of  a  Request  for  Application  (RFA). 
For  NF,  that  RFA  would  be  jointly  done  by  NCI  and  NINDS. 

For  Fiscal  1997,  we  seek  this  Subcommittee's  continued  support  in  funding  the  research 
essential  to  finding  a  treatment  and  cure  for  NF.  The  specific  areas  of  opportunity  where  NF 
research  dollars  should  be  focused  are: 

o        Developing  drug  treatment  therapies  for  NF1  and  NF2; 

o        Further  determining  the  function  of  the  NF  genes  and  gene  products; 

o        Further  determining  the  connection  between  NF  and  cancer,  tumors  and 
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learning  disabilities; 
o        Further  development  of  the  NF  animal  models; 
o        Increasing  the  number  of  NF  researchers,  clinics  and  research  centers. 

These  objectives  should  serve  as  the  basis  of  a  four-part  NF  research  agenda  for  FY97.  In 
furtherance  of  this  plan,  we  request  that  Congress: 

o        Increase  appropriations  for  NF  research.  We  support  the  Ad  Hoc  Group  for 
Biomedical  Research's  recommendation  of  6.5  percent  increase  for  the  NIH. 
This  will  enable  all  scientists  to  capitalize  on  many  of  the  promising  research 
opportunities  that  exist  in  basic  and  clinical  research  and  help  our  nation 
maintain  its  world-renowned  leadership  in  biomedical  research. 

o        Increase  appropriations  for  NF  research.  Given  the  track  record  of  success 
in  NF  research  with  modest  funding  and  the  implications  for  finding  a 
treatment  and  cure  for  so  many  other  diseases,  research  into  NF  is  extremely 
cost  effective.  We  therefore  request  a  substantial  increase  above  the  current 
level  of  spending  for  NF  research. 

o        Continue  cooperation  between  NINDS  and  NCI  through  targeted  NF 
research  programs.    The  FY96  House  and  Senate  Committee  reports 
specifically  urged  NINDS  and  NCI  to  consider  conducting  NF-specific  RFAs. 
The  Committee  should  encourage  NIH  to  initiate  this  RFA  in  1996  and  should 
provide  continued  funding  for  this  important  initiative  in  1997. 

o  Target  funding  for  the  implementation  of  the  clinical  research  initiatives 
generated  at  the  Cold  Springs  Harbor  Conference.  NF  should  become  the 
model  for  scientist-initiated  proposals  to  fund  clinical  treatment  research  for 
specific  diseases  which  offer  the  potential  for  significant  advances  in  broader 
areas,  like  tumor  suppressor  genes.  The  Committee  should  encourage  NIH  to 
explore  this  new  and  exciting  avenue  in  promoting  dramatic  advances  in  select 
research  areas. 

In  closing,  Mr.  Chairman,  with  only  a  small  investment,  dramatic  advances  in  NF  research 
have  been  made  in  the  past  5  years  with  far  reaching  implications  for  many  other  diseases. 
We  now  believe  with  an  increased  investment  and  a  research  agenda  focused  on  all  aspects  of 
the  NF  research  portfolio,  from  basic  research  in  the  labs  to  drug  development,  a  treatment 
and  cure  for  NF  can  be  found  by  the  turn  of  the  century.  But  we  need  your  continued 
support,  Mr.  Chairman. 

I  dream  of  a  time  when  my  son,  Michael,  can  enjoy  a  full  and  healthy  life  after  NF.  With 
your  help,  Congressman  Porter,  that  time  will  come  soon. 
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Mr.  Miller  [presiding].  Thank  you,  Mr.  Wilson.  We  are  having 
a  vote  taking  place  right  now  on  the  floor  of  the  House,  and  so  we 
will  ask  for  a  temporary  recess,  and  as  soon  as  we  get  back  from 
the  vote,  we  will  reconvene. 

[Recess.] 

Mr.  Porter  [presiding].  The  subcommittee  will  come  to  order. 

Let  me  apologize  for  not  being  able  to  be  here  this  morning  ear- 
lier. We  had  a  meeting  of  all  of  the  subcommittee  chairmen  of  ap- 
propriations with  the  full  Committee  Chairman.  And  I  was  re- 
quired to  be  at  that  meeting.  So  I  apologize  to  all  of  you. 


Thursday,  February  29,  1996. 

WITNESS 

ROSALIE  LEWIS,  DYSTONIA  MEDICAL  RESEARCH  FOUNDATION 

Mr.  Porter.  We  will  continue  with  the  public  witnesses.  Our 
next  witness  is  Rosalie  Lewis,  the  Vice  President  of  Development 
for  the  Dystonia  Medical  Research  Foundation. 

Ms.  Lewis. 

Ms.  Lewis.  Good  morning,  Mr.  Porter. 
Mr.  Porter.  Good  morning. 

Ms.  Lewis.  It's  wonderful  to  see  you  again,  and  personal  regards 
from  Dennis  and  Barbara  Kester  from  your  district. 
Mr.  Porter.  Thank  you. 

Ms.  Lewis.  It  is  my  pleasure  to  present  testimony  to  the  sub- 
committee on  the  behalf  of  the  Foundation.  First  and  foremost,  I 
would  like  to  thank  the  subcommittee  for  its  tremendous  funding, 
generous  funding  of  the  National  Institutes  of  Health  in  its  fiscal 
year  1996  appropriations  bill.  The  Foundation  is  aware  of  the  tre- 
mendous fiscal  constraints  under  which  you  are  working,  and  we 
are  extremely  appreciative  of  your  continued  commitment  and  sup- 
port of  biomedical  research. 

I  have  been  formally  involved  with  the  Foundation  since  1989. 
And  on  a  more  personal  level,  I  have  been  dealing  with  dystonia 
since  1985,  when  the  first  of  the  three  of  our  four  children  with 
dystonia  was  diagnosed.  In  fact,  I  had  hoped  that  my  18  year  old 
son,  Benjamin,  could  have  joined  me  today  in  speaking  to  you 
about  dystonia.  However,  dystonia  has  robbed  him  of  his  ability  to 
walk  unaided,  or  to  use  his  hands  for  any  fine  motor  coordination 
like  writing,  but  now  has  also  made  speaking  most  difficult  for 
him. 

Because  Benjie  first  exhibited  symptoms  of  this  disorder  at  age 
7,  he  could  have  told  you  about  dystonia  first-hand,  what  it  is  like 
to  live  a  life  filled  with  frustration  and  unanticipated  change.  In 
fact,  the  only  predictable  thing  about  dystonia  is  its  unpredict- 
ability. So  for  my  sons  Aaron,  Benjamin  and  Daniel,  I  would  like 
to  tell  you  a  little  something  about  dystonia  and  why  we  and  the 
estimated  300,000  other  children  and  adults  need  your  help  so  ur- 
gently. 

Dystonia  is  a  neurological  disorder  characterized  by  severe  invol- 
untary muscle  contractions  and  sustained  postures.  There  are  sev- 
eral different  types  of  dystonia,  such  as  generalized  dystonia,  which 
afflicts  many  parts  of  the  body  and  usually  begins  in  childhood.  My 
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sons  Benjamin  and  Daniel  have  generalized  dystonia.  Focal 
dystonias  affecting  one  specific  part  of  the  body,  such  as  the  eye- 
lids, vocal  cords,  neck,  arms,  hands  or  feet.  My  son  Aaron  has  focal 
dystonia  of  the  hands.  And  secondary  dystonia,  which  is  secondary 
to  injury  or  other  brain  illness. 

There  is  no  definitive  test  for  dystonia  and  many  primary  care 
doctors  have  never  seen  a  case  of  it.  This  fact  coupled  with  its  var- 
ied presentations  make  it  difficult  to  diagnose  correctly.  It  is  esti- 
mated that  90  percent  of  those  suffering  from  dystonia  are  not  di- 
agnosed or  have  been  misdiagnosed. 

I  am  proud  to  be  involved  with  the  Dystonia  Medical  Research 
Foundation,  a  membership  driven  organization  founded  just  20 
years  ago.  The  goals  of  the  Foundation  have  remained  the  same, 
to  advance  research  into  the  causes  of  and  treatments  for  dystonia, 
to  build  awareness  of  the  dystonia  in  the  medical  and  lay  commu- 
nities, and  to  sponsor  patient  and  family  support  groups  and  pro- 
grams. 

In  October  of  1996,  we  anticipate  conducting  a  major  medical 
symposium  with  support  of  the  National  Institute  of  Neurological 
Disorders  and  Stroke.  In  February  of  1993,  the  Dystonia  Founda- 
tion co-sponsored,  with  the  National  Institute  on  Neurological  Dis- 
eases and  Stroke,  an  international  workshop  to  bring  together  the 
basic  and  clinical  investigators.  The  meeting  summary  states  that 
research  on  the  dystonia  is  clearly  poised  for  potential  break- 
throughs at  this  time.  The  Dystonia  Medical  Research  Foundation 
recommends  that  the  National  Institutes  of  Health  be  funded  for 
fiscal  year  1997  at  $12  billion,  the  National  Institute  on  Neuro- 
logical Disorders  and  Stroke  at  $686  million,  and  the  National  In- 
stitute on  Deafness  and  Other  Communication  Disorders  at  $177.6 
million.  This  represents  the  6.5  percent  increase  for  each. 

Because  dystonia  affects  Americans  six  times  more  than  most 
other  better  known  disorders,  such  as  Huntington's,  muscular  dys- 
trophy and  ALS,  we  ask  that  NINDS  fund  dystonia  specific  extra- 
mural research  at  the  same  level  it  supports  research  in  these 
other  neurological  diseases.  With  the  proper  dedication  of  re- 
sources, we  believe  that  more  treatments  and  a  cure  can  be  devel- 
oped that  will  help  my  three  boys,  Aaron,  Benjamin,  and  Daniel, 
and  hundreds  of  thousands  of  others. 

I  would  like  to  emphasize  that  we  are  clearly  at  a  point  of  under- 
standing the  genetic  cause  of  this  disease.  We  believe  with  in- 
creased NIH  funding  of  research  by  NINDS  and  with  the  Founda- 
tion grants,  we  will  celebrate  together  the  discoveries. 

Thank  you  for  the  opportunity  to  present  testimony  to  the  sub- 
committee on  behalf  of  the  Dystonia  Medical  Research  Foundation. 
And  thank  you  for  your  attention. 

[The  prepared  statement  follows:] 
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I  am  Rosalie  Lewis,  Vice  President  of  Development  of  the  Dystonia 
Medical  Research  Foundation.  It  is  my  pleasure  to  present 
testimony  to  the  Subcommittee  on  behalf  of  the  Foundation. 

First  and  foremost  I  would  like  to  thank  this  subcommittee  for  its 
generous  funding  of  the  National  Institutes  of  Health  in  its  FY96 
appropriations  bill.  The  Foundation  is  aware  of  the  tremendous 
fiscal  constraints  under  which  you  were  working  and  we  are 
extremely  appreciative  of  your  continued  commitment  and  support  of 
biomedical  research. 

I  have  been  formally  involved  with  the  Foundation  since  1989,  but 
on  a  more  personal  level  I  have  been  dealing  with  dystonia  since 
1985  when  the  first  of  the  three  of  our  four  children  with  dystonia 
was  diagnosed.  In  fact,  I  had  hoped  that  my  18  year-old  son 
Benjamin  could  have  joined  me  today  in  speaking  with  you  about 
dystonia.  However,  dystonia  has  not  only  robbed  him  of  the  ability 
to  walk  unaided,  or  to  use  his  hands  for  an  fine  motor  coordination 
like  writing,  but  now  has  made  speaking  most  difficult.  Because 
Benjy  first  exhibited  symptoms  of  this  disorder  at  age  7,  he  could 
have  told  you  about  dystonia  first  hand  -  what  it  is  like  to  live 
a  life  filled  with  frustrations  and  unanticipated  change.  In  fact, 
the  only  thing  predictable  about  dystonia  is  its  unpredictability. 

So,  for  my  sons,  Aaron,  Benjamin  and  Daniel,  I  would  like  to  tell 
you  a  little  something  about  dystonia  and  why  we,  and  the  estimated 
300,000  other  children  and  adults  who  need  your  help  so  urgently. 

Dystonia  is  a  neurological  disorder  characterized  by  severe 
involuntary  muscle  contractions  and  sustained  postures.  There  are 
several  different  types  of  dystonia,  such  as:  generalized  dystonia 
which  afflicts  many  parts  of  the  body  and  usually  begin  in 
childhood  (my  sons  Benjamin  and  Daniel  have  generalized  dystonia) ; 
focal  dystonias  affecting  one  specific  part  of  the  body  such  as  the 
eyelids,  vocal  cords,  neck,  arms,  hands  or  feet  (my  son  Aaron  has 
a  focal  dystonia  of  the  hand) ;  and  secondary  dystonia  which  is 
secondary  to  injury  or  other  brain  illness. 

There  is  no  definitive  test  for  dystonia  and  many  primary  care 
doctors  have  never  seen  a  case  of  it.  This  fact  coupled  with  its 
varied  presentations  make  it  difficult  to  correctly  diagnose.  It 
is  estimated  that  90%  of  those  suffering  from  dystonia  are  not 
diagnosed  or  have  been  misdiagnosed. 

In  primary,  uncomplicated  dystonia,  there  is  no  alteration  of 
consciousness,  sensation,  or  intellectual  function.  Treatment  for 
dystonia  has  met  with  limited  and  variable  success  with  drug 
therapy,  botulinum  toxin  injections,  and  several  types  of  surgery. 
My  children  with  generalized  dystonia  take  huge  doses  of  drugs 
which  makes  cognition  difficult.  But  with  a  choice  between  walking 
and  not  walking  one  may  chose  to  tolerate  drug  side  effects.  Ben 
has  just  recently  begun  the  botox  injections  into  the  abductor 
muscles  of  his  vocal  cords,  and  he  is  experiencing  moderate 
improvement . 


24-311  96-16 
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I  am  proud  to  be  involved  with  the  Dystonia  Medical  Research 
Foundation,  a  membership  driven  organization,  founded  just  20  years 
ago. 

The  goals  of  the  Foundation  have  remained  the  same:  to  advance 
research  into  the  causes  of  and  treatments  for  dystonia;  to  build 
awareness  of  dystonia  in  the  medical  and  the  lay  communities;  and 
to  sponsor  patient  and  family  support  groups  and  programs. 

TO  ADVANCE  RESEARCH  - 

Since  1977  the  Foundation  has  awarded  over  250  medical  research 
grants  totaling  over  $13  million  dollars.  Among  the  most 
significant  results  of  this  research  was  the  discovery  in  1989  of 
a  genetic  marker  for  dystonia  and  in  1995  of  the  gene  for  the  dopa- 
responsive  form  of  dystonia.  In  addition,  several  drug  therapies 
have  been  developed  including  the  use  of  Botulinum  Toxin,  Baclofen, 
and  Artane. 

In  1981  the  Foundation  established  three  centers  for  dystonia 
research:  1.  The  Dystonia  Clinical  Research  Center  at  Columbia 
Presbyterian  Hospital  in  New  York;  2.  The  Movement  Disorder  Clinic 
at  the  University  of  British  Columbia;  3.  the  center  at  the 
National  Hospital  London,  England  (funded  until  1991) . 


TO  BUILD  AWARENESS  - 

It  is  the  goal  of  the  Foundation  to  educate  the  lay  and  medical 
audiences  about  dystonia  so  that  people  afflicted  with  the 
confusing  symptoms  need  not  go  undiagnosed  or  misdiagnosed  as  is  so 
common  today. 

To  this  end  the  Foundation  conducts  medical  workshops  and  regional 
symposiums  during  which  comprehensive  medical  and  research  data  on 
dystonia  is  presented,  discussed,  and  then  disseminated. 

The  dystonia  research  centers,  which  I  mentioned  earlier,  are 
designed  as  teaching  centers  as  well  as  research  and  treatment 
institutions.  Thereby,  residents  and  fellows  have  the  unique 
opportunity  to  learn  about  both  the  clinical  and  research  aspects 
of  dystonia. 

Over  2,000  medical  videos  were  distributed  in  1995  to  hospitals  and 
medical  and  nursing  schools  and  were  shown  throughout  the  year  at 
various  professional  meetings.  In  addition,  media  awareness  is 
conducted  throughout  the  year  but  most  especially  during  Dystonia 
Awareness  Week  observed  nationwide  each  September. 


TO  SPONSOR  PATIENT  AND  FAMILY  SUPPORT  GROUPS  - 

The  Foundation  has  more  than  200  chapters,  support  groups  and  area 
contacts   across   the  United   States   and   Canada.      We  have  eight 
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regional  coordinators  and  leaders  in  each  region  representing 
awareness,  children's  advocacy,  extension,  medical  education, 
development  and  symposiums. 

Patient  symposiums  are  held  regionally  in  order  to  provide  the 
latest  information  to  dystonia  patients  or  others  who  are 
interested  in  the  disease.  In  fact,  in  1995  we  held  nine  regional 
symposiums  to  attract,  educate  and  inform  more  people  about 
dystonia.  Attending  were  one  thousand  people,  over  35  doctors  and 
nine  grant  holders  who  were  speakers  on  dystonia.  The  next 
international  symposium  is  scheduled  for  May  24-26,  1996  in  New 
York  City,  and  you  are  all  invited! 


THE  NATIONAL  INSTITUTES  OF  HEALTH  AND  DYSTONIA 

In  October  of  1996  we  anticipate  conducting  a  major  medical 
symposium  with  support  of  the  National  Institute  of  Neurological 
Disorders  and  Stroke.  In  February  1993  the  Dystonia  Foundation  co- 
sponsored  with  the  National  Institute  on  Neurological  Disorders  and 
Stroke  an  international  workshop  to  bring  together  basic  and 
clinical  investigators.  The  purpose  of  the  workshop  was  to 
identify  advances.  Some  conclusions  reached  as  a  result  of  the 
workshop  according  to  the  workshop  summary  were  that  "a  greater 
interaction  is  needed  among  researchers  from  different  scientific 
disciplines;  carefully  collected  epidemiological  information  on  the 
dystonia  subtypes  would  provide  a  greater  recognition  not  only  of 
the  prevalence  of  the  dystonias  but  may  promote  an  understanding  of 
the  environmental  factors  that  result  in  clinical  expression;  and 
that  it  should  be  possible  in  the  near  future  to  further  refine  the 
classification  of  dystonias  based  on  genetic  patterns  and  clinical 
patterns  correlated  with  age  of  onset  and  anatomical  sites  of 
involvement."  The  meeting  summary  also  states  that  "research  on 
the  dystonias  is  clearly  poised  for  potential  breakthroughs  at  this 
time. " 

This  summary  reiterates  that  "a  strong  alliance  within  the 
neuroscience  research  community  and  the  Affiliated  National 
Dystonia  Associations  to  continue  and  promote  the  needed  referrals 
for  the  clinical,  genetic  and  postmortem  brain  collections  and 
bridge  the  clinical  and  basic  science  efforts  is  important  for  the 
success  of  these  research  endeavors.  The  NINDS  encourages  these 
ongoing  research  efforts  towards  the  elucidation,  treatment  and 
eventual  prevention  of  the  various  subtypes  within  the  clinical 
spectrum  of  dystonia." 

As  you  probably  are  aware,  it  can  be  extremely  difficult  for  young 
scientists  to  break  into  the  NIH  grant  system.  The  Dystonia 
Foundation  believes  that  NINDS  should  focus  even  more  on  extramural 
dystonia  research  and  would  like  to  encourage  creative 
collaborative  efforts. 

The  Dystonia  Medical  Research  Foundation  recommends  that  the 
National      Institutes     of     Health     be      funded      for     FY97  at 
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$12,016,603,500,  the  National  Institute  on  Neurological  Disorders 
and  Stroke  at  $685,963,971  and  the  National  Institute  on  Deafness 
and  other  Communication  Disorders  at  $177,649,263.  This  represents 
a  6.5%  increase  for  each.  Because  dystonia  affects  Americans  six 
times  more  than  most  other  better  known  disorders  such  as 
Huntington's,  Muscular  Dystrophy,  and  ALS,  we  ask  that  NINDS  fund 
dystonia-specif  ic  extramural  research  at  the  same  level  it  supports 
research  in  those  other  neurological  diseases. 

With  the  proper  dedication  of  resources,  we  believe  that  more 
treatments  and  a  cure  can  be  developed  that  will  help  my  three  boys 
-  Aaron,  Benjamin  and  Daniel,  and  thousands  of  others. 

I  would  like  to  emphasize  that  we  are  clearly  at  a  point  of 
understanding  the  genetic  causes  of  this  disorder.  We  believe  with 
increased  NIH  funding  of  research  by  NINDS  and  with  the  Foundation 
grants,  we  will  celebrate  together  the  discoveries. 

Thank  you  for  the  opportunity  to  present  testimony  to  the 
Subcommittee  on  behalf  of  the  Dystonia  Medical  Research  Foundation. 
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Mr.  Porter.  Ms.  Lewis,  thank  you  for  your  excellent  testimony. 
I  might  say  that  the  figure  in  your  written  testimony  of  $12,016 
billion  is  in  error,  and  we  should  correct  that.  Because  that  is  the 
increase  from  the  fiscal  year  1995  level,  and  not  the  fiscal  year 
1996  level.  It  should  be  $12,776  billion,  I  think  it  is,  if  you  were 
to  go  at  6.5  percent  as  you  suggest. 

Ms.  Lewis.  I  appreciate  that. 

Mr.  Porter.  So  we'll  correct  that  in  the  record. 

Ms.  Lewis.  Go  for  it.  Thank  you.  [Laughter.] 

Mr.  Porter.  Thank  you  so  much. 


Thursday,  February  29,  1996. 

WITNESS 

KENNETH  M.  VISTE,  JR.,  M.D.,  AMERICAN  ACADEMY  OF  NEUROLOGY 

Mr.  Porter.  Our  next  witness  is  Kenneth  M.  Viste,  Jr.,  M.D., 
President  of  the  American  Academy  of  Neurology. 
Dr.  Viste. 

Dr.  Viste.  Good  morning,  Mr.  Chairman.  Fm  Ken  Viste,  M.D., 
practicing  neurologist  in  Oshkosh,  Wisconsin,  President  of  the 
American  Academy  of  Neurology  and  Immediate  Past  Chair  of  the 
Legislative  Council  of  the  AMA. 

Fm  testifying  today  on  behalf  of  the  American  Academy  of  Neu- 
rology, which  is  a  professional  society  of  approximately  13,000  phy- 
sicians and  neuroscientists.  Members  of  the  Academy  include  prac- 
ticing physicians,  academic  physicians  and  researchers. 

My  testimony  today  focuses  on  the  NIH  budget,  and  in  particular 
on  programs  related  to  brain  research.  I  want  to  commend  the  com- 
mittee for  its  work  on  the  fiscal  year  1996  appropriation  for  NIH, 
which  will  enable  the  NIH  to  continue  its  support  of  innovative, 
basic  and  clinical  research. 

In  particular,  I  want  to  stress  the  importance  of  brain  research. 
Last  year,  I  testified  in  favor  of  a  brain  research  initiative  to  cap- 
italize upon  many  of  the  recent  findings  resulting  from  work  at  the 
NIH.  I  am  happy  to  report  that  there  is  progress  regarding  brain 
research,  in  large  part  due  to  the  support  of  Congress,  and  particu- 
lar this  subcommittee,  but  also  because  of  interest  in  the  private 
sector  and  support  from  the  NIH. 

In  particular,  I  want  the  committee  to  be  aware  of  the  excellent 
work  of  Dr.  Zak  Hall,  the  Director  of  NINDS,  both  in  managing 
and  in  stimulating  cooperative  research  ventures  throughout  the 
NIH.  Dr.  Hall  and  Dr.  Varmus  have  established  a  cooperative  ven- 
ture among  the  many  interested  institutes  and  programs  at  NIH 
on  a  brain  research  initiative.  Specific  funds  have  been  identified 
for  an  inter-institute  and  agency  brain  research  initiative  in  fiscal 
year  1996,  and  we  believe  that  the  fiscal  year  1997  budget  includes 
special  emphasis  on  brain  research.  Other  participants  in  brain  re- 
search initiative  include  the  Dana  Foundation  and  the  Dana  Alli- 
ance, which  are  active  in  the  private  sector. 

Brain  research  involves  efforts  to  determine  the  cause  and  treat 
conditions  as  diverse  as  schizophrenia  and  spinal  cord  injury.  Our 
efforts  to  learn  about  the  mechanism  of  brain  function  have  en- 
abled us  to  make  progress  in  recent  years  in  dealing  with  spinal 
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cord  injury,  ALS,  Parkinson's  disease,  stroke,  Alzheimer's  and 
Huntington's  Disease.  Developments  are  also  occurring  in  head  in- 
jury, epilepsy  and  developmental  disorders.  These  developments  all 
hold  promise  for  dealing  with  all  conditions  involving  the  brain. 

One  in  five  Americans  is  affected  by  a  brain  related  problem.  The 
problem  may  be  chronic  pain,  such  as  migraine  headaches,  memory 
loss  or  depression,  or  the  problem  may  occur  swiftly,  such  as 
stroke,  head  injury  or  spinal  cord  injury.  Some  of  these  conditions 
can  be  fatal,  such  as  stroke.  All  produce  serious,  costly  disability. 
The  Dana  Foundation  and  the  Dana  Alliance  for  Brain  Initiatives 
estimated  that  the  cost  of  brain  disorders  is  more  than  $500  billion. 

I  would  like  to  have  inserted  in  the  record  a  document  of  the 
Dana  Alliance  for  Brain  Initiatives  which  includes  these  economic 
estimates  and  data  as  to  progress  in  brain  research. 

As  you  know,  stroke  is  the  third  leading  cause  of  death  in  this 
country.  Five  hundred  thousand  Americans  suffer  a  stroke  and  the 
cost  estimate  per  year  is  estimated  to  be  $25  billion  to  $30  billion. 
Stroke  research  never  really  seemed  to  receive  the  emphasis  that 
other  major  causes  of  death  and  disability  have  received,  such  as 
cancer,  heart  disease  and  diabetes. 

One  of  the  reasons  for  this  is  that  there  has  been  little  in  the 
way  of  research  opportunity  in  this  field.  But  this  has  changed,  and 
it  is  changing  rapidly.  As  you  may  well  know,  in  the  last  year, 
there  has  been  a  paper  published  and  we  are  waiting  for  FDA  ap- 
proval on  t-PA.  That's  a  drug  that  if  injected  within  three  hours 
after  the  onset  of  stroke  has  the  potential  of  dissolving  the  clot  and 
eliminating  death  and  disability,  or  at  least  cutting  it  down  by 
some  30  percent.  We've  also  learned  in  just  the  last  year  and  a  half 
or  two  the  appropriate  use  of  warfarin  and  aspirin  and  the  appro- 
priate use  of  carotid  endarterectomy.  So  there  are  great  advance- 
ments and  great  potential  in  the  treatment  and  cure,  we  hope,  of 
stroke.  Stroke,  which  we're  going  to  be  publicizing  as  a  brain  at- 
tack, will  take  on  the  same  significance  as  a  heart  attack,  and  we 
can  prevent  the  disability  and  long  rehabilitation  that  often  occurs 
now. 

Similarly,  Alzheimer's  is  a  very  prevalent  disease.  Four  million 
Americans  have  it.  With  our  changing  demography,  seven  million 
are  going  to  have  it  by  the  early  part  of  the  next  century.  In  the 
past  year,  scientists  supported  by  NINDS  have  discovered  two 
genes  linked  to  familial  Alzheimer's.  This  lays  the  groundwork  for 
further  research  which  hopefully  will  lead  to  effective  treatments, 
including  the  development  of  appropriate  animal  models  and  even 
further  experimentation  and  treatment. 

Stroke  and  Alzheimer's  disease  are  two  of  the  most  feared  and 
prevalent  diseases  facing  our  Nation.  The  brain  research  initiative 
is  obviously  of  great  importance  in  dealing  with  this  reality.  Other 
diseases  that  show  promise  are  certainly  Huntington's  disease, 
where  a  test  has  been  developed  in  pre-clinical  states  where  one 
can  tell,  with  reasonable  certainty,  if  somebody  is  going  to  get  the 
disease.  Likewise,  in  Parkinson's  disease,  new  imaging  techniques 
have  led  to  better  understanding  the  brain  function  and  hopefully 
new  treatments  and  interventions  can  be  introduced  there  as  well. 

Another  dramatic  finding  arising  from  NINDS-supported  re- 
search relates  to  the  relationship  of  vitamin  A  during  pregnancy 
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and  the  incidents  of  birth  defects.  Certainly,  a  great  deal  more 
needs  to  be  done  there.  But  obviously  prevention  of  some  brain  con- 
ditions is  of  utmost  importance. 

Mr.  Chairman,  these  developments  and  others  in  the  field,  such 
as  head  injury,  muscular  dystrophy  and  MS,  indicate  the  impor- 
tance of  expanded  support  for  the  brain  research  initiative  that  this 
Congress  and  the  National  Institutes  of  Health  as  well  as  the  pri- 
vate sector  have  developed.  The  Academy  of  Neurology  is  working 
closely  with  the  Dana  Alliance  to  enhance  public  awareness  with 
respect  to  brain  disorders  and  new  methods  of  managing  them,  as 
well  as  the  potential  for  new  research.  The  Academy  of  Neurology 
is  starting  an  informational  initiative  called  'The  Brain  Matters," 
to  educate  the  American  public  and  primary  care  physicians  about 
the  severity  and  scope  of  neurologic  disease.  This  national  cam- 
paign will  raise  the  public's  understanding  and  knowledge  of  these 
complex  diseases,  and  build  greater  support,  we  hope,  through  the 
research  dollars  that  you  appropriate.  We  would  urge  you  to  con- 
tinue your  work  which  began  in  1995  and  support  continued  in- 
creases of  NIH  similar  to  those  in  the  1996  appropriation. 

We  would  also  urge  that  you  provide  substantial  additional  fund- 
ing for  the  brain  research  initiative  which  is  now  underway. 

And  briefly,  we  also  are  concerned  about  clinical  research.  All  too 
little  research  has  been  developed  or  pointed  toward  clinical  re- 
search. And  that's  an  area  I  think  that  needs  to  be  expanded.  We 
would  support  Senator  Hatfield's  initiative  in  that  area,  and  would 
hope  that  this  committee,  too,  can  support  increased  clinical  re- 
search. 

[The  prepared  statement  follows:] 
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Dear  Mr.  Chairman: 

I  am  Kenneth  Viste,  M.D.  of  Oshkosh,  Wisconsin,  President  of  the  American  Academy  of 
Neurology  and  Immediate  Past  Chair  of  the  Legislative  Council  of  the  American  Medical 
Association.  I  am  testifying  today  on  behalf  of  the  American  Academy  of  Neurology  which  is  a 
professional  society  of  approximately  13,000  physicians  and  neuroscientists.  Members  of  the 
Academy  include  practicing  physicians,  academic  physicians  and  researchers. 

My  testimony  today  focuses  on  the  NIH  budget,  and  in  particular  on  programs  related  to 
brain  research.  I  want  to  commend  the  Committee  for  its  work  on  the  fiscal  year  1996 
appropriation  for  the  National  Institutes  of  Health  which  will  enable  the  NIH  to  continue  its 
support  of  innovative,  basic  and  clinical  research. 

In  particular,  I  wish  to  stress  the  importance  of  brain  research.  Last  year  I  testified  in 
favor  of  a  Brain  Research  Initiative  to  capitalize  upon  many  of  the  recent  findings,  resulting  from 
the  National  Institute  on  Neurological  Disorders  and  Stroke  and  other  NIH  support  of 
neurological  research.  I  am  happy  to  report  that  there  is  progress  regarding  Brain  Research,  in 
large  part  through  the  support  of  the  Congress,  and  particularly  this  Subcommittee,  but  also 
because  of  interest  in  the  private  sector  and  support  from  the  NIH. 

In  particular,  I  want  the  Committee  to  be  aware  of  the  excellent  work  of  Dr.  Hall  the 
Director  of  the  National  Institute  on  Neurological  Disorders  and  Stroke  in  managing  NTNDS  and 
in  stimulating  cooperative  research  ventures  throughout  the  National  Institutes  of  Health. 
Dr.  Hall  and  Dr.  Varmus  have  established  a  cooperative  venture  among  the  many  interested 
Institutes  and  programs  at  NIH  on  a  Brain  Research  Initiative.  Specific  funds  have  been  identified 
for  an  inter- Institute  and  agency  Brain  Research  Initiative  in  fiscal  year  1996  and  we  believe  that 
the  fiscal  year  1997  budget  includes  special  emphasis  on  brain  research.  Other  participants  in  this 
Brain  Research  Initiative  include  the  Dana  Foundation  and  the  Dana  Alliance  which  are  active  in 
the  private  sector. 

Brain  research  involves  efforts  to  determine  the  cause  and  to  treat  conditions  as  diverse  as 
schizophrenia  and  spinal  cord  injury.  Our  efforts  to  learn  about  the  mechanisms  of  brain  function 
have  enabled  us  to  make  major  progress  in  recent  years  in  dealing  with  spinal  cord  injury,  ALS, 
Parkinson's  Disease,  stroke,  Alzheimer's  Disease,  Huntington's  Disease,  and  multiple  sclerosis. 
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Developments  are  also  occurring  in  head  injury,  epilepsy,  and  developmental  disorders.  These 
developments  hold  promise  for  dealing  with  all  conditions  involving  the  brain. 

One  in  five  Americans  is  affected  by  a  brain  related  problem.  The  problem  may  be  chronic 
pain,  such  as  migraine  headaches,  memory  loss,  or  depression;  or  the  problem  may  occur  swiftly 
such  as  stroke,  head  injury,  or  spinal  cord  injury.  Some  of  these  conditions  can  be  fatal,  such  as 
stroke.  All  produce  serious,  costly  disability.  The  Dana  Foundation  and  the  Dana  Alliance  for . 
Brain  Initiatives  estimated  that  the  cost  of  brain  disorders  is  "more  than  one-half  trillion  dollars  a 
year. " 

I  would  like  to  have  inserted  in  the  record  a  document  of  the  Dana  Alliance  for  Brain 
Initiatives  which  includes  these  economic  estimates  and  data  as  to  progress  in  brain  research. 

Stroke  Research 

As  you  know,  stroke  is  the  third  leading  cause  of  death  in  the  United  States.  Each  year 
approximately  500,000  Americans  suffer  a  stroke  and  the  cost  estimated  to  flow  from  stroke  and 
the  disability  which  it  produces  are  approximately  $25  to  S30  billion  a  year.  Stroke  research  has 
never  received  the  emphasis  that  other  major  diseases  related  to  death  and  disability,  such  as 
cancer,  heart  disease,  and  diabetes,  have  received.  One  of  the  reasons  for  this  is  that  there  has 
been  little  in  the  way  of  research  opportunity  in  this  field;  but  that  has  changed. 

Research  sponsored  by  the  National  Institutes  of  Health  has  produced  in  the  last  few  years 
major  new  findings  improving  the  ability  of  the  medical  care  system  to  respond  to  stroke  and 
prevent  its  disabling  affects.  Most  recently,  reported  in  the  December  14,  1995,  issue  of  the  New 
England  Journal  of  Medicine,  positive  results  have  been  shown  by  the  5-year  clinical  trial 
involving  the  clot  dissolving  drug  t-PA  and  its  use  in  treating  acute  ischemic  stroke.  This  trial 
establishes  that  the  use  of  t-PA  within  3  hours  of  the  initial  symptoms  of  the  stroke  produced 
remarkable  improvement  in  treatment.  This  study  indicated  dramatic  improvement  at  the  end  of 
three  months  with  the  number  of  patients  with  complete  or  almost  complete  recovery  increasing 
by  30%  over  what  would  normally  be  expected.  Other  positive  stroke  research  results  in  the  past 
few  years  include  surgical  interventions  and  the  use  of  warfarin,  and  aspirin  in  preventing  stroke. 
Surgical  intervention  through  carotid  endarterectomy  substantially  reduced  the  risk  for  stroke.  As 
the  Dana  Alliance  progress  report  on  brain  research  indicates,  by  the  year  2000,  "we  can  expect 
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an  explosive  rate  of  discovery  and  enormously  improved  prevention  and  treatment,  including 
drugs  that  will  protect  brain  tissue  from  ischemia  and  dissolve  clots  in  artery  walls." 

Alzheimer's  Disease 

Four  million  Americans  have  Alzheimer's  Disease  today.  The  number  with  the  disease  will 
increase  to  seven  million  by  the  early  part  of  the  21st  century.  In  the  past  year,  scientists 
supported  by  the  NTNDS  and  the  National  Institute  on  Aging  have  found  two  genes  linked  to 
familial  Alzheimer's  disease.  These  genetic  findings  lay  the  ground  work  for  further  research 
which  will  relate  to  the  development  of  effective  treatments  including  the  development  of 
appropriate  animal  models  for  treatment  experimentation. 

Stroke  and  Alzheimer's  disease  are  two  of  the  most  feared  and  prevalent  diseases  facing 
our  nation.  The  Brain  Research  Initiative  is  obviously  of  great  importance  in  dealing  with  these 
diseases. 

Huntington's  Disease 

Other  major  developments  related  to  the  Brain  Research  Initiative  include  additional 
findings  regarding  the  genetic  basis  of  Huntington's  Disease.  A  test  has  also  been  developed  to 
screen  for  Huntington's  Disease. 

Parkinson's  Disease 

Using  highly  sophisticated  imaging  techniques,  researchers  have  pinpointed  damaged 
nerve  cells.  Drug  interventions,  transplant  interventions  and  gene  therapy  are  being  tried  in  animal 
models. 

Another  dramatic  finding  arising  from  NTNDS-supported  research  relates  to  the 
relationship  between  high  levels  of  vitamin  A  during  pregnancy  and  the  incidents  of  birth  defects. 
The  research  shows  that  women  who  consume  vitamin  A  at  levels  substantially  above  the 
recommended  daily  allowance  have  substantially  greater  risks  for  birth  defects  in  their  children. 
This  finding  obviously  guides  us  toward  nutritional  management  during  pregnancy  which  can  have 
a  major  impact  on  reduced  birth  defects  and  reduced  infant  and  adult  disability.  This  research  was 
recently  reported  in  The  New  England  Journal  of  Medicine. 
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Mr.  Chairman,  these  developments  and  others  in  fields  such  as  head  injury,  muscular 
dystrophy,  multiple  sclerosis,  and  epilepsy  indicate  the  significance  of  continued  and  expanded 
support  for  the  Brain  Research  Initiative  that  this  Congress  and  the  National  Institutes  of  Health, 
as  well  as  the  private  sector,  have  developed.  The  Academy  of  Neurology  is  working  closely  with 
the  Dana  Alliance  to  enhance  public  awareness  with  respect  to  brain  disorders  and  the  new 
methods  of  managing  them  as  well  as  the  potential  for  new  research.  The  American  Academy  of 
Neurology  has  also  launched  an  informational  initiative  called  "The  Brain  Matters,"  to  educate  the 
.American  public  and  primary  care  physicians  about  the  severity  and  scope  of  neurologic  disease. 
Through  this  national  campaign,  we  will  raise  the  public's  understanding  and  knowledge  of  these 
complex  diseases—and  build  greater  support  for  the  research  dollars  you  appropriate.  We  would 
urge  you  to  continue  the  work  you  began  in  1995  and  support  increases  for  NTH  similar  to  those 
in  the  1 996  appropriation.  We  would  also  urge  that  you  provide  substantial  additional  funding  for 
the  Brain  Research  Initiative  which  is  now  underway. 

Clinical  Research  Needs 

Finally,  we  are  very  supportive  of  the  policies  on  clinical  research  included  in  the  House 
Committee  Report  on  the  fiscal  year  1996  appropriations  bill.  In  that  report,  the  Committee 
echoes  the  concerns  expressed  by  the  Institute  of  Medicine  with  regard  to  ciinical  research  and 
clinical  research  training.  In  particular,  we  are  supportive  of  references  by  the  Committee  to  the 
need  for  expanding  clinical  research  training  opportunities  and  the  General  Clinical  Research 
Centers  program.  In  this  connection,  the  Academy  strongly  supports  the  legislation  recently 
introduced  by  Senator  Hatfield,  S.  L534,  the  Clinical  Research  Enhancement  Act,  which 
essentially  provides  support  for  many  of  the  areas  identified  as  priorities  in  the  House  Committee 
Report  including  research  training  in  clinical  research  and  funds  for  individual  research  grants  in 
clinical  research. 

In  1994,  the  American  Academy  of  Neurology  approved  the  report  of  a  study  done  by  its 
Scientific  Issues  Committee  on  "The  Status  of  Clinical  Research  in  Neurology."  The  report  was 
published  in  the  Journal  Neurology  in  April  1995.  The  gist  of  the  report  is  that  there  is  a  clinical 
research  crisis  in  neurology,  which  echoes  problems  in  other  fields  of  medicine.  Data  published  in 
this  study,  collected  for  the  years  1991,  1992,  and  1993,  indicate  that  clinical  research  grants 
funded  by  the  NTNDS  represented  only  about  10%  of  total  ROl,  FIRST  and  similar  research 
grant  programs  in  these  years.  In  fiscal  year  1992,  only  2  of  42  new  ROl  grants  were  clinical 
research  grants,  although  in  1993  that  percentage  increased  to  about  20%.  The  success  rate  for 
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research  submitted  by  M.D.s  compared  to  Ph.D.s  at  the  National  Institute  on  Neurological 
Disorders  and  Stroke  was  far  lower  in  1992,  13%  compared  to  20%.  Another  problem  is  that 
there  is  less  research  training  for  clinical  investigators  than  basic  scientists. 

At  this  point  in  time  in  brain  research,  with  basic  science  producing  so  many  opportunities 
in  clinical  research,  we  need  to  make  sure  that  clinical  research  is  adequately  supported  by  NIH 
and  the  National  Institute  on  Neurological  Disorders  and  Stroke.  Our  report  on  clinical  research 
urged  expansion  of  the  general  clinical  research  centers  program,  new  programs  of  support  for 
clinical  research  and  greater  clinical  research  training. 

It  is  for  these  reasons  that  we  in  neurology  are  especially  supportive  of  initiatives  in 
clinical  research  such  as  those  alluded  to  in  the  House  Committee  Report  for  the  fiscal  year  1996 
Labor,  Health  and  Human  Services  and  Education  bill  and  included  in  the  provisions  of  S.  1534. 

Thank  you  for  this  opportunity  to  testify. 
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DELIVERING  RESULTS: 

A  PROGRESS  REPORT  OAS  BRAIN  RESEARCH  (May  1995) 

Summary 

The  most  important  and  productive  medical  research  happening  today  is  the  study  of  the  brain.  Since 
the  Federal  government  declared  the  Decade  of  the  Brain  in  1990,  researchers  have  solved  some  of  the  most 
stubborn  riddles  of  the  brain,  and  have  created  and  improved  treatments  for  the  disorders  that  afflict  it.  The 
stunning  progress  of  the  last  five  years  gives  future  researchers  a  higher  vantage  point  on  which  to  stand 
while  scanning  the  horizon  for  cures. 

How  does  this  affect  you?  One  in  five  Americans  is  struggling  with  a  brain-related  problem  at  any  given 
time;  each  of  us  will  face  such  a  struggle  at  some  time  in  our  lives.  It  may  be  pain,  depression,  memory  loss, 
or  one  of  the  many  problems  like  these  that  can  be  chronic  and  recurring,  it  may  be  swift,  like  head  injury 
and  stroke;  or  it  could  be  degenerative  and  fatal,  like  Alzheimer's  and  Huntington's  diseases.  Or,  a  lifetime 
of  anguish  could  result  from  a  child  or  grandchild's  battle  with  addiction  or  schizophrenia.  Some  of  these 
afflictions  are  life-ending;  all  of  them  are  Wie-diminishing.  The  cost  in  personal  terms  is  beyond  measure;  in 
hard  economic  terms  it  is  more  than  half  a  trillion  dollars  a  year. 


Cost  and  Impact  of  Neurological  and  Psychiatric  Ulseases 
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But  now,  the  human  brain  is  no  longer  a  "black  box"  —  the  misunderstood  and  mysterious 
source  of  self,  its  maladies  misdiagnosed  and  undertreated.  Today,  at  the  midpoint  of  the  Decade  of 
the  Brain,  it  is  clear  that  a  new  era  has  begun  for  individual  health  and  vitality.  For  all  three  of  the 
major  stages  of  life  that  you  and  your  family  will  experience  —  childhood,  adulthood,  and  the  later 
years  —  discoveries  about  the  brain's  mechanisms,  how  it  forms,  grows  and  ages,  how  to  heal  and 
strengthen  it,  are  raising  our  expectations  for  dealing  with  brain-related  difficulties,  giving  you  the 
realistic  chance  to  avoid  suffering. 

If  your  maternal  grandmother  died  with  dementia,  the  most  common  symptom  of  Alzheimer's, 
should  you  worry  that  your  later  years  will  be  marred  by  this  disease?  Scientists  are  discovering  ways 
to  find  out.  Also,  by  the  time  you  reach  the  average  age  of  onset,  these  same  scientists  could  be 
able  to  fend  off  the  disease. 

The  causes  of  cerebral  palsy,  retardation  and  learning  disabilities  are  being  revealed,  increasing 
the  chances  that  it  will  be  possible  to  prevent  these  horrible  conditions  in  your  own  children. 

The  discovery  of  drug  binding  sites  in  the  brain  is  enabling  researchers  to  work  towards  potential 
treatments  for  addiction,  so  that  the  lure  of  drugs  will  be  much  less  likely  to  steal  the  youth,  or  the 
life,  of  someone  you  love. 

Most  of  the  brain  afflictions  that  can  severely  alter  your  life,  by  affecting  you  or  someone  close  to 
you,  are  yielding  to  researchers.  For  all  those  who  cry,  "Why  me?"  when  they  are  confronted  with  a 
brain  disease,  scientists  are  approaching  the  day  when  they  will  be  able  to  answer.  As  the  progress 
snowballs,  and  the  discoveries  come  more  quickly,  the  likelihood  of  your  life  being  destroyed  by  a 
neurological  ailment  continues  to  shrink. 

Beyond  the  personal  aspects,  our  nation  itself  has  a  massive  stake  in  brain  research.  Today,  neu- 
rological and  psychiatric  disorders  together  account  for  more  hospitalizations  and  more  prolonged 
care  than  almost  all  other  diseases  combined.  No  surprise  there:  Over  the  last  hundred  years,  we  got 
better  at  keeping  people  alive  and  ambulatory  as  far  as  their  respiratory,  circulatory,  digestive  and 
reproductive  systems  were  concerned,  but  we  were  stymied  by  the  brain. 

Now  neuroscience  is  catching  up.  In  the  next  five  years,  we  will  help  brain  and  nervous  system 
patients  in  large  numbers,  and  because  these  patients  number  in  the  millions  of  people,  developments 
in  brain  science  will  transform  our  assumptions  in  planning  for  the  future.  In  particular,  at  the  societal 
level,  the  view  of  crippling,  chronic,  long  term,  and  mental  illnesses  will  be  much  different. 

When  the  expanding  numbers  of  aging  Americans  have  less  to  fear  from  the  brain  diseases  of 
aging,  and  when  disorders  that  begin  at  or  before  birth,  and  last  a  lifetime,  are  progressively  fewer 
and  less  disabling,  then  the  lost  work  days  (by  patients  and  those  who  care  for  them)  will  fall,  and 
leisure  activities  will  rise.  Reduced  social  spending,  decreased  work  absences  and  improved  quality  of 
life  all  give  relief  to  a  troubled  economy. 

The  achievements  outlined  in  our  report,  however,  are  just  the  vanguard  of  greater  things  to 
come.  One  of  the  most  significant  facts  about  the  progress  we  have  made  in  brain  research  is  that 
more  brain  scientists  today  are  working  on  questions  of  basic  science.  This  accounts  for  the  diversity 
of  disorders  we  have  been  able  to  address  in  such  a  short  time.  Clinicians  focusing  on  specific  dis- 
eases now  have  better  odds  of  finding  the  keys  to  the  disorders  they  are  researching  because  there  is 
so  much  more  information  to  draw  upon. 

That  is  precisely  what  makes  brain  research  so  exciting.  We  understand  it  better  each  day.  And 
because  of  that,  we  will  solve  problems  of  affliction  that  have  truncated  our  lives  since  the  dawn  of 
humankind.  Everything  lying  ahead  of  us  is  opportunity  and  hope. 

Here  are  some  highlights  of  the  progress  report,  and  some  predictions  for  the  next  five  years. 
Join  us  in  celebrating  the  hope  offered  for  current  and  future  victims  of  brain  disorders: 
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CHILDHOOD 

•  Researchers  believe  that  a  major  reduction  of  spasticity  in  cerebral  palsy  and  prevention  of 

one-third  of  all  CP  cases  arising  from  low  birthweight  will  occur  within  five  years. 

•  New  findings  point  to  a  family  of  drugs  that  may  correct  drug-induced  developmental 

abnormalities  in  children. 

•  Thanks  to  recent  public  health  studies,  psychiatry  now  classifies  schizophrenia  as  a  developmental 

disorder,  and  promises  more  effective  medications  by  the  year  2000. 

•  Researchers  identified  genes  that  contribute  to  inherited  forms  of  blindness  and  deafness  and 

several  forms  of  mental  retardation,  including  the  most  common  inherited  form  among 
males  (Fragile  X  Syndrome).  Growing  evidence  suggests  that  genes  also  play  a  role  in 
learning  disabilities  and  schizophrenia. 

ADULTHOOD 

•  The  first  drug  to  block  craving  in  alcohol  addiction  -  Naltrexone  -  has  recently  been  approved 

as  an  adjunct  to  psychotherapy. 

•  Success  in  treating  depression  now  approaches  90%  with  more  precise  antidepressant  drugs 

which  avoid  unwanted  side  effects. 

•  Obsessive-compulsive  disorder  has  become  treatable. 

•  For  the  first  time  ever,  researchers  have  identified  a  treatment  (and  are  testing  another)  which 

alters  the  natural  course  of  multiple  sclerosis. 

•  Researchers  have  identified  the  sites  where  drugs  of  abuse  bind  in  the  brain,  and  by  2000  hope  to 

have  effective  cocaine-blocking  agents. 

•  Recent  refinements  to  treatments  leave  many  more  epileptics  seizure-free. 

•  Discovering  serotonin-responsive  proteins  led  researchers  to  develop  sumatriptan,  an  effective 

treatment  for  migraine  headaches. 

•  Improved  clinical  care  now  returns  some  94  percent  of  patients  with  spinal  cord  injuries  to  their 

communities.  Researchers  may  have  the  first  treatment  to  enhance  spinal  cord  repair  by  1996. 

•  Genetic  research  has  identified  specific  genes  that  cause  Huntington's  disease  and  familial  Lou 

Gehrig's  disease.  New  findings  show  that  genes  may  also  play  a  role  in  addiction,  manic- 
depressive  illness,  depression  and  epilepsy. 

THE  LATER  YEARS 

•  Several  genes  have  been  found  that  lead  to  Alzheimer's  disease.  Cognex  (tacrine),  approved  in 

1994,  is  the  first  drug  for  treating  Alzheimer's  symptoms.  A  combination  of  genetic  testing  and 
positron  emission  tomography  (PET)  scanning  may  yield  an  early  diagnostic  test  for  Alzheimer's. 
Also  possible:  an  eye-drop  diagnostic  test  and  a  spinal  fluid  analysis  test. 

•  The  first  animal  model  of  Alzheimer's  disease  (a  transgenic  mouse)  has  recently  been  produced, 

and  it  is  already  being  used  to  test  drugs  to  slow  the  progression  of  Alzheimer's. 

•  An  effective  approach  to  gene  therapy  for  Parkinson's  disease  will  emerge  before  2000.  Relief  from 

Parkinson-like  symptoms  has  been  achieved  in  monkeys  using  dopamine-enhancing  drugs. 

•  A  new  bloodclot-dissolving  drug  can  improve  the  outcome  of  stroke,  if  administered  within  two 

hours  of  onset. 

•  A  chili  pepper  extract,  capsaicin,  now  helps  relieve  chronic  pain  (even  in  cancer).  Within  five  years, 

scientists  expect  to  have  developed  non-addictive  pain  relievers. 

•  Recently  discovered  proteins  that  nourish,  repair  and  promote  the  growth  of  nerve  cells  are  leading 

to  drugs  (some  already  in  trials)  that  increase  resistance  to  stroke. 
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TECHNOLOGY 
Imaging: 

•  Now,  functional  magnetic  resonance  imaging  (fMRI)  allows  doctors  to  view  the  active  brain,  and  at 

their  desktops  to  interactively  scan  entire  brain  structures. 

•  Using  charged  Xenon  gas,  laboratory  scientists  improved  MRI  signal  strength  by  a  factor  of  10,000, 

producing  more  clearly  defined  pictures  in  animals. 

Disease  models: 

Scientists  are  working  with  living  organisms  in  laboratory  settings  to  test  compounds  and  find  new 
directions  for  investigation.  Animal  models  available  today  include: 

•  Alzheimer's  disease 

•  Developmental  disorders 

•  Several  different  forms  of  epilepsy 

•  Multiple  sclerosis 

•  Pain 

•  Traumatic  brain  injury 

SOURCES  FOR  NUMBERS 
The  Developing  Brain 

Developmental  Disorders  (cost  and  patients):  National  Institute  of  Neurological  Disorders  and  Stroke,  1993. 
Schizophrenia  (patients):  National  Institute  on  Mental  Health,  Update  August  1993. 
Schizophrenia  (cost):  NIMH,  1995. 

The  Mature  Brain* 

Blindness/vision  loss  (cost  and  patient  numbers):  National  Eye  Institute,  1 994. 

Deafness/hearing  loss  (patients):  National  Institute  on  Deafness  and  Other  Communicative  Disorders,  1992. 
Deafness/hearing  loss  (cost):  Hallworth,  R,  et  al.  "Hair  Cells  and  Hearing"  Press  Conference,  Society  for 

Neuroscience  Annual  Meeting  October  26  1992. 
Depression  (patients):  National  Institute  on  Mental  Health,  Update  August  1993. 
Depression  (cost):  Rice,  Dp  and  Miller,  LS.  "The  Economic  Burden  of  Affective  Disorders"  Advances  in 

Health  Economics  and  Health  Services  Research  1993. 

The  Aging  Brain* 

Alzheimer's  Disease  (patient  numbers):  "News  Notes."  National  Institute  on  Aging,  1989. 
Alzheimer's  Disease  (costs):  National  Institute  of  Neurological  Disorders  and  Stroke,  1993. 

•  All  other  patient  and  cost  numbers  (not  listed  here)  are  as  of  1 993,  from  the  National  Institute  of  Neurological  Disorders  and  Stroke. 


The  Dana  Alliance  for  Brain  Initiatives  is  an  independent,  nonprofit  organization  of  138  leading 
neuroscientists,  including  five  Nobel  laureates,  whose  sole  commitment  is  to  advance  education 
about  the  personal  and  public  benefits  of  brain  research. 

Chairman:  David  Mahoney. 

Vice  Chairmen:  W.  Maxwell  Cowan,  M.D.,  Ph.D.  &  James  D.  Watson,  Ph.D. 

If  you  wish  to  receive  additional  copies  of  this  summary,  a  source  list,  or  the  full  report 
entitled  "Delivering  Results:  A  Progress  Report  on  Brain  Research"  please  contact: 


1001  G  Street,  NW 
Suite  1025 

Washington,  D.C.  20001 
202-737-9200 
202-737-9204  fax 


745  Fifth  Ave. 
Suite  700 

New  York,  NY  10151 
212-223-4040 
212-593-7623  fax 
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Mr.  Porter.  Dr.  Viste,  thank  you  for  your  testimony.  You  might 
be  interested,  since  you  were  here  last  year,  we  had  seven  Nobel 
laureates  come  and  spend  the  day  with  the  subcommittee.  And  one 
of  our  members  asked  a  very  interesting  question.  He  said,  if  you 
could  only  fund  two  areas  of  biomedical  research,  which  would  they 
be.  And  I  think  all  of  them,  or  six  out  of  the  seven,  named  brain 
research  as  one  of  their  two  priorities,  even  though  none  of  them 
were  brain  researchers.  I  thought  that  was  fascinating. 

Dr.  Viste.  Shows  how  smart  they  were.  [Laughter.] 

Mr.  Porter.  I  guess  so.  Actually,  it  showed  the  area  where  we 
know  the  least  is  the  way  they  described  it. 

Dr.  Viste.  We  know  the  least,  and  there  is  the  most  potential 
with  molecular  genetics.  And  we're  just  on  the  verge  of  great  suc- 
cess, if  in  fact  we  can  have  adequate  funding.  But  the  most  promise 
appears  to  be  in  this  area  at  this  time. 

Mr.  Porter.  Thank  you  for  your  testimony  today. 


Thursday,  February  29,  1996. 
witnesses 

william  g.  couser,  m.d.,  dr.  gary  toback,  and  dr.  elziena  daw- 
SON, AMERICAN  SOCIETY  OF  NEPHROLOGY 

Mr.  Porter.  We  next  have  a  three-person  panel,  and  they'll  have 
to  work  out  their  five  minutes  within  them.  Dr.  William  G.  Couser, 
President  of  the  American  Society  of  Nephrology,  Dr.  Gary  Toback, 
Professor  and  Researcher  at  the  University  of  Chicago,  and  Dr. 
Elziena  Dawson,  Administrator  of  the  Medicare  Reimbursement 
Program,  in  the  Chicago  Public  Schools,  all  testifying  in  behalf  of 
the  American  Society  of  Nephrology. 

Thank  you  all  for  being  here. 

Dr.  Couser.  Mr.  Chairman  and  members  of  the  subcommittee, 
thank  you  very  much  for  giving  us  the  opportunity  to  testify  today. 

Fm  Bill  Couser,  Fm  President  of  the  American  Society  of  Ne- 
phrology. Fm  a  professor  of  medicine  at  the  University  of  Washing- 
ton. My  time  is  about  equally  divided  between  patient  care,  re- 
search and  teaching  activities.  And  I  appear  before  you  today  on 
behalf  of  the  Society  to  support  increased  appropriations  for  the 
NIH  in  general,  and  specifically  for  NIDDK. 

I  do  not  want  to  spend  a  lot  of  our  time  reiterating  the  numbers 
as  they  relate  to  kidney  disease  in  this  country.  Many  of  those 
numbers  have  already  been  presented  to  you  this  morning  by  Dr. 
Latos,  and  they're  all  in  the  written  testimony.  But  we  have  now 
almost  300,000  patients  on  dialysis.  That  population  is  increasing 
about  8  percent  every  year.  There  are  some  45,000  to  50,000  new 
patients  added  to  those  rolls  every  year.  In  your  State,  Mr.  Porter, 
the  number  of  people  on  dialysis  from  diabetes  alone  increased 
from  about  180  in  the  early  1980s  to  over  2,500  in  the  early  1990s. 
And  in  Mr.  Bonilla's  State,  that  increase  was  even  more  dramatic, 
going  from  less  than  200  to  over  7,000  people  now  at  the  end  of 
the  1990s,  probably  because  of  the  increased  minority  population  in 
that  State.  And  kidney  disease  is  a  disease  that  disproportionately 
affects  minorities. 


497 


The  most  common  cause  of  kidney  failure  in  this  country  remains 
diabetes.  Mary  Tyler  Moore,  who  testified  earlier  to  this  committee 
said  that  she  was  scared.  She  has  a  right  to  be  scared.  Her  chances 
of  being  on  dialysis  and  being  one  of  these  patients  is  better  than 
50  percent.  And  her  chances  of  being  alive  three  years  after  start- 
ing dialysis  with  diabetes  is  less  than  50  percent.  So  she  was  right 
to  say  she  was  scared. 

The  cost  of  kidney  failure  is  enormous.  We  spend  well  over  $12 
billion  at  this  point  on  kidney  failure  and  over  75  percent  of  that 
comes  from  the  Medicare  program.  This  is  the  disease  which  is  the 
largest  single  cause  of  expense  in  the  Medicare  program.  And  that 
cost  continues  to  increase  at  a  rate  of  about  5  or  6  percent  a  year, 
despite  the  fact  that  the  cost  of  delivering  dialysis  treatment  to 
these  patients  has  remained  absolutely  flat  since  the  early  1970s, 
a  remarkable  example  of  Federal  cost  containment.  But  the  in- 
crease in  costs  is  totally  due  to  the  increase  in  number  of  patients. 

In  order  to  personalize  this  a  little  bit,  I've  asked  two  colleagues 
to  share  in  this  testimony.  One  is  Elziena  Dawson,  who  you've  al- 
ready introduced.  Dr.  Dawson  is  a  patient  on  dialysis,  who  can  tell 
you  a  little  bit  about  the  impact  of  this  on  her  life.  And  the  second 
is  Dr.  Gary  Toback,  from  the  University  of  Chicago,  a  researcher 
in  kidney  disease,  who  can  say  something  about  the  impact  of  NIH 
funding  on  the  life  of  a  researcher. 

Dr.  Dawson. 

Dr.  Dawson.  Mr.  Chairman  and  members  of  the  subcommittee, 
my  name  is  Elziena  Dawson.  I'm  honored  to  represent  the  many 
thousands  of  patients  who  suffer  from  chronic  renal  disease.  Thank 
you  for  allowing  me  to  address  you  on  this  issue. 

I'm  currently  employed  by  the  Chicago  Public  Schools,  where  I've 
taught  the  disabled  for  seven  years.  And  I'm  also  an  administrator, 
and  have  been  for  almost  17  years.  I,  like  many  other  renal  pa- 
tients, do  not  sit  in  a  wheelchair,  nor  do  I  think  I  look  very  ill.  Yet 
I  suffer  as  many  other  more  physically  disabled  citizens. 

My  parents  taught  me  to  value  education,  to  work  hard  for  what 
I  wanted,  to  be  independent  and  not  ask  for  anything.  I  applied 
myself  to  school  and  to  my  career,  and  I  was  able  to  have  my  par- 
ents see  me  receive  my  Ph.D.  in  special  education  and  administra- 
tion and  also  to  achieve  a  position  in  the  administration  of  one  of 
the  largest  school  districts  in  the  country. 

But  nothing,  nothing  in  my  experience  or  in  my  values  prepared 
me  for  the  harsh  realities  of  life  after  the  loss  of  both  of  my  kid- 
neys. It  was  difficult  for  me  to  acknowledge  the  tragedy  of  my  kid- 
ney loss,  and  to  know  that  I  had  to  somehow  continue  living.  Every 
aspect  of  my  life  has  changed.  My  life  revolves  around  kidney  dial- 
ysis exchanges  every  four  to  six  hours.  And  every  four  to  six  hours, 
what  I  have  to  do  is  find  a  relatively  quiet,  clean  and  private  place 
to  closet  myself  away  and  do  a  dialysis  exchange. 

My  exchanges  are  always  in  the  back  of  my  mind,  whenever  I  do 
anything,  whenever  I  participate  in  meetings  at  work,  go  to  visit 
schools,  do  household  or  personal  shopping,  do  my  own  kind  of 
housework.  I  used  to  really  enjoy  carefree,  long  scenic  drives  in  the 
north  shore.  But  those  kinds  of  things,  as  well  as  impromptu  visits 
to  the  homes  of  families  and  friends,  and  get-away  vacations,  they 
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require  exceptional  planning  at  this  point,  and  also  involve  some 
risk. 

Attendance  at  professional  conferences  can  be  quite  challenging, 
because  they  usually  are  held  in  unfamiliar  territory  for  me.  So  I 
have  to  find  a  way  to  get  my  exchanges  in  in  order  to  complete  the 
day.  Any  kind  of  a  trip  that  I  make,  actually,  over  a  few  hours,  re- 
quires packing  and  carrying  heavy,  burdensome  dialysis  supplies. 
This  trip  here  is  going  to  keep  me  away  from  home  for  approxi- 
mately 15  hours,  which  means  that  I  need  to  do  at  least  two  ex- 
changes while  I'm  here  in  Washington.  I'm  not  that  concerned,  be- 
cause I've  been  assured  that  there  are  accommodations  that  can  be 
made,  although  I'm  a  little  bit  behind  schedule,  so  I'm  a  little  anx- 
ious here. 

I  suspect  that  my  associates,  family  and  friends  must  feel  that 
I'm  antisocial  because  it's  usually  easier  to  make  an  excuse  than 
to  become  involved  in  any  kind  of  activity.  I  feel  the  need  to  work 
harder  than  most  people,  because  I  need  to  prove  that  my  invisible 
disability  doesn't  make  me  inferior  to  others.  Tiredness,  fatigue,  ir- 
ritability, difficulty  sleeping,  these  things  have  taken  on  the  guise 
of  normalcy  for  me.  I  battle  with  extremely  dry  skin  and  scalp, 
hair,  mouth,  eyes,  and  I'm  always  aware  of  the  need  for  proper  nu- 
trition. Pills  must  be  taken  with  every  meal  that  I  have.  And  my 
liquid  intake  has  to  be  carefully  monitored. 

I  think  that  I  have  the  potential  of  being  an  excellent  parent,  a 
very  wonderful  and  caring  mother.  But  I've  been  afraid  that  I 
would  not  have  the  physical  stamina  to  raise  a  child.  Knowing  that 
life  expectancy  for  dialysis  patients  is  shortened,  I've  also  been 
afraid  to  subject  a  child  to  being  motherless.  So  I  have  not  adopted, 
nor  have  I  had  a  child  of  my  own. 

I  think  you  have  to  understand  that  I  am  very  grateful  for  life, 
and  for  the  opportunity  to  participate  in  dialysis  treatments.  I 
thank  God  every  day  for  my  blessings  and  my  husband,  Dale  Daw- 
son, has  provided  unending  strength,  patience  and  encouragement 
to  me.  And  despite  all  of  my  challenges,  I  know  there  has  to  be  a 
better  way  for  the  very  large  number  of  people  who  are  experienc- 
ing kidney  failure.  I  believe  that  research  will  yield  knowledge  that 
will  prevent  kidney  failure  in  many  people. 

I  also  believe  that  research  will  produce  more  effective,  efficient 
and  expedient  manners  of  dialysis  treatments,  something  less  in- 
trusive. There  has  to  be  a  way  for  dialysis  patients  to  live  quality 
lives,  to  be  productive,  self-sufficient,  contributing  members  of  this 
society  without  the  compromises.  And  I'm  hopeful  that  with  your 
continued  support  of  medical  research,  those  changes  will  come 
soon. 

Thank  you. 

Dr.  TOBACK.  Mr.  Chairman,  members  of  the  subcommittee,  I'm 
delighted  to  be  here  today.  I  bring  greetings  from  Hugo 
Sonenschein,  President  of  the  University  of  Chicago,  where  I  have 
been  a  professor  of  medicine  for  more  than  20  years,  conducting  re- 
search, teaching  and  treating  patients  with  kidney  disease.  When 
I  was  a  child,  my  best  friend,  who  was  a  gifted  athlete,  was  crip- 
pled by  polio.  As  I  grew  up,  I  learned  that  better  leg  braces  and 
iron  lungs  did  not  prevent  this  disease.  It  was  the  national  commit- 
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ment  to  basic  biological  and  clinical  research  that  overpowered  this 
dreadful  condition. 

From  the  beginning,  my  training  in  research  has  been  supported 
by  the  NIH.  And  I  am  truly  grateful  to  sit  here  today  and  express 
my  gratitude  for  that.  I  have  worked  mostly  to  discover  new  growth 
factors  made  by  kidney  cells  that  hopefully  will  repair  the  organ 
after  it  is  injured. 

There  has  never  been  a  nation  with  more  highly  trained  and 
driven  men  and  women  who  yearn  to  understand  the  biology  of  kid- 
ney disease.  We  are  now  armed  with  increasingly  powerful  re- 
search tools  to  do  the  experimental  work.  The  causes  of  these  dis- 
eases at  the  molecular  level  are  largely  unknown.  But  limited  re- 
search funding  prevents  aspiring  young  physician  scientists  from 
choosing  careers  in  kidney  disease.  And  even  more  senior  investiga- 
tors like  myself  find  that  I  spend  most  of  my  time  writing  research 
grants,  because  it  is  so  difficult  to  get  them  funded  in  the  current 
competitive  climate. 

I  urge  you  to  continue  your  vigorous  support,  Mr.  Chairman,  for 
the  NIH  budget  by  making  a  long  term  commitment  to  research 
into  the  causes  of  kidney  disease.  The  new  knowledge  from  this  en- 
terprise will  become  the  basis  for  both  prevention  and  treatment. 
This  will  allow  us,  one  day,  to  place  dialysis  machines  next  to  iron 
lungs  as  artifacts  on  the  road  to  medical  progress. 

I'd  like  to  turn  it  back  to  Dr.  Couser. 

Dr.  Couser.  Thanks  very  much. 

I  realize  we're  running  over  time  here,  and  let  me  just  close  by 
personalizing  a  little  bit  what  Dr.  Toback  said.  I  think  we  face  not 
only  the  problem  of  lack  of  research  funding  for  kidney  disease,  but 
a  dying  enterprise  in  this  country  in  biomedical  research.  If  I  were 
to  say  to  you  that  you  had  the  opportunity  to  run  for  Congress,  but 
your  chances  of  getting  elected  are  about  13  percent,  which  is  the 
chance  of  a  new  investigator  getting  a  research  grant  funded  these 
days,  and  in  order  to  make  that  run,  you're  going  to  have  a  five 
year  campaign,  which  is  how  long  it  takes  to  be  trained  to  apply 
for  a  research  grant  in  this  country.  And  during  that  five  year  cam- 
paign, you're  going  to  be  paid  $30,000  a  year,  which  is  what  we  pay 
physicians  training  to  do  research,  I  would  wonder  how  many  of 
you  in  Congress  would  want  to  make  that  run.  And  I  think  you  can 
ask  how  many  physicians  among  the  best  and  the  brightest  are 
going  to  want  to  choose  these  careers.  We  have  a  major  problem 
with  the  future  of  the  entire  biomedical  research  industry  in  this 
country,  not  just  in  kidney  disease,  but  in  general.  Our  rec- 
ommendation, to  close  for  the  American  Society  of  Nephrology,  we 
understand  that  the  President's  budget  will  request  a  1.77  percent 
increase  in  funding  for  NIDDK.  We  would  endorse  that.  The  bio- 
medical inflator  research  index  is  4.7  percent.  If  you  add  those  two 
together,  it  comes  to  6.5  percent,  which  is  the  figure  that's  been  en- 
dorsed by  the  Ad  Hoc  Group  for  Biomedical  Research  and  by  sev- 
eral of  the  other  people  who  have  testified  this  morning.  And  it's 
the  figure  that  we  would  ask  you  to  consider  for  funding  for  NIH 
and  NIDDK  in  1997. 

Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Introduction 


Mr.  Porter,  Mr.  Obey  and  Members  of  the  Subcommittee-  my  name  is  William  G.  Couser,  M.D. 
and  I  am  the  President  of  American  Society  of  Nephrology,  the  largest  organization  representing 
physicians  and  researchers  who  are  committed  to  finding  a  cure  for  the  increasing  problem  of 
kidney  disease  in  the  country.  I  am  extremely  grateful  for  the  opportunity  to  provide  public 
witness  testimony  on  behalf  of  our  6,500  members  in  support  of  the  National  Institutes  of  Health 
and  particularly  the  National  Institute  of  Diabetes,  Digestive  and  Kidney  Diseases  which 
provides  funding  for  most  of  the  kidney  research  in  this  country. 

To  emphasize  the  pints  I  want  to  make  to  you  today,  I  have  asked  two  other  individuals  from 
Chicago  to  join  me  at  the  table.  On  my  left  is  Dr.  Elziena  Dawson  who  is  the  Administrator  of 
the  Medicare  Reimbursement  Program  in  the  Chicago  Public  Schools.  Dr.  Dawson  has  had  an 
outstanding  career  in  the  field  of  public  education  but  is  now  a  patient  with  end  stage  renal 
disease  on  dialysis  in  the  Chicago  area.  Dr.  Dawson  would  like  to  share  with  you  this  morning 
some  of  her  personal  observations  on  the  impact  of  chronic  renal  failure  on  her  health  and  career. 

On  my  right  is  Dr.  Gary  Toback.  a  member  of  ASN,  and  a  professor  and  researcher  at  the 
University  of  Chicago,  who  has  devoted  his  career  to  kidney  research  and  can  speak  personally 
of  the  impact  of  restrictions  in  federal  research  funding  on  his  efforts  and  those  of  his  colleagues 
to  find  a  cure  for  kidney  disease. 

Before  calling  on  Drs.  Dawson  and  Toback,  Mr.  Chairman,  let  me  share  with  the  committee 
some  basic  information  on  the  magnitude  of  the  problem  of  kidney  disease  we  are  discussing. 


The  number  of  patients  like  Dr.  Dawson  with  end  stage  renal  disease  now  exceeds  300,000  in 
this  country.  This  number  increases  by  about  8%  every  year,  and  unless  something  is  done  to 
reduce  the  incidence  of  these  diseases,  the  number  of  patients  with  kidney  failure  in  this  country 
will  double  in  the  next  seven  years.  The  incidence  rate  of  193  patients  with  end  stage  renal 
disease  per  million  population  in  the  United  States  is  the  highest  in  the  world.  In  your  state  alone, 
Mr.  Porter,  the  number  of  people  undergoing  treatment  as  a  consequence  of  diabetic  kidney 
disease  has  increased  from  327  in  1980  to  1,953  in  1989  or  over  495%.  In  your  state  Mr.  Obey, 
the  number  of  patients  undergoing  treatment  for  end  stage  renal  disease  related  to  diabetes 
increased  from  196  in  1980  to  915  in  1989,  an  increase  of  over  365%. 

Attached  to  my  statement  are  tables  that  show  for  each  state  the  dramatic  rate  of  increase  of 
people  on  dialysis  as  a  consequence  of  diabetic  Kidney  disease.  More  Current  figures  reporting 
the  statistic  through  1992  are  to  be  released  later  in  the  Spring  by  CDC.  They  will  show  that  the 
problem  continues  to  grow  worse. 

ESRD  is  four  times  more  common  in  patients  over  65  than  in  younger  patients  and  four  times 


Incidence 
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more  likely  to  affect  minorities  in  this  country.  Although  African-Americans  comprise  less  than 
13%  of  the  entire  U.S.  population,  they  account  for  over  30%  of  patients  with  ESRD. 

Direct  Costs  of  ESRD  to  the  Nation 

As  the  committee  is  well  aware,  over  90%  of  patients  with  ESRD  and  patients  receiving  kidney 
transplants  are  covered  by  Medicare.  Because  Congress  in  1972  amended  the  Social  Security  Act 
to  expand  Medicare  coverage  to  include  patients  with  ESRD,  kidney  disease  represents  the  single 
largest  disease  expenditure  in  the  Medicare  program.  Between  1970  and  1991,  the  portion  of  the 
entire  Medicare  population  accunted  for  by  ESRD  increased  500%  from  0.1%  to  0.5%  of  the 
entire  Medicare  population. 

Because  of  these  dramatic  increases  in  the  number  of  patients  being  treated  which  were  not 
anticipated  in  1972,  the  cost  of  kidney  disease  to  U.S.  taxpayers  through  the  Medicare  program  is 
enormous.  In  1995,  it  exceeded  8.5  billion  dollars  and  has  grown  about  5%  each  year.  The  total 
direct  cost  is  now  over  12  billion  dollars  when  private  sector  payments  are  included.  This 
increase  in  cost  has  occurred  despite  the  fact  that  payments  for  dialysis  treatments  in  constant 
dollars  have  actually  decreased  since  1972,  a  truly  remarkable  example  of  federal  cost 
containment.  In  addition  to  the  enormous  costs  of  the  ever  increasing  number  of  dialysis 
treatments  necessary  to  keep  these  patients  alive,  patients  with  ESRD  are  also  hospitalized  more 
(17.9  days  per  year  in  patients  over  65  compared  to  2.8  days  per  year  in  the  general  population) 
and  suffer  from  reduced  employment  as  a  consequence  of  their  disease. 

NIH  funded  kidney  research  will  be  approximately  $122.3  million  this  year  or  just  a  little  more 
than  1%  of  the  direct  cost  to  the  nations  of  End-stage  Renal  Disease.  It  is  my  view  and  the  view 
of  the  members  of  the  American  Society  of  Nephrology  that  an  investment  in  research  is  the  only 
realistic  opportunity  we  have  to  reduce  the  enormous  Medicare  costs  and  human  suffering 
imposed  by  ESRD. 

What  Causes  ESRD? 

The  major  causes  of  ESRD  are  diabetes  (26%),  hypertension  (24%),  glomerulonephritis  (20%), 
and  polycystic  kidney  disease  (10%).  Hypertension  and  diabetes  both  affect  minorities 
disproportionately  accounting  for  the  increased  incidence  of  ESRD  in  the  minority  population. 
Diabetes  is  also  the  most  common  cause  of  kidney  failure  in  Native  Americans.  Unlike  most 
kidney  diseases,  diabetes  is  also  a  disease  which  causes  kidney  failure  in  more  women  than  men. 

What  are  the  effects  of  ESRD  on  Quality  of  Life? 

Medical  research,  made  possible  largely  through  Congressional  support,  has  given  the  men 
women,  and  children  who  suffer  from  chronic  renal  failure  hope.  Thirty-five  years  ago,  ESRD 
patients  died.  Dialysis  technology  was  in  its  infancy,  available  only  for  patients  with  acute  rather 
than  total  renal  failure.  Kidney  transplants  were  only  a  dream. 
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Since  then,  millions  of  Americans  have  benefitted  from  dialysis  or  kidney  transplants.  However, 
while  treatment  often  prolongs  life,  ESRD  remains  a  serious  medical  condition.  There  is  a 
misconception  that  the  dialysis  patient  is  able  to  live  a  full,  active  life.  Sadly,  that  is  not  the  case. 
Dialysis  does  not  simply  mean  being  hooked  up  to  a  machine  three  hours  a  day,  three  times  a 
week.  Dialysis  patients  suffer  common  bouts  of  anemia,  nausea,  fatigue,  low  blood  pressure, 
chills,  and  itching  (due  to  impurities  in  the  blood).  The  body  has  difficulty  adjusting  to  the 
frequent  changes  in  toxicity  levels,  as  toxins  are  removed  and  then  build  back  up  prior  to  the  next 
dialysis.  Many  patients  suffer  depression,  due  to  feeling  dependancy,  vulnerability,  and  illness. 

The  mortality  rate  for  ESRD  patients  is  very  high.  Approximately  50%  of  dialysis  patients  die 
within  years  after  they  begin  treatment.  The  life  expectancy  of  ESRD  patients  aged  49  is  less 
than  7  years,  an  expected  loss  of  23  years  of  life. 

What  can  Research  offer  to  patients  with  Kidney  Disease? 

Nephrology  research  offers  major  opportunities  for  breakthroughs  in  understanding  and  treating 
each  of  the  principle  causes  of  ESRD.  For  example,  in  diabetes,  15  years  of  basic  NIH  supported 
research  established  the  role  of  increased  blood  pressure  in  the  kidney  itself  as  an  important 
cause  of  the  loss  of  kidney  function.  These  findings  stimulated  a  recent  clinical  trial  which 
demonstrated  that  captopril,  a  drug  which  lowers  blood  pressure  in  the  kidney,  could  also  reduce 
the  progression  of  diabetic  kidney  disease  by  about  50%,  a  finding  that  will  save  the  Medicare 
program  an  estimated  2.6  billion  dollars  over  the  next  ten  years. 

In  hypertension,  it  has  long  been  known  that  salt  is  an  important  factor  in  causing  high  blood 
pressure,  but  in  past  year  applications  of  basic  molecular  biology  research  supported  by  NIH  to 
the  kidney  has  demonstrated  that  mutations  in  the  gene  for  a  protein  which  regulates  sodium 
metabolism  in  the  kidney  accounts  for  one  form  of  inherited  hypertension.  This  breakthrough  in 
understanding  one  cause  of  hypertension  provides  new  insights  into  how  this  disorder  may  be 
more  effectively  treated,  a  discovery  of  particular  importance  to  African-Americans  who  are 
uniquely  susceptible  to  salt  sensitive  hypertension. 

A  similar  molecular  breakthrough  has  occurred  in  polycystic  kidney  disease  research  where  ten 
years  of  NIH  research  support  led  in  1994  to  the  identification  of  the  gene  that  causes  this 
inherited  kidney  disease.  Although  identification  of  a  gene  which  causes  a  disease  is  a  major 
breakthrough  in  understanding  that  disease,  much  more  research  is  necessary  before  this 
observation  can  be  translated  into  measures  which  will  prevent  or  cure  polycystic  kidney  disease. 

Mr.  Chairman,  I  would  now  like  to  ask  Drs.  Dawson  and  Toback  from  the  Chicago  area  to  speak 
to  you  briefly  to  emphasize  the  impact  of  kidney  disease  on  productive  members  of  our  society 
and  to  personalize  for  you  the  frustrations  currently  faced  by  members  of  the  kidney  research 
community  who  are  continuously  obstructed  in  their  efforts  to  find  cures  for  these  diseases  not 
by  scientific  limitation  but  by  restrictions  in  federal  research  funding.  At  the  conclusion  of  their 
testimony,  I  will  summarize  for  you  what  requests  the  American  Society  of  Nephrology  would 
like  to  make  of  your  committee. 
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ASN  Request  for  1997 

One  need  look  no  further  than  the  professional  judgement  budget  of  the  NIH  for  an  indication  of 
the  range  of  research  opportunities  that  now  exist.  The  professional  judgment  of  the  NIH  is  that  it 
could  productively  invest  a  6.5  percent  increase  over  FY  1996  in  the  coming  fiscal  year.  The 
American  Society  of  Nephrology  supports  this  judgement  as  the  best  and  most  reliable  estimate 
of  the  minimum  level  of  funding  needed  to  sustain  the  high  standard  of  scientific  achievement 
attained  by  NIH. 

More  specifically,  for  NIDDK  and  kidney  research,  it  is  our  understanding  that  the  President  will 
request  an  increase  of  1 .77%  over  the  1996  level.  We  would  urge  that  the  Presidents' s  request  be 
supported  but  be  added  to  the  biomedical  research  inflation  index  of  4.7%.  This  will  yield  an 
increase  of  6.5%. 

Mr.  Chairman,  that  concludes  our  statements  and  we  are  prepared  to  answer  your  questions. 
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!  Table  8.14:  Number  of  People  Undergoing  Treatment  for  End-stage  Renal  Disease  Related  to 
i  Diabetes,  by  State  of  Residence  and  Year,  1980-1989   ^^^^ 


—  

State 
Alabama 

1QJM 
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74 

1981 

93 

1982 

1  97 
It/ 
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1  Q7 
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D 

a 

a 

13 

1 9 

9n 
2U 

26 

29 

9Q 

Arizona 

123 

144 

198 

280 

354 

417 

526 

606 

725 

855 

Arkansas 

21 

37 

CO 
99 

9  1 

132 

1 D9 

9ftA 

238 

293 

i 

California 

506 

875 

1315 

1791 

2243 

2805 

3422 

3836 

4241 

5056 

Colorado 

67 

76 

101 

149 

187 

999 

99C 

use 

388 

512 

Connecticut 

115 

149 

1  d\J 

99Q 

JO© 

TOO 
009 

ei9 

9  I  i 

C.71 
9/1 

Delaware 

9A 

OK 

36 

9,7 

o/ 

47 

65 

81 

97 

131 

163 

Dist  of  Columbia 

At 

D  1 

89 

109 

140 

194 

205 

208 

220 

231 

Florida 

188 

360 

SET 
99  f 

797 

lot 

Q47 

1  iee 

1  199 

1 440 

1752 

1  Q4e 

1  5*^9 

919Q 
tits 

Georgia 

loo 

too 

9. 70 

464 

569 

695 

816 

970 

1076 

1256 

Hawaii 

74 

99 

1  r\s> 
I  wo 

109 

106 

137 

1 78 

246 

293 

330 

Idaho 

ID 

1  Q 

1  5» 

30 

43 

51 

55 

75 

91 

1 15 

132 

Illinois 

327 

498 

C99 

7QO 

049 

1 180 

1408 

1598 

1 762 

1953 

Indiana 

144 

205 

9AQ 
t**9 

473 

515 

644 

753 

814 

Iowa 

59 

an 

197 
It/ 

174 

215 

273 

318 

336 

369 

427 

Kansas 

fin 
DO 

fill 
BO 

190 

153 

193 

99  e; 

236 

252 

307 

340 

Kentucky 

7n 

/Q 

135 

184 

249 

296 

354 

416 

461 

518 

Louisiana 

OA 

197 

162 

227 

310 

389 

482 

570 

717 

883 

Maine 

]j 

24 

36 

48 

55 

73 

79 

105 

116 

129 

Maryland 

09 

153 

219 

280 

368 

482 

544 

623 

693 

839 

Massachusetts 

199 

250 

306 

357 

402 

442 

507 

551 

604 

726 

Michigan 

900 

310 

439 

595 

726 

891 

1086 

1204 

1378 

1640 

Minnesota 

144 

197 

267 

342 

429 

496 

582 

678 

748 

839 

Mississippi 

47 

75 

109 

139 

194 

244 

278 

319 

396 

475 

Missouri 

60 

125 

218 

288 

372 

479 

549 

634 

741 

861 

Montana 

■  o 

£9 

27 

35 

53 

65 

75 

90 

1 10 

144 

Nebraska 

99 

78 

91 

113 

127 

137 

160 

182 

211 

264 

Nevada 

19 

18 

33 

41 

50 

60 

84 

113 

122 

157 

New  Hampshire 

16 

21 

29 

39 

49 

57 

68 

89 

101 

128 

New  Jersey 

99.9 

99«; 

«J<69 

615 

738 

869 

1029 

1111 

1222 

1356 

New  Mexico 

99 

99 

«*& 

R9 

104 

138 

154 

195 

226 

293 

347 

New  York 

AKK 
499 

cop 

901 

1 140 

1397 

1635 

1969 

2257 

2597 

2907 

North  Carolina 

171 

1  f  1 

mi 

393 

486 

641 

751 

905 

1012 

1196 

North  Dakota 

20 

91 

9ft 

41 

55 

57 

70 

88 

103 

132 

Ohio 

oYB 

049 

800 

953 

1 158 

1365 

1593 

1841 

2022 

Oklahoma 

Or 

BO 

19JS 
1  <39 

182 

237 

275 

346 

402 

516 

591 

Oregon 

9K 

J9 

99 

1H9 

150 

170 

219 

267 

335 

379 

432 

Pennsylvania 

457 

535 

672 

832 

1085 

1288 

1515 

1756 

2005 

2254 

Rhode  Island 

9rt 

Zv 

99 

9A 

44 

55 

70 

72 

96 

116 

136 

South  Carolina 

93 

132 

186 

244 

322 

A97 

509 

579 

661 

768 

OUUUI  Ummnim 

14 

27 

35 

44 

62 

81 

89 

105 

128 

136 

Tennessee 

66 

101 

159 

237 

305 

359 

436 

527 

612 

751 

Texas 

415 

601 

892 

1159 

1447 

1802 

2079 

2450 

2936 

3568 

Utah 

55 

72 

83 

106 

157 

186 

220 

242 

277 

303 

Vermont 

13 

20 

34 

31 

36 

46 

55 

60 

65 

76 

Virginia 

156 

201 

289 

396 

521 

660 

732 

808 

919 

1061 

Washington 

107 

121 

155 

194 

266 

362 

413 

475 

577 

691 

West  Virginia 

42 

56 

78 

119 

144 

170 

206 

244 

280 

311 

Wisconsin 

196 

226 

300 

360 

446 

499 

582 

671 

772 

915 

Wyoming 

7 

11 

19 

21 

26 

35 

37 

46 

47 

58 

506 

 Chapter  o 


Table  8.15:  (continued)  Number  of  Persons  Initiating  Treatment  for  End-Stage  Renal  Disease 
Related  to  Diabetes  and  Rate  per  100,000  Population,  by  State  of  Residence  and  Year,  1980-1! 


1985 

1986 

1987 

1988 

1989 

State 

No. 

Rate 

No. 

Rate 

No. 

Rate 

No. 

Rate 

No. 

Rate 

Alabama 

110 

2.77 

131 

3.28 

169 

421 

167 

4.15 

234 

5.81 

Alaska 

3 

0.56 

11 

2.02 

9 

1.67 

8 

1.48 

17 

3.11 

Arizona 

135 

4.24 

182 

5.50 

184 

5.35 

222 

6.28 

271 

7.48 

Arkansas 

63 

2.71 

71 

3.04 

104 

4.44 

100 

427 

115 

4.90 

vatliun  lla 

1010 

3.82 

1164 

4.29 

1190 

428 

1239 

4.35 

1696 

5.80 

Colorado 

79 

2.46 

128 

3.95 

117 

3.59 

131 

4.01 

159 

4.85 

f^rtnnAftkM  it 

150 

4.68 

130 

4.03 

149 

4.59 

125 

3.82 

166 

5.06 

Dataware 

24 

3.88 

30 

4.78 

29 

4.55 

44 

6.79 

53 

8.05 

Dist  of  Columbia 

70 

11.03 

53 

8.30 

42 

6.59 

42 

6.66 

59 

9.45 

Florida 

409 

3.60 

539 

4.62 

584 

4.87 

575 

4.67 

605 

4.79 

Georgia 

216 

3.62 

256 

4.21 

308 

4.96 

290 

4.59 

390 

6.08 

57 

5.48 

75 

7.13 

103 

9.64 

97 

8.98 

98 

8.95 

Idaho 

16 

1.61 

28 

2.83 

31 

3.15 

36 

3.65 

44 

4.42 

Illinois 

433 

3.80 

458 

4.02 

490 

4.30 

496 

4.35 

548 

4.80 

Indiana 

150 

2.75 

153 

2.80 

224 

4.09 

238 

4.33 

219 

3.96 

Iowa 

86 

3.04 

101 

3.62 

72 

2.60 

98 

3.54 

124 

4.48 

Kansas 

64 

2.64 

51 

2.10 

76 

3.11 

90 

3.65 

100 

4.04 

Kentucky 

95 

2.57 

112 

3.04 

140 

3.80 

134 

3.64 

142 

3.86 

Louisiana 

120 

2.72 

175 

3.97 

187 

4.30 

247 

5.76 

317 

7.45 

Maine 

23 

1.98 

25 

2.14 

39 

329 

29 

2.41 

33 

2.71 

Maryland 

179 

4.06 

160 

3.57 

192 

420 

195 

4.19 

270 

5.71 

Massachusetts 

118 

2.01 

154 

2.61 

146 

2.46 

161 

2.69 

245 

4.07 

Michigan 

306 

3.37 

371 

4.06 

345 

3.75 

444 

4.82 

548 

5.92 

Minnesota 

128 

3.06 

147 

3.50 

182 

4.30 

170 

3.96 

198 

4.56 

Mississippi 

80 

3.09 

86 

3.32 

98 

3.79 

125 

4.84 

147 

5.71 

Missouri 

172 

3.44 

166 

3.30 

207 

4.09 

222 

4.37 

263 

5.16 

Montana 

20 

2.43 

19 

2.33 

26 

323 

29 

3.62 

49 

6.13 

Nebraska 

39 

2.46 

45 

2.86 

52 

3.32 

64 

4.07 

83 

527 

Nevada 

23 

2.42 

35 

3.57 

43 

4.20 

38 

3.53 

55 

4.84 

New  Hampshire 

21 

2.11 

18 

1.76 

30 

2.85 

29 

2.68 

39 

3.53 

New  Jersey 

303 

4.00 

345 

4.53 

338 

4.41 

394 

5.11 

425 

5.50 

New  Mexico 

45 

3.13 

74 

5.06 

64 

4.33 

115 

7.72 

102 

6.78 

New  York 

517 

2.91 

666 

3.73 

688 

3.85 

811 

4.52 

866 

4.82 

Worth  Hamlina 

232 

3.71 

228 

3.61 

295 

4.61 

285 

4.40 

383 

5.83 

North  naknta 

11 

1.62 

22 

3.29 

26 

3.93 

32 

4.88 

47 

727 

Ohio 

388 

3.61 

437 

4.07 

496 

4.61 

540 

5.00 

550 

5.08 

Oklahoma 

95 

2.90 

126 

3.87 

129 

4.02 

193 

6.09 

179 

5.68 

74 

2.77 

84 

3.13 

105 

3.89 

107 

3.90 

126 

4.52 

Panncvhsania 

r  ci  bi  tdy  i  vcu  iia 

425 

3.61 

504 

4.28 

536 

4.54 

581 

4.90 

659 

5.55 

Rhode  Island 

23 

2.37 

20 

2.05 

39 

3.94 

45 

4.52 

42 

420 

South  Carolina 

163 

4.93 

151 

4.52 

180 

5.32 

192 

5.63 

241 

6.97 

South  Dakota 

31 

4.44 

21 

3.02 

34 

4.88 

39 

5.59 

28 

4.02 

Tennessee 

119 

2.52 

135 

2.85 

178 

3.72 

189 

3.92 

254 

523 

Texas 

609 

3.74 

638 

3.85 

756 

4.55 

930 

5.58 

1169 

6.96 

Utah 

50 

3.04 

61 

3.67 

61 

3.63 

71 

420 

62 

3.63 

Vermont 

16 

3.02 

11 

2.06 

15 

2.78 

15 

2.73 

22 

3.94 

Virginia 

233 

4.08 

197 

3.39 

209 

3.52 

272 

4.50 

315 

5.15 

Washington 
West  Virginia 

134 

3.04 

110 

2.47 

124 

2.74 

179 

3.86 

213 

4.49 

55 

2.88 

83 

4.41 

75 

4.04 

88 

4.81 

90 

4.98 

Wisconsin 

123 

2.59 

162 

3.41 

179 

3.75 

206 

427 

253 

521 

Wvominq 

15 

3.00 

7 

1.41 

14 

2.93 

11 

2.36 

19 

4.14 
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Mr.  Porter.  Dr.  Dawson,  is  it  permitted  to  ask  how  you  lost  your 
kidneys?  Was  it  trauma  or  disease? 
Dr.  Dawson.  It  was  lupus  nephritis. 
Mr.  Porter.  It  was? 
Dr.  Dawson.  Yes. 

Mr.  Porter.  Well,  Dr.  Couser,  we  thank  you  and  we  thank  our 
two  colleagues  from  Chicago.  Nice  to  see  both  of  you  here.  And  we 
very  much  appreciate  your  testimony  today. 


Thursday,  February  29,  1996. 

WITNESS 

SUSAN  L.  WEINER,  NORTH  AMERICAN  BRAIN  TUMOR  COALITION 

Mr.  Porter.  Susan  L.  Weiner,  Vice  Chair  of  the  North  American 
Brain  Tumor  Coalition. 

Ms.  Weiner.  Mr.  Chairman  and  members  of  the  subcommittee, 
thank  you  for  the  opportunity  to  testify  about  the  funding  of  brain 
tumor  research.  I  am  Susan  Weiner,  Vice  Chair  of  the  North  Amer- 
ican Brain  Tumor  Coalition,  a  network  of  charitable  organizations 
dedicated  to  eradicating  brain  tumors.  I'm  also  the  mother  of  Adam 
Weiner,  a  child  who  died  at  age  13,  after  living  his  entire  life  with 
a  brain  tumor. 

The  North  American  Brain  Tumor  Coalition's  eight  member  or- 
ganizations have  awarded  over  $10  million  in  private  funds  to  sup- 
port research  of  brain  tumors.  As  the  Coalition,  we  seek  to  raise 
public  awareness  of  the  problem  of  brain  tumors,  advocate  for  in- 
creased research  funding  and  ready  access  to  quality  health  care, 
and  serve  as  the  voice  of  brain  tumor  patients  on  other  issues  af- 
fecting them. 

The  Coalition  offers  a  special  thank  you  to  you,  Chairman  Porter, 
and  other  members  of  the  subcommittee,  for  their  leadership  in  se- 
curing a  substantial  increase  in  fiscal  year  1996  funding  for  the 
National  Institutes  of  Health.  We  applaud  your  understanding  of 
the  importance  of  Federal  support  for  biomedical  research  and  your 
persistent  advocacy  for  patients  whose  very  survival  depends  upon 
research  advances. 

The  Coalition's  fundraising  successes  and  those  of  other  private 
voluntary  health  organizations  remain  only  a  supplement  to  feder- 
ally-supported biomedical  research  enterprise.  We  believe  the  6.5 
percent  increase  for  NIH  that  has  been  advocated  by  many  re- 
search organizations  and  patient  groups  today  is  a  responsible  and 
ambitious  goal  for  the  fiscal  year  1997.  We  will  continue  to  work 
for  increased  biomedical  research  funding  so  that  researchers  can 
take  advantage  of  exciting  new  research  opportunities. 

I  would  like  to  concentrate  my  remarks  on  brain  tumor  research. 
The  Coalition's  written  statement  also  addresses  health  insurance 
reform  and  managed  care.  We  find  that  the  mention  of  the  Coali- 
tion and  its  activities  routinely  elicits  the  response,  yes,  I  have  a 
friend  or  family  member  who  was  diagnosed  with  a  brain  tumor. 
Several  of  your  colleagues  in  Congress,  their  children  or  their 
spouses,  have  been  diagnosed  with  a  brain  tumor  this  past  year. 

Brain  tumors  are  not  rare,  but  patients  and  their  families  are 
often  reluctant  to  discuss  them,  because  of  fears  about  the  diag- 
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nosis  and  the  prognosis.  Each  year,  over  100,000  people  in  the 
United  States  and  10,000  people  in  Canada  will  be  diagnosed  with 
a  primary  or  metastatic  brain  tumor.  Brain  tumors  can  be  malig- 
nant or  benign.  In  either  case,  they  can  be  life  threatening.  If  a 
brain  tumor  is  malignant,  there  is  only  a  27  percent  chance  of  sur- 
viving five  years.  For  children  under  age  15  and  for  young  adults 
up  to  age  30,  brain  tumors  are  the  second  leading  cause  of  cancer 
death.  The  incidence  of  brain  tumors,  particularly  in  the  elderly,  is 
increasing.  The  reason  for  the  increase  is  unknown. 

Brain  tumors  pose  special  research  and  clinical  challenges.  Be- 
cause the  brain  is  the  control  center  for  thought,  emotion  and 
movement,  brain  tumors  have  a  devastating  impact  on  who  we  are 
and  how  we  live.  Currently  available  treatment,  surgery  often  in 
conjunction  with  radiation  and  chemotherapy,  can  themselves  have 
damaging  consequence.  Brain  tumor  survivors  often  require  long 
term  rehabilitative  care  and  must  depend  on  others  for  day  to  day 
assistance. 

Patient  or  research  organizations  who  come  before  this  sub- 
committee often  list  research  accomplishments  that  are  the  result 
of  NIH  funding  or  improvements  in  patient  survival  that  are  attrib- 
utable to  NIH-sponsored  research.  Unfortunately,  we  cannot  share 
a  list  of  dramatic  breakthroughs  in  brain  tumors  treatment,  even 
though  the  outlook  for  these  patients  is  slightly  improved.  The  ge- 
netic and  molecular  biology  of  brain  tumors  is  extremely  complex. 

Brain  tumor  research  opportunities  are  many  and  are  a  cause  for 
optimism.  The  need  for  attention  to  this  research  area  is  keen. 

Brain  tumor  research  is  conducted  at  both  the  National  Institute 
of  Neurological  Disorders  and  Stroke  and  at  the  National  Cancer 
Institute.  NINDS  funds  approximately  $10  million  in  research  re- 
lated to  brain  tumors,  and  NCI  about  $50  million.  There  are  also 
brain  tumor  research  efforts  at  other  institutes,  including  some  col- 
laborative activities. 

The  Coalition  believes  that  the  funding  of  brain  tumor  research, 
both  through  NINDS  and  NCI,  is  appropriate  and  should  continue, 
but  there  should  be  improved  communication  and  coordination  be- 
tween NINDS  and  NCI  regarding  their  brain  tumor  research  ef- 
forts. Through  improved  communication,  we  believe  that  the  insti- 
tutes can  achieve  a  synergy  from  their  separate  research  programs. 

Because  of  the  complexities  of  brain  tumors,  a  balance  of  funding 
for  basic,  clinical  and  translational  research  in  this  area  is  essen- 
tial. We  are  particularly  concerned  that  there  be  adequate  funding 
of  translational  research.  This  will  ensure  that  the  basic  research 
findings  of  bench  scientists  are  translated  into  better  treatments 
for  patients  with  brain  tumors,  and  that  the  successes  and  failures 
of  clinical  research  directly  inform  the  work  of  basic  scientists.  We 
need  to  begin  to  measure  clinical  improvements  resulting  from  new 
treatment  in  years,  not  months. 

Thank  you  again  for  your  advocacy  for  biomedical  research,  and 
for  the  patients  whose  lives  and  hopes  depend  on  it.  The  North 
American  Brain  Tumor  coalition  appreciates  the  opportunity  to  tes- 
tify today,  and  looks  forward  to  working  with  you  in  this  session 
of  Congress. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  SUSAN  L.  WEINER 
NORTH  AMERICAN  BRAIN  TUMOR  COALITION 
BEFORE  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE 
FOR  LABOR,  HEALTH  AND  HUMAN  SERVICES 
AND  EDUCATION 
FEBRUARY  29, 1996 

Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  testify  about  the  funding  of  brain  tumor  research.  I  am  Susan  L.  Weiner,  Vice  Chair  of  the 
North  American  Brain  Tumor  Coaiition,  a  network  of  charitable  organizations  dedicated  to 
eradicating  brain  tumors.  I  am  also  the  mother  of  Adam  Weiner,  a  child  who  died  at  age  13,  after 
living  his  entire  life  with  a  brain  tumor. 

The  North  American  Brain  Tumor  Coalition's  eight  member  organizations 
concentrate  on  raising  funds  from  private  sources  for  the  support  of  research  related  to  brain 
tumors.  Members  of  the  Coalition  have  raised  and  awarded  over  $  1 0  million  for  research,  and 
our  fundraising  efforts  are  ongoing.  Some  member  organizations  also  sponsor  conferences  for 
patients  and  health  care  professionals,  support  graduate  medical  fellowships,  and  provide 
educational  materials  and  support  services  to  patients  and  families.  As  a  Coalition,  we  seek  to 
raise  public  awareness  of  the  problem  of  brain  tumors,  advocate  for  increased  research  funding 
and  ready  access  to  quality  health  care,  and  serve  as  the  voice  of  brain  tumor  patients  on  other 
issues  affecting  them. 

FY  1996  NIH  FUNDING 

The  Coalition  offers  a  special  thank  you  to  Chairman  Porter  and  other  members  of 
the  Subcommittee  for  their  leadership  in  securing  a  substantial  increase  in  FY  1 996  funding  for 
the  National  Institutes  of  Health  (NIH).  We  applaud  your  understanding  of  the  importance  of 
federal  support  for  biomedical  research  and  your  persistent  advocacy  for  patients  whose  very 
survival  depends  on  research  advances.  While  impressive,  the  Coalition's  private  fundraising  ~ 
and  that  of  other  private  voluntary  health  organizations  -  will  remain  only  a  supplement  to  the 
federally-supported  biomedical  research  enterprise.  We  offer  our  assistance  in  working  with  you 
and  your  colleagues  who  remain  committed  to  funding  biomedical  research  at  levels  that  allow 
researchers  to  take  advantage  of  crucial  new  research  opportunities. 
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FY  1997  NIH  FUNDING 

We  understand  that  other  research  organizations  are  recommending  that  FY  1 997 
funding  for  NIH  be  increased  by  6.5  percent  over  FY  1996.  Advocates  believe  this  level  of 
funding  is  required  to  preserve  and  support  further  progress  in  biomedical  research.  We  urge  you 
to  continue  on  the  path  you  set  for  NIH  in  FY  1 996,  and  the  Coalition  will  work  diligently  in 
support  of  your  efforts. 

BRAIN  TUMORS  AND  BRAIN  TUMOR  RESEARCH 

Brain  tumors  pose  special  research  and  clinical  challenges.  Each  year,  over 
100,000  people  in  the  United  States  and  10,000  people  in  Canada  will  be  diagnosed  with  a 
primary  or  metastatic  brain  tumor.  Brain  tumors  can  be  malignant  or  benign,  and  in  either  case 
they  can  be  life-threatening.  If  the  brain  tumor  is  malignant,  there  is  only  a  27  percent  chance  of 
surviving  five  years.  For  children  under  age  1 5  and  for  young  adults  up  to  age  34,  brain  tumors 
are  the  second  leading  cause  of  cancer  death.  The  incidence  of  brain  tumors,  particularly  in  the 
elderly,  is  increasing,  and  the  reason  for  the  increase  is  unknown. 

Because  the  brain  is  the  control  center  for  thought,  emotion  and  movement,  brain 
tumors  can  have  devastating  impact  on  who  we  are  and  how  we  live.  Currently  available 
treatments  —  surgery,  often  in  conjunction  with  radiation  and  chemotherapy  —  can  themselves 
have  damaging  consequences.  Brain  tumor  survivors  often  require  long-term  rehabilitative  care 
and  must  depend  on  others  for  day-to-day  assistance. 

We  find  that  a  mention  of  the  Coalition  and  its  activities  routinely  elicits  the 
response,  "Yes,  I  have  a  friend  or  family  member  who  was  diagnosed  with  a  brain  tumor." 
Several  of  your  colleagues  in  Congress,  their  children  or  their  spouses,  have  been  diagnosed  with 
brain  tumors  this  past  year.  Brain  tumors  are  not  rare,  but  patients  and  their  families  are  often 
reluctant  to  discuss  them  because  of  fears  about  the  diagnosis  and  the  prognosis. 

Patient  or  research  organizations  who  come  before  this  Subcommittee  often  list 
research  accomplishments  that  are  the  result  of  NIH  funding  or  improvements  in  patient  survival 
that  are  attributable  to  NIH-sponsored  research.  Unfortunately,  we  cannot  share  a  list  of 
dramatic  breakthroughs  in  brain  tumor  treatment,  even  though  the  outlook  for  brain  tumor 
patients  is  slightly  improved.  The  genetic  and  molecular  biology  of  brain  tumors  is  extremely 
complex.  The  basic,  clinical  and  translational  brain  tumor  research  opportunities  are  many  and 
are  a  cause  for  optimism.  The  need  for  attention  to  this  research  area  is  keen. 

Brain  tumor  research  is  conducted  at  both  the  National  Institute  of  Neurological 
Disorders  and  Stroke  (NINDS)  and  at  the  National  Cancer  Institute  (NCI).  NINDS  funds 
approximately  $10  million  in  research  related  to  brain  tumors,  and  NCI  funds  approximately  $50 
million  in  brain  tumor  research.  There  are  brain  tumor  research  efforts  at  other  institutes, 
including  some  collaborative  activities. 


511 


The  Coalition  believes  that  the  funding  of  brain  tumor  research  through  both 
NINDS  and  NCI  is  appropriate  and  should  continue,  but  there  should  be  improved 
communication  and  coordination  between  NINDS  and  NCI  regarding  their  brain  tumor  research 
efforts.  Through  improved  communication,  we  believe  that  the  institutes  can  achieve  a  synergy 
from  their  separate  research  efforts.  Others  interested  in  brain  tumor  research  have  advocated  for 
a  cooperative  venture  between  NCI  and  NINDS  that  would  result  in  the  funding  of  up  to  five 
centers  of  excellence  in  brain  tumor  research.  The  Coalition  has  not  taken  a  position  on  such  an 
effort  and  urges  that  brain  tumor  research  funding  support  the  best  research  opportunities,  and 
that  peer  review  not  be  circumvented  in  any  way. 

Because  of  the  complexities  of  brain  tumors,  a  balance  of  funding  for  basic, 
clinical  and  translational  research  in  this  area  is  essential.  We  are  particularly  concerned  that 
there  be  adequate  funding  of  translational  research.  This  will  ensure  that  the  basic  research 
findings  of  bench  scientists  are  translated  into  better  treatments  for  patients  with  brain  tumors, 
and  that  the  successes  and  failures  of  clinical  research  directly  inform  the  work  of  basic 
scientists.  We  need  to  begin  to  measure  clinical  improvements  resulting  from  new  treatment  in 
years,  not  in  months. 

HEALTH  INSURANCE  REFORM 

I  would  like  to  mention  several  other  issues  that  are  not  necessarily  of  specific 
interest  to  this  Subcommittee,  but  which  you  may  be  asked  to  consider  during  this  Congress. 
The  Coalition  strongly  supports  reform  of  health  insurance  practices  -  including  discrimination, 
pre-existing  conditions  and  lack  of  portability  in  the  group  and  individual  markets  -  that  restrict 
the  availability  of  insurance  for  brain  tumor  patients  and  other  patients  with  chronic  or  terminal 
illnesses.  There  are  several  moderate  health  insurance  reform  packages  pending  in  Congress,  and 
we  urge  you  and  your  colleagues  to  begin  the  process  of  reforming  health  insurance  practices  by 
considering  these  bills.  The  pending  bills  do  not  address  all  of  the  issues  of  concern  to  patients 
with  serious  and  life-threatening  illnesses,  and  additional  reforms  will  likely  be  necessary,  but 
these  bills  are  an  important  beginning.  As  advocates  for  patients,  we  urge  you  to  act  on  them. 

MANAGED  CARE 

An  increasing  number  of  brain  tumor  patients  are  finding  themselves  enrolled  in 
managed  care  plans,  and  in  some  cases,  enrollment  in  managed  care  has  resulted  in  severe  limits 
on  access  to  proper  diagnostic  services  and  specialty  care.  Delays  of  the  sort  experienced  in 
some  managed  care  plans  can  amount  to  a  death  sentence  for  brain  tumor  patients.  The  Coalition 
is  collecting  and  analyzing  information  about  the  treatment  of  brain  tumor  patients  in  managed 
care  plans,  developing  policy  options,  and  determining  the  appropriate  venues  for  further 
discussion  on  this  issue.  We  want  to  alert  you  and  other  members  of  Congress  regarding  our 
strong  concerns  about  managed  care. 
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Thank  you  again  for  your  advocacy  for  biomedical  research  and  for  the  patients 
whose  lives  and  hopes  depend  on  biomedical  research  victories.  The  North  American  Brain 
Tumor  Coalition  appreciates  the  opportunity  to  testify  today  and  looks  forward  to  working  with 
you  in  this  session  of  Congress. 
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Mr.  Porter.  Ms.  Weiner,  I  have  to  say  that  testimony  that's 
given  here  is  not  given  in  a  vacuum.  Just  yesterday,  I  lost  one  of 
my  close  friends  that  I  went  to  college  with  to  a  malignant  brain 
tumor.  And  not  more  than  six  weeks  ago,  we  lost  one  of  our  col- 
leagues in  the  Congress,  former  Congressman  Mike  Synar,  who 
died  at  age  45  of  a  malignant  brain  tumor.  So  when  you  come  to 
testify,  you  are  often  not  working  with  a  blank  slate.  We  all  have 
had  these  terrible  experiences  touch  our  lives  in  one  way  or  an- 
other. And  so  we  take  what  you  say  very,  very  seriously. 

Thank  you  for  being  here. 


Thursday,  February  29,  1996. 

WITNESS 

KRISTIN  THORSON,  THE  FIBROMYALGIA  NETWORK 

Mr.  Porter.  Kristin  Thorson,  President,  the  Fibromyalgia  Net- 
work. 

Ms.  Thorson?  We  just  had  a  vote  called,  and  we  have  about  seven 
minutes.  So  I'm  going  to  try  and  divide  it  between  you  and  the  next 
witness.  Because  we'll  otherwise  have  to  be  in  recess  for  a  long 
time. 

Ms.  THORSON.  I  understand.  Thank  you. 

Mr.  Chairman  and  members  of  this  committee,  it's  an  honor  to 
be  here  today  to  provide  you  with  testimony  on  the  fibromyalgia 
syndrome  and  overlapping  chronic  pain  disorders  that  tend  to  clus- 
ter within  this  patient  population. 

Fibromyalgia  syndrome  is  not  a  rare  disease.  It  affects  roughly 
2  percent  of  the  general  population,  mostly  women.  Treatments  for 
this  condition  are  not  very  effective,  and  it's  disabling  potential  is 
really  quite  high.  New  data  says  it  might  be  as  high  as  20  percent 
of  the  patient  population,  or  $15  billion  may  be  spent  from  our  U.S. 
economy  on  it  annually. 

As  a  patient,  my  hope  lies  in  research,  not  just  in  the  small  scale 
research,  but  the  large  scale  NIH  funded  research.  And  with  this 
in  mind,  I  would  like  to  address  the  generous  actions  that  this  com- 
mittee has  taken  in  the  past  three  years,  and  the  response  that  it 
has  produced  by  NIAMS,  the  National  Institute  of  Arthritis,  Mus- 
culoskeletal and  Skin  Diseases.  For  all  three  years,  you've  been 
very  generous  to  appropriate  more  money  to  NIAMS.  You  have  also 
encouraged  NIAMS  to  do  more  research  on  fibromyalgia  syndrome. 
In  fact,  in  1995,  you  said,  hey,  make  fibromyalgia  syndrome  a  re- 
search priority.  We  were  very  pleased,  and  you  were  very  generous. 
Unfortunately,  NIAMS  did  not  follow  suit.  They  weren't  quite  so 
kind. 

The  research  funding  level  for  fibromyalgia  syndrome  is  only  $1.4 
billion.  They  didn't  make  us  a  research  priority  as  we  found  out. 
And  we've  always  asked  them,  well,  what's  the  reason?  Why  is  this 
so?  And  they  respond  by  saying,  well,  while  Congress  urged  us  to 
do  more,  they  didn't  give  us  one  red  cent  to  do  it  with.  And  while 
we  know  that  that  isn't  really  true,  what  really  is  true  is  that  you 
didn't  slap  them  with  an  earmark.  You  gave  them  very  encouraging 
language,  and  they  chose  to  accept  is  as  non-biding  and  non-requir- 
ing. 
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Well,  why  can  this  be?  NIAMS  is  a  very  small  piece  of  the  NIH 
budget  pie,  as  many  of  you  have  known  and  commented.  I  know, 
Mr.  Chairman,  you've  made  that  comment  during  a  hearing  pre- 
viously. And  it  could  be  that  because  fibromyalgia  syndrome  is  a 
relatively  new  diagnosis  in  medical  science  that  they  have  trouble 
squeezing  us  into  their  budget.  And  this  may  very  well  be  true. 

I  don't  want  to  paint  a  picture  of  NIAMS  as  being  totally  unco- 
operative. I  want  to  comment  about  something  else.  Recently  the 
NIAMS  collaborated  with  the  Division  of  Research  Grants  to  put 
together  a  combined  special  emphasis  panel  for  fibromyalgia  syn- 
drome and  chronic  fatigue  syndrome.  As  you  may  know,  chronic  fa- 
tigue syndrome  and  fibromyalgia  syndrome  are  largely  overlapping 
conditions,  and  many  researchers  feel  that  they  are  indistinguish- 
able. 

So  why  was  this  action  taken?  Because  our  researchers  in  the 
area  were  not  getting  what  we  would  call  adequate  peer  review. 
Sure,  their  applications  were  being  sent  out  throughout  NIH  to  sci- 
entists, but  not  necessary  scientists  who  knew  squat  about  the 
fibromyalgia  syndrome.  This  created  a  loss  of  faith  in  the  system, 
and  we  believe  that  the  new  special  emphasis  panel  has  rectified 
that. 

Now  that  we  have  a  formal  grant  review  process,  how  can  we 
press  on?  Well,  my  number  one  recommendation,  believe  it  or  not, 
is,  I  would  like  to  propose  that  this  very  generous  committee  once 
again,  for  the  fourth  year,  recommend  that  NIAMS  have  an  in- 
crease in  funding.  And  in  addition  to  that,  make  fibromyalgia  syn- 
drome this  time  a  research  priority. 

Why  do  I  think  that  the  fourth  time  could  be  a  charm?  Well,  we 
have  a  new  director  at  NIAMS,  and  he  seems  very  keen  on  this  re- 
search condition. 

Before  I  go  on  to  the  other  two  proposals,  I'd  like  to  draw  your 
attention  to  the  testimony,  the  diagram  on  page  two.  And  it  really 
just  shows  the  other  chronic  pain  disorders  that  clusters  in 
fibromyalgia  syndrome,  temporomandibular  joint  dysfunction,  irri- 
table bowel  syndrome,  which  we  heard  about  today,  IC,  and  many 
other  chronic  painful  disorders.  And  as  you  can  get  the  idea — 

Mr.  Porter.  Ms.  Thorson,  I'm  sorry  to  have  to  interrupt.  But  I'm 
going  to  have  to  go  to  our  last  witness  if  we're  to  finish  up  the 
morning  before  this  vote  comes. 

We  very  much  appreciate  your  testimony.  I'm  sorry  we've  run 
short  on  our  time.  We  will  certainly  take  your  written  statement 
into  account  in  making  our  deliberations. 

Thank  you  very  much. 

Ms.  Thorson.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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FIBROMYALGIA  SYNDROME  (FMS) 
and  Overlapping  Chronic  Pain  Disorders 

TESTIMONY  TO  THE  U.S.  HOUSE  OF  REPRESENTATIVES  APPROPRIATIONS 
SUBCOMMITTEE  ON  LABOR,  HEALTH  &  HUMAN  SERVICES,  AND  EDUCATION, 
FEBRUARY  29,  1996 

Witness:  Kristin  Thorson  -  President  of  Fibromyalgia  Network,  a  self-help 
organization  with  31,000  patient  members,  and  president  of  The  American 
Fibromyalgia  Syndrome  Association  (AFSA),  an  all-volunteer,  charity  dedicated  to 
raising  funds  for  research.  6380  E.  Tanque  Verde  Rd.,  Ste  A  &  D,  Tucson,  AZ 
85715-  (520)  290-5508. 

Introduction 

Mr.  Chairman  and  Members  of  the  Committee,  I  wish  to  thank  you  for 
implementing  language  on  fibromyalgia  syndrome  (FMS)  last  year  which  called  for  a 
more  collaborative  effort  between  the  National  Institute  of  Arthritis,  Musculoskeletal 
and  Skin  Diseases  (NIAMS),  the  Institute  that  holds  the  responsibility  for  funding 
research  on  FMS.  As  you  may  be  aware,  FMS  produces  chronic  widespread 
muscular  pain  and  a  host  of  other  symptoms  (including  disturbed  sleep),  and  is  often 
diagnosed  by  rheumatologists.  Now,  it  is  my  privilege  to  provide  you  with  an  update 
on  last  year's  accomplishments  and  to  offer  three  suggestions  that  might  help 
improve  and  streamline  NIH's  future  involvement  in  FMS  research. 

In  past  years  we  have  focused  specifically  on  FMS  and  the  related  (if  not  the 
same)  disorder  called  the  chronic  fatigue  syndrome  (CFS).  This  year  we  would  like  to 
take  the  concept  of  overlapping  syndromes  one  step  further  to  include  other  chronic 
pain  disorders  that  tend  to  cluster  in  FMS  patients. 

Most  practicing  physicians  and  researchers  alike  will  tell  you  that  the  chronic 
pain  diagnosis  a  person  first  receives  is  often  colored  by  their  chief  symptom 
complaint.  For  example,  a  person  who  is  overcome  by  extreme  fatigue  and  flu-like 
symptoms  might  consult  an  infectious  disease  expert  and  receive  the  diagnosis  of 
CFS.  A  person  who  has  severe  jaw  pain  might  see  a  dentist  and  be  told  that  they 
have  temporomandibular  joint  dysfunction.  Women  with  pelvic  or  vulvar  pain  might 
be  told  by  a  gynecologist  that  they  have  endometriosis,  dysmenorrhea  or  vulvodynia. 
Women  with  urinary  track  burning  and/or  irritable  bladder  might  be  told  by  a  urologist 
that  they  have  either  female  urethral  syndrome  or  interstitial  cystitis.  Individuals  with 
lots  of  Gl  upset  might  be  handed  the  diagnosis  of  irritable  bowel  syndrome  by  a 
gastroenterologist.  People  with  chronic  headaches  might  be  told  by  a  neurologist  or 
an  internist  that  they  have  migraines  or  tension-type  headaches.  Those  who  are 
baffled  by  irregular  heart  beat  that  may  come  and  go  with  a  sense  of  lightheadedness 
and  weakness  may  be  told  by  a  cardiologist  that  they  have  mitral  valve  prolapse  with 
an  associated  problem  of  dysautonomia.  And,  people  who  appear  to  have  allergic- 
type  symptoms  to  a  number  of  chemicals,  foods  or  odors  may  be  informed  by  an 
allergist  that  they  have  multiple  chemical  sensitivity  syndrome. 
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All  of  the  above  mentioned  disorders  have  five  things  in  common:  (1)  they 
produce  chronic,  painful  symptoms  for  which  there  are  no  universally  effective 
treatments,  (2)  they  occur  predominantly  in  women,  (3)  their  prevalence  in  FMS 
patients  is  substantially  higher  than  it  is  in  the  general  population,  (4)  while  there  is 
little  peripheral  tissue  pathology,  these  disorders  are  characterized  by  aberrant 
neurohormonal  function,  and  (5)  they  are  biologically  different  from  depression  and 
other  chronic  pain  diseases  with  well-defined  pathologies,  e.g.,  rheumatoid  arthritis. 

This  concept  of  "dysfunctional  spectrum  syndrome"  was  first  proposed  in 
1988  by  Muhammad  Yunus,  M.D.,  of  the  University  of  Illinois  and  described  more 
recently  in  his  article  in  Journal  of  Musculoskeletal  Pain,  1 994,  Vol.  2,  No.  3. 
Another  article,  "Fibromyalgia:  More  Than  Just  a  Musculoskeletal  Disease"  published 
in  the  September  1 ,  1 995  journal  of  American  Family  Physician,  also  describes  these 
overlaps.  It  was  written  by  FMS  researcher  Daniel  Clauw,  M.D.,  an  Associate 
Professor  at  Georgetown  University.  The  idea  portrayed  in  these  articles  and,  one 
that  we  would  like  to  focus  on,  is  that  FMS  is  a  constellation  of  many  overlapping 
chronic  pain  disorders.  Ironically,  many  of  the  above  disorders  utilize  similar 
treatments  to  those  currently  being  employed  for  FMS/CFS  —  lending  more  credibility 
to  the  concept  that  they  may  all  be  related. 

A  Venn  diagram  illustrating  the  overlapping  nature  of  these  "other"  chronic 
pain  conditions  is  provided  below  for  clarity.  The  figure  inside  the  main  circle  is  the 
estimated  percentage  of  each  disorder  that  occurs  in  FMS/CFS,  while  the  figure  on 
the  outside  is  the  prevalence  in  the  general  population. 
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Statistics  That  Are  Hard  to  Ignore 

The  prevalence  of  FMS  has  been  documented  to  be  two  percent  of  the  general 
population  of  working  age  people  in  the  United  States  (Arthritis  &  Rheumatism, 
Frederick  Wolfe,  et  al,  Jan.  '95)  and  it  compares  closely  to  that  found  in  several 
other  countries.  The  ratio  of  women  to  men  is  roughly  eight  to  one,  meaning  that 
FMS  afflicts  a  staggering  four  percent  of  women  between  the  ages  of  20-70. 

In  our  1994  testimony,  we  estimated  that  the  total  yearly  drain  on  the  U.S. 
economy  due  to  FMS  was  $9.2  billion.  This  figure  included  $5.3  billion  in  disability 
payments,  $3.9  billion  in  health  care  costs,  and  assumed  a  disability  rate  of  11%. 
Now  a  new  multi-center  study  (coordinated  by  Frederick  Wolfe,  M.D.,  of  Wichita,  KS) 
including  1,668  FMS  patients  surveyed  at  six  different  cities  in  the  U.S.  reveals  that 
25%  (not  1 1  %)  of  individuals  with  FMS  were  currently  or  had  previously  received 
disability  compensation.  Using  this  new  figure,  the  financial  toll  of  FMS  may  be  as 
high  as  $15.9  billion  per  year,  and  this  does  not  include  the  amount  of  pain  and 
emotional  suffering  that  each  of  the  nearly  five  million  Americans  with  FMS  must 
endure  on  a  daily  basis. 

Finding  effective  treatments  for  curbing  the  rising  costs  of  FMS  continues  to 
be  a  challenge.  Numerous  biochemical  abnormalities  have  been  discovered  in  FMS, 
but  a  clear  understanding  of  this  syndrome  and  availability  of  effective  treatments  are 
not  within  reach.  A  more  aggressive  research  program  at  NIH  is  needed  before 
better  treatments  can  be  made  available,  which  in  turn,  will  work  towards  minimizing 
the  disabling  potential  of  this  chronic,  painful  syndrome. 

NIH  Update 

In  response  to  the  Committee's  language  last  year  urging  NIAMS  to  collaborate 
with  other  Institutes,  NIAMS  coordinated  with  the  Division  of  Research  Grants  (DRG) 
to  allow  the  expansion  of  the  existing  Special  Emphasis  Panel  (SEP)  for  CFS  to 
include  FMS.  In  fact  the  modified  CFS  SEP  was  made  effective  February  1 ,  1 996 
(although  NIAMS  has  not  explained  this  change  to  FMS  researchers) .  NIAMS  director 
Stephen  Katz,  M.D.,  Ph.D.,  agreed  that  his  Institute  did  not  have  the  in-house 
expertise  needed  to  oversee  the  grading  of  FMS  grant  proposals.  At  the  same  time, 
the  SEP  for  CFS  (a  syndrome  that's  strikingly  similar  to  FMS)  was  being  under-utilized 
and  the  DRG  accepted  the  responsibility  of  expanding  this  SEP  to  include  FMS. 

The  expanded  CFS/FMS  SEP  makes  use  of  existing  NIH  resources  while 
greatly  enhancing  the  peer-review  process  for  FMS  which  had  been  a  problem  for 
years.  In  the  past,  grant  applications  on  FMS  tended  to  fall  through  the  cracks 
because  there  was  no  procedure  in  place  that  would  route  them  to  an  appropriate 
peer-review  committee.  This  collaborated  effort  between  the  DRG  and  NIAMS  is  an 
excellent  example  of  government  streamlining  that  produces  a  more  effective 
operating  system.  But  why  stop  here  with  the  coordination  of  CFS  and  FMS? 

During  a  September  15,  1995  meeting  between  NIAMS  director  Dr.  Katz  and 
various  FMS  patients  from  around  the  country,  Dr.  Katz  suggested  putting  together  a 
planning  committee  of  expert  researchers  in  the  various  chronic  pain  fields,  as  well  as 
including  representatives  from  interested  Institutes  that  represent  the  overlapping 
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chronic  pain  disorders  that  cluster  in  FMS.  He  also  suggested  that  people  from  the 
Office  of  Research  on  Women's  Health  (ORWH)  be  brought  into  the  discussion.  This 
is  an  excellent  idea  that  we  would  like  to  see  implemented!  Because  FMS  is  likely 
the  most  prevalent  and  potentially  disabling  of  the  chronic  pain  disorders  mentioned 
in  this  testimony,  it  seems  fitting  that  NIAMS  would  be  the  Institute  at  NIH  to  host 
these  planning  sessions  (it  is  assumed  that  the  end  goal  of  coordinating  researchers 
in  different  disciplines  will  require  a  series  of  meetings). 

Why  More  Collaboration  is  Needed 

FMS  is  a  prevalent,  yet  complex  disorder.  By  encouraging  more  interaction 
among  the  people  researching  the  various  chronic  pain  syndromes  that  overlap  with 
FMS,  it  could  open  up  a  channel  of  communication  between  the  subspecialties  that 
might  not  otherwise  occur.  Such  interactions  among  subspecialists  (as  mentioned  on 
page  one)  will  likely  lead  to  substantial  gains  in  the  understanding  of  FMS  and  related 
painful  disorders  because  it  would  provide  a  platform  for  more  shared  research.  In 
addition,  it  could  promote  the  concept  that  FMS  is  a  whole  body  disease  that 
warrants  a  more  comprehensive  therapeutic  approach  if  a  significant  reduction  in 
overall  symptoms  and  patient  suffering  is  to  be  achieved. 

At  the  current  time,  there  is  no  cohesive  effort  to  collaborate  the  research  on 
FMS  and  overlapping  chronic  pain  syndromes  at  the  various  Institutes.  For  example, 
NIAMS  funds  FMS  research,  NIAID  funds  CFS  and  allergy-related  research,  NIDDK 
funds  interstitial  cystitis  and  irritable  bowel/bladder  research,  NIDR  funds 
temporomandibular  joint  dysfunction  research,  and  one  investigator  at  NCI  is 
conducting  studies  on  vulvodynia.  The  amount  of  money  spent  each  year  by  the 
various  Institutes  for  each  of  the  mentioned  diseases  various,  but  FMS'  piece  of  the 
pie  at  NIAMS  is  an  extraordinarily  low  figure  of  $1.4  million! 

Recent  findings  on  FMS  suggests  that  it  falls  into  the  category  of  a  neuro- 
endocrine disorder  that  affects  the  regulation  of  multiple  organ  systems  and 
biochemical  processes  within  the  body.  Although  there  is  no  "neuro-endocrine" 
Institute  at  NIH,  we  would  like  to  see  more  involvement  of  NINDS  and  NIMH 
(particularly  because  its  mission  involves  "the  decade  of  the  brain").  We  would  like 
to  see  the  ORWH  help  coordinate  the  research  on  these  many  overlapping  syndromes 
that  predominantly  affect  women.  With  the  recent,  yet  preliminary,  findings  of 
genetic  linkage  in  FMS  by  rheumatology  researcher  Muhammad  B.  Yunus,  M.D.,  of 
Peoria,  IL,  it  might  also  be  appropriate  for  the  National  Center  for  Human  Genome 
Research  to  further  investigate  FMS  and  its  related  pain  disorders. 

Can't  Rob  Peter  to  Pay  Paul! 

While  it  may  seem  logical  to  shift  some  of  NIAMS'  current  funding  to  cover 
the  need  for  increases  in  FMS  research,  this  concept  has  three  major  pitfalls:  (1) 
Many  rheumatic  diseases  have  been  shown  to  cluster  in  FMS,  such  as  lupus  (25%), 
rheumatoid  arthritis  (30%),  Sjogren's  syndrome  (7%),  and  osteoarthritis 
(undocumented  but  believed  to  be  significant).  Research  grants  for  these  diseases 
make  up  close  to  one-third  of  NIAMS'  funding  allotment  and  backing  down  of  the 
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progress  made  in  any  of  these  areas  would  harm  a  significant  number  of  FMS 
patients.  (2)  According  to  NiAMS  director  Dr.  Katz,  75%  of  their  annual  funding  is 
already  committed  before  the  new  fiscal  year  begins  because  grant  awards  are 
traditionally  made  for  three  to  five  year  periods.  (3)  The  NIAMS  receives  roughly 
2%  of  the  overall  NIH  budget.  It  is  one  of  the  more  under-funded  institutes  and  it 
will  need  a  significant  increase  in  its  budget  to  adequately  handle  FMS  and  related 
pain  syndrome  research  needs. 

Recommendations 

1 .  Approve  language  in  the  section  of  the  Office  of  the  Director,  subheading.  Office 
of  Research  on  Women's  Health  (ORWH),  to  sav: 

Develop  a  policy  to  address  chronic  pain  syndromes  in  women  that  tend  to 
overlap,  such  as  fibromyalgia  syndrome,  chronic  fatigue  syndrome,  irritabie  bowel 
syndrome,  chronic  headaches  (e.g.,  migraines  and  tension-types),  interstitial  cystitis, 
irritable  bladder/female  urethral  syndrome,  restless  legs  syndrome,  vulvodynia, 
endometriosis,  dysmenorrhea,  temporomandibular  joint  dysfunction, 
dysautonomia/mitral  valve  prolapse  syndrome,  multiple  chemical  sensitivities 
syndrome  and  myofascial  pain  syndrome. 

2.  Approve  language  in  the  NIH  section  under  NIAMS,  subheading  fibromyalgia 
syndrome,  to  sav: 

The  Committee  commends  NIAMS  for  its  collaborative  role  in  helping  to  set  up 
the  expanded  Special  Emphasis  Panel  (SEP)  for  chronic  fatigue  syndrome  (CFS)  so 
that  it  will  also  include  expert  reviewers  in  the  overlapping  field  of  fibromyalgia 
syndrome  (FMS).  Now  that  an  official  grant  review  process  is  in  place,  the 
Committee  urges  NIAMS  to  aggressively  solicit  researchers  in  the  field  of  FMS  and 
related  pain  disorders  to  submit  applications  to  the  newly  expanded  CFS  SEP.  The 
Committee  has  increased  the  NIAMS'  budget  to  cover  new  FMS  grant  awards  for  this 
year,  but  NIAMS  should  collaborate  with  other  Institutes  for  long-term  fiscal  planning 
so  that  a  shortfall  in  funding  for  FMS  and  related  disorders  does  not  occur  in  future 
years. 

Note:  Embodied  in  the  above  language  is  a  request  that  the  Committee 
increase  funding  for  NIAMS  so  that  the  research  funding  needs  of  FMS  can  be 
adequately  met.  While  we  are  not  specifically  asking  for  an  earmark,  we  would  like 
to  see  a  sizable  portion  of  the  budget  increase  go  to  FMS  research  (i.e.,  not  just  the 
standard  cost-of-living  increase  that  FMS  received  in  FY  1995).  In  other  words,  an 
RFA  with  utilization  of  the  CFS  SEP.  It  is  understood  that  an  increase  in  funding  for 
any  medical  disorder  may  not  be  popular,  but  if  it  is  coupled  with  multiple  Institute 
collaboration  at  NIH,  then  the  overall  long-term  cost  should  be  minimal. 

3.  Request  that  NIAMS  pull  together  (host)  a  series  of  planning  sessions  at  NIH  to 
address  FMS  and  related  chronic  pain  syndromes  that  predominantly  affect  women, 
such  as  those  listed  above  in  the  first  item.    Research  experts  in  each  pain  syndrome 
and  representatives  from  the  ORWH,  the  NIDDK,  the  NIAID,  the  NIMH,  and  other 
interested  Institutes  should  be  encouraged  to  attend. 
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Thursday,  February  29,  1996. 

WITNESS 

ELLYN  C«  PHILLIPS,  AMYOTROPHIC  LATERAL  SCLEROSIS  ASSOCIA- 
TION 

Mr.  Porter.  Eilyn  C.  Phillips,  President  of  the  Greater  Philadel- 
phia Chapter,  representing  the  Amyotrophic  Lateral  Sclerosis  Asso- 
ciation, ALSA. 

Ms.  Phillips.  Thank  you.  As  you  said,  my  name  is  Ellyn  Phillips 
and  I'm  Vice  President  and  Trustee  of  the  National  ALS  Associa- 
tion, as  well  as  being  President  of  the  Greater  Philadelphia  Chap- 
ter. 

Last  year,  I  also  began  an  appointment  as  the  sole  consumer  rep- 
resentative on  the  FDA's  peripheral  and  central  nervous  system 
advisory  committee.  Mr.  Chairman,  as  everyone  has  said  before 
me,  having  this  opportunity  is  very,  very  important.  We  appreciate 
and  acknowledge  the  committee  for  its  strong  leadership  in  support 
of  ALS  research. 

As  youVe  heard  from  several  speakers  before  me,  ALS  is  a  dis- 
ease on  the  edge  of  discovery.  We  appreciate,  for  the  past  four 
years,  that  the  subcommittee  has  included  language  in  the  Labor 
HHS  appropriations  bill  that  is  specifically  aimed  for  funding  ALS 
research. 

ALS  has  claimed  many  victims,  including  one  of  your  own,  Sen- 
ator Jacob  Javits,  who  succumbed  to  ALS  in  1986.  Many  well- 
known  people  have  had  ALS,  including,  of  course,  Lou  Gehrig.  ALS 
received  national  attention  last  year  when  Cal  Ripken  broke  Lou 
Gehrig's  record.  But  ALS  does  not  just  afflict  the  famous.  It  strikes 
anyone  anywhere.  And  I  know  that,  because  my  husband,  at  the 
age  of  34,  in  1982,  was  told  that  he  had  ALS.  ALS  is  a  progressive 
neuromuscular  disease.  It  was  identified  in  1869.  It  attacks  the 
nerve  cells  and  the  pathways  in  the  brain  and  spinal  column.  The 
nerve  cells  die,  unable  to  give  the  message  to  the  muscles  to  move. 
When  the  muscles  do  not  move,  they  atrophy  or  waste  away. 

My  husband,  when  he  was  given  this  diagnosis,  it's  a  fatal  dis- 
ease, he  was  told  to  get  his  affairs  in  order  and  wait  to  die.  But 
he  was  determined  to  beat  the  disease.  He  struggled  valiantly, 
sadly  losing  his  motor  and  communication  skills  at  the  same  time 
as  our  two  year  old  daughter  was  gaining  hers.  He  investigated  all 
resources,  searched  everywhere,  but  he  was  consistently  told  ALS 
was  a  hopeless  disease. 

He  continued  to  practice  law  for  a  year  after  his  diagnosis.  He 
did  this  with  determination  and  assistance.  But  when  it  began  to 
take  three  hours  to  get  prepared  to  go  to  work  in  the  morning,  he 
had  to  retire. 

Faced  with  caring  for  a  quadriplegic  husband  and  a  toddler,  I 
was  overwhelmed.  It  was  an  exhausting  time.  We  decided,  and 
were  fortunate  to  be  able  to  hire  help.  But  that's  not  always  the 
case  for  many  patients  with  this  disease.  It  can  cost  up  to  $250,000 
a  year  to  care  for  a  patient  with  ALS. 

In  September  of  1984,  unable  to  speak,  swallow,  eat  or  move,  my 
husband  decided  that  the  quality  of  life,  his  qualify  of  life  was  so 
poor  that  he  did  not  want  to  go  on  living,  and  did  not  want  to  go 
on  life  support.  This  was  a  gut  wrenching  decision,  because  he  so 
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much  wanted  to  watch  our  daughter  grow.  He  knew  that  that  was 
not  possible.  After  developing  pneumonia,  he  lapsed  into  a  coma 
and  died  peacefully. 

My  husband's  ordeal  was  a  horrific  experience,  and  I  stood  help- 
lessly by,  paralyzed,  too,  by  this  disease.  And  when  he  died,  I 
vowed  to  do  all  I  could  to  keep  his  battle  going.  And  I  got  involved 
with  the  ALS  Association,  which  is  the  only  not  for  profit  voluntary 
health  agency  dedicated  solely  to  the  fight  against  ALS. 

A  major  portion  of  ALSA's  budget  is  committed  to  fund  ALS-spe- 
cific  research.  ALSA's  grant  program  follows  the  format  and  proce- 
dures established  by  NIH.  We  work  in  partnership  with  NINDS 
and  I  can  only  second  the  remarks  made  by  Dr.  Viste  about  the 
wonderful  leadership  from  Dr.  Zach  Hall. 

In  1990,  Congress  declared  the  decade  of  the  brain,  and  you  were 
right  on  target.  In  the  first  half  of  this  decade,  ALS  research  uncov- 
ered a  gene  which  when  affected  caused  20  percent  of  the  inherited 
form  of  the  disease.  WeVe  developed  a  transgenic  mouse  model  for 
the  disease,  and  findings  announced  just  last  month  shed  light  on 
the  probable  mechanism  and  pathway  of  familial  ALS.  This  is  im- 
portant not  just  for  ALS,  but  for  additional  neurodegenerative  dis- 
eases. 

Mr.  Porter.  Ms.  Phillips,  I'm  going  to  have  to  interrupt,  and  I'm 
very  sorry  to  have  to  do  it.  I've  got  to  run  and  make  this  vote. 
There's  five  minutes  left.  But  we  very  much  thank  you  for  your  tes- 
timony. We  will,  again,  look  at  your  written  testimony  as  well. 

Ms.  Phillips.  I  understand.  Thank  you. 

Mr.  Porter.  We  appreciate  your  being  here  to  testify. 

The  subcommittee  will  stand  in  recess  until  2:00  p.m.  this  after- 
noon. 

[Recess.] 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee,  thank  you  for  this 
opportunity  to  offer  testimony  on  behalf  of  The  Amyotrophic  Lateral  Sclerosis 
Association  (ALSA),  and  the  30,000  Americans  afflicted  with  ALS,  most 
commonly  known  as  Lou  Gehrig's  Disease. 

I  am  Ellyn  C.  Phillips,  Vice  President  and  Trustee  of  the  National  ALS 
Association.  I  also  serve  as  President  of  the  ALS  Association's  Greater 
Philadelphia  Chapter.  In  1995  I  began  a  four-year  appointment  to  the  FDA's 
central  and  peripheral  nervous  system  advisory  panel.  I  serve  as  the  sole  consumer 
representative  on  the  panel. 

Speaking  for  myself  and  ALSA,  I  would  like  to  express  my  deep 
appreciation  to  you,  Mr.  Chairman,  and  the  Members  of  your  Subcommittee  who 
over  the  recent  years  have  provided  strong  leadership  and  support  for  the  research 
projects  on  ALS  being  undertaken  by  the  National  Institute  of  Health  (NLH)  and 
the  National  Institute  of  Neurological  Disorders  and  Stroke  (NIKDS). 

As  you  know,  for  the  last  four  years  the  Subcommittee  hns  included 
language  in  the  Labor,  HHS  appropriations  bill  that  is  specifically  aimed  at 
increasing  the  funding  for  ALS  research  at  NEH  within  the  existing  NINDS  budget. 
All  of  us  associated  with  ALS  are  appreciative  of  your  efforts  and  look  forward  to 
working  with  the  Subcommittee  this  year,  and  in  the  years  to  come  until  ALS  is 
eliminated. 

ALS  is  no  stranger  to  Congress,  as  Jacob  Javits,  the  beloved  Senator  from 
New  York,  waged  an  intense  public  battle  against  this  disease  more  than  a  decade 
ago.  Senator  Javits  refused  to  allow  his  schedule  to  be  diminished  despite  the  need 
for  a  respirator  and  a  wheelchair. 
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ALS  also  claimed  the  life  and  took  the  name  of  baseball  great  Lou  Gehrig. 
Last  year,  as  you  remember,  Cal  Ripken  broke  Lou  Gehrig's  consecutive  game 
streak,  focusing  the  nation's  attention  on  both  Ripken's  dedication  to  excellence 
and  the  horrible  disease  that  took  Gehrig's  life.  Other  recognizable  people 
afflicted  with  ALS  included  actor  David  Niven,  jazz  great  Charles  Mingus,  boxer 
Ezra  Charles  and  former  Vice  President  Henry  Wallace. 

But  ALS  does  not  just  efifect  famous  people,  it  strikes  anyone,  anywhere. 
In  1982,  my  34-year-old  husband,  Alan  Phillips,  was  told  he  had  ALS. 

My  husband  was  given  a  death  sentence  and  my  life  was  changed  forever 
when  we  learned  he  had  ALS.  He  was  determined  to  beat  this  always  fatal 
progressive  neuromuscular  disease,  which  has  been  described  as  being  a  prisoner  in 
your  own  body  and  having  a  ringside  seat  to  your  own  demise.  My  husband 
struggled  valiantly,  sadly  losing  his  motor  and  communication  skills  at  the  same 
time  our  two-year-old  daughter  was  gaining  hers. 

By  1984,  my  husband  was  a  quadriplegic,  unable  to  speak,  swallow,  eat  or 
move.  In  September  of  that  year,  having  decided  that  his  quality  of  life  was  so 
poor  that  he  did  not  want  to  go  on  life  support,  my  husband  developed  pneumonia, 
carbon  monoxide  poisoning  and  died.  My  husband's  ordeal  was  an  horrific 
experience,  and  I  stood  helplessly  by,  paralyzed,  too,  by  this  disease. 

ALS  is  a  progressively  degenerative  neuromuscular  disease  that  attacks  the 
nerve  cells  and  pathways  in  the  brain  and  spinal  cord.  Motor  neurons,  among  the 
largest  of  all  nerve  cells,  reach  from  the  brain  to  the  spinal  cord  and  from  the  spinal 
cord  to  muscles  throughout  the  body. 
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When  these  motor  neurons  die,  as  with  ALS,  the  ability  of  the  brain  to  start 
and  control  muscle  movement  dies  with  them  As  voluntary  muscle  action  is 
affected,  patients  become  progressively  more  paralyzed,  eventually  leaving  the 
person  unable  to  speak,  eat  or  breath  on  their  own.  Yet,  through  this  completed 
degeneration  of  the  body,  the  mind  remains  fully  intact. 

There  are  three  types  of  ALS:  Sporadic,  which  is  the  most  common; 
familial,  which  is  the  inherited  form  affecting  5%-10%  of  all  cases  of  the  disease 
and  Guamanian,  so  called  because  at  one  time  there  was  an  increased  incidence  of 
ALS  on  the  island  of  Guam  and  the  Kii  Peninsula  of  Japan. 

ALS  was  first  identified  in  1869  by  Jean-Martin  Charcot,  a  French 
neurologist.  Only  recently  has  there  been  exciting  new  discoveries  that 
significantly  advance  the  medical  and  scientific  community's  understanding  of  the 
disease  and  which  underscores  our  belief  that  a  cause  and  a  cure  can  be  found. 

When  my  husband  was  first  diagnosed,  he  was  told  to  go  home,  put  his 
affairs  in  order  and  wait  to  die.  There  was  not  one  bit  of  hope  offered  to  him. 
Determined  to  beat  the  disease,  he  searched  everywhere  —  to  Canada  and 
numerous  research  institutions  in  the  United  States  —  in  the  hopes  of  finding  a  key 
to  his  disease. 

At  one  medical  center  he  participated  in  a  clinical  trial  and  was 
administered  a  drug  that  was  supposed  to  improve  his  muscle  function  and  speech. 
I  was  not  with  him  at  the  time,  but  the  doctors  were  so  uncertain  of  the  effect  of 
the  drug  that  he  called  me  long  distance  to  ask  if  I  detected  a  change  in  his  voice. 
In  time,  the  trial  was  ended  and  the  drug  declared  a  failure.  Many  years  passed 
before  there  was  any  progress  in  the  research.  But  now,  12  years  after  my 
husband's  death  and  during  the  Decade  of  the  Brain,  there  is  hope 
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The  technology  and  understanding  is  evolving,  becoming  more  available 
every  day;  what  is  needed  are  resources  —  both  financial  and  human.  With 
federally  supported  research,  such  as  that  provided  to  the  National  Institute  of 
Health  and  the  National  Institute  of  Neurological  Disorders  and  Stroke,  we  believe 
the  next  key  discoveries  can  take  place,  thus  offering  continuing  hope  to  a 
previously  hopeless  situation. 

There  is  no  known  cause  or  cure  for  those  afflicted  with  ALS.  The 
majority  of  people  diagnosed  lfve  only  two  to  five  years.  Over  5,000  new  cases 
are  diagnosed  each  year.  That  is  13  new  cases  per  day!  And  ALS  knows  no 
boundaries  ~  it  can  strike  anyone  regardless  of  age,  race,  color  or  geographic 
origin.  And  it  is  not  a  rare  disease.  It  is  projected  that  approximately  300,000 
Americans  alfve  and  well  today  will  ultimately  die  from  ALS.  More  people  die 
each  year  of  ALS  than  of  Huntington's  disease  or  Multiple  Sclerosis. 

It  is  important  to  reemphasize  that  one  of  the  crudest  aspects  of  ALS  is 
that  it  does  not  affect  intellectual  function.   Stephen  Hawking,  the  British 
astrophysicist  continues  to  astound  the  world  with  his  scientific  theories  despite 
being  entombed  in  a  dysfunctional  body.  My  husband  continued  to  practice  law 
for  a  year  after  his  diagnosis.  Friends  drove  him  back  and  forth  to  work  every  day, 
and  volunteers  greeted  him  at  the  office  to  serve  as  his  hands. 

Equipment  was  adapted  and  eventually  he  utilized  a  sophisticated  computer 
to  speak  for  him.  When  it  began  to  take  three  hours  each  morning  to  prepare  to 
go  to  work  —  a  process  that  fatigued  him  before  he  left  the  house  —  he  retired. 

The  financial  costs  to  families  of  a  person  suffering  with  ALS  are 
extraordinarily  high. 
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For  the  last  year  of  my  husband's  life,  he  required  24-hour  care.  He  was 
completely  dependent.  I  was-torn  between  caring  for  him  and  caring  for  our 
toddler.  It  was  an  exhausting  time.  We  decided  to  hire  help  and,  in  our  case, 
insurance  paid  for  about  one-third  of  the  cost  of  an  aide.  Our  family  absorbed  the 
remainder  of  the  costs. 

Opening  our  home  to  a  stranger  was  difficult  for  us  but  it  was  a  necessary 
intrusion.  Many  ALS  families  do  not  have  the  financial  resources  to  afford  in- 
home  care. 

It  can  cost  up  to  $250,000  per  year  to  care  for  a  person  with  ALS.  The 
entire  savings  of  a  family  can  be  depleted  in  a  short  time,  and  there  are  limited  or 
no  federal,  state  or  local  financial  resources  available  to  provide  even  a  minimum 
level  of  care.  Too  often  the  disease  destroys  the  family's  economic  ability  to 
provide  the  patient  with  the  right  to  a  quality  of  life  that  includes  dignity  and 
respect. 

As  we  dealt  with  the  progressive  nature  of  the  disease,  we  contacted  the 
local  ALS  Association.  The  ALS  Association  is  the  only  national  not-for-profit 
voluntary  health  agency  dedicated  solely  to  the  fight  against  ALS.  Its  mission  is  to 
encourage,  identify,  fimd  and  monitor  worldwide,  cutting-edge  research  into  the 
cause,  prevention  and  cure  of  ALS.  The  Association  is  also  dedicated  to  educating 
the  public  about  the  gravity  of  this  disease  in  order  to  stimulate  support  in  the 
search  for  a  cause  and  a  cure;  to  serving  as  an  information  resource  for  the  medical 
community;  and  all  the  while,  assisting  patients  and  families  through  information, 
resources,  and  referrals  for  counseling,  training  and  support  on  how  to  cope  with 
this  disease. 

The  Association's  nation-wide  network  of  local  Chapters  and  Support 
Groups,  as  well  as  ALSA-certified  ALS  centers,  help  to  carry  out  the  mission  of 
the  organization  at  the  grassroots  level. 
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Chapter  sendees  vary,  but  in  Philadelphia,  thanks  to  a  wide  variety  of 
individual,  corporate  and  foundation  support  including  the  Philadelphia  Phillies, 
for  whom  we  are  their  official  charity  —  we  are  able  to  offer:  in-home  care,  respite 
care  for  ventilator  patients,  support  groups,  equipment  loans,  wheelchair  accessible 
van  transportation,  a  recreation  program  designed  for  patients  and  their  families  to 
attend  concerts,  movies  and  social  events.  We  also  have  a  six-bed  unit  in  a  nursing 
home  dedicated  solely  to  ALS  patients. 

The  national  Association  is  governed  by  a  volunteer  Board  of  Trustees,  of 
which  I  am  one.  Professional  guidance  and  assistance  is  provided  by  a  Scientific 
Review  Committee  comprised  of  eminent  scientists  and  neurologists  of  world 
renown,  which  screens  applications  for  ALSA-supported  research  grants.  It 
reviews  and  scores  the  applications  as  to  their  scientific  merit  and  relevance  to 
ALS,  making  recommendations  for  funding  to  the  Board  of  Trustees.  ALSA  is 
proud  that  one  of  its  members.  Robert  V.  Abendroth,  services  as  a  member  of  the 
NINDS  Council. 

A  major  portion  of  The  ALS  Association's  annual  budget  is  committed  to 
fond  ALS-specific  research.  The  Association's  Grant  program  follows  the  format 
and  rating  procedures  established  by  the  NIH.  In  1994  alone,  ALSA  awarded  1 1 
grants  of  a  total  commitment  of  S900.000.  In  1995,  ALSA  more  than  doubled  its 
grants  awards,  funding  27  new  grants  to  a  total  of  $2. 1  million.  ALSA  is  proud  of 
its  expanding  research  program  that  has  contributed  to  the  increasing  interest  of 
ALS  research  by  the  scientific  community. 

In  recent  years,  ALSA  has  received  approximately  250  proposals  annually 
for  research  projects.  This  increasing  interest  in  ALS  research,  we  believe,  is  also 
directly  related  to  the  Subcornmittee's  report  language  that  accompanies  fiscal  year 
appropriations  for  NIH  and  NINDS. 
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ALSA  would  like  to  continue  this  partnership  with  NINDS,  in  both 
intramural  and  extramural  research,  which  is  especially  critical  in  capitalizing  on 
recent  breakthroughs  and  the  promising  ALS  research  opportunities. 

In  1993,  a  team  of  scientists  led  by  ALS  A- funded  researchers,  identified 
the  gene  that  when  defective  is  responsible  for  approximately  20-percent  of  the 
cases  of  familial  ALS.  Further  research  has  revealed  the  nature  of  the  defect  and 
just  last  month  additional  findings  have  shed  light  on  the  probable  mechanism  or 
pathway  of  familial  ALS.  This  information  could  also  unlock  the  mysteries  not 
only  of  familial  ALS,  but  also  for  the  sporadic  form  of  this  disease.  Advances  in 
basic  research  of  this  nature  may  also  shed  light  on  other  neurodegenerative 
diseases. 

Tests  regarding  this  new  discovery  may  soon  be  conducted  on  the  recently 
developed  transgenic  mouse  which  closely  resembles  the  human  ALS  condition. 
Clinical  trials  of  nerve  growth  factors  designed  to  provide  nourishment  to  keep 
motor  neurons  alive  and  counterbalance  toxic  effects  by  various  agents  are 
underway.  In  December,  1995,  the  FDA  approved  Rilutek®,  manufactured  by 
Rhone-Poulenc  Rorer,  for  marketing.  While  modest  in  its  effect,  it  increases 
survival  by  approximately  three  months  and  is  the  first  drug  ever  available  to  ALS 
patients.  It  is  a  start,  illustrating  that  a  treatment  and,  eventually,  a  cure  for  ALS 
can  be  found,  but  there  is  a  long  way  to  go.  Additional  drugs  are  under 
investigation  and  ALS  is  the  focus  of  many  scientists  and  research  labs  throughout 
our  country. 

Dr.  Zach  Hall,  Director  of  NINDS  spoke  before  this  Committee  last  year 
and  in  his  remarks  discussed  the  exciting  research  occurring  in  ALS.  Specifically 
he  mentioned  the  areas  of  genetic  research  and  programmed  cell  death  (how  cells 
die).  We  believe  Dr.  Hall  is  committed  to  ALS  research  and  has  shown 
tremendous  leadership  in  guiding  his  agency. 
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NINDS  can  play  an  important  role  in  facilitating  the  discovery  of  additional 
therapies.   NINDS  must  accelerate  basic  science  research  and  should  consider 
conducting  small  clinical  trials  combining  the  various  drug  therapies  that  are  now 
under  investigation.  These  small  trials  can  demonstrate  in  a  short  period  of  time 
whether  a  drug,  or  drugs,  is  worth  pursuing  through  an  expanded  trial.  Time  and 
money  will  be  saved  as  blockbuster  drugs  are  identified  quickly  and  drugs  not 
producing  desired  results  are  quickly  eliminated. 

The  ALS  Association  supports  compassionate  access  to  drugs  in  clinical 
trial  after  appropriate  safety  and  efficacy  date  have  been  obtained.  We  work 
through  all  channels,  including  the  federal  government  (FDA),  drug  companies , 
and  other  applicable  parties  to  expedite  both  evaluation  of  data  and  compassionate 
access  to  all  promising  therapies. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  please  accept  our 
sincere  appreciation  for  all  the  support  you  have  provided  to  those  afflicted  with 
ALS  and  their  families.  Congress'  concerns  has  helped  focus  attention  on  ALS 
and  has  enabled  continuing  research  advances.  We  recognize  that  budgetary 
concerns  are  on  your  mind  and  the  minds  of  most  Americans.  By  continuing  to 
modestly  increase  funding  for  ALS  research  you  are  leading  the  way  to  the  cure. 

Ultimately  the  savings  to  Americans  will  be  great.  With  the  elimination  of 
ALS,  health  care  costs  pertaining  to  long-term  care,  equipment,  hospitalization, 
disability  Medicare/Medicaid  and  prescription  drugs  will  be  lessened. 

The  ALS  Association  believes  that  an  assurance  of  a  continued 
commitment  by  NINDS  can  be  achieved  by  the  inclusion  in  the  Appropriation 
Bill's  report  language  of  a  statement  of  support  from  this  Subcommittee. 
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Toward  this  end,  we  will  be  submitting  for  your  consideration  report 
language  that  can  accompany  the  FY  1997  Labor,  Health  &  Human  Services, 
Education  Appropriations  Bill.  We  are  at  a  very  important  juncture  in  the  quest  to 
unlock  the  mysteries  of  this  dreaded  disease,  and  the  continued  support  of 
Congress  is  critical  to  finding  a  cure. 

We  are  at  a  very  important  juncture  in  the  quest  to  unlock  the  mystery  of 
this  devastating  disease.  More  than  127  years  after  the  discovery  of  ALS,  12  years 
after  my  husband's  death  and  during  this  Decade  of  the  Brain,  this  Congress  can 
make  a  difference. 

No  one  thought  Lou  Gehrig's  record  could  be  broke,  yet  on  September  6, 
1995  it  was.  A  new  Iron  Man  was  proclaimed.  Similarly,  no  one  ever  thought  the 
mystery  of  ALS  could  be  solved  but  we  are  making  progress.  We  have  confidence 
that  ALS  is  not  a  hopeless  disease.  These  are  times  of  hope  and  we  firmly  believe 
that  with  continued  support  and  funding  from  Congress  for  NIH  and  NINDS, 
more  effective  treatments,  and  eventually  a  cure,  will  be  found. 

Again,  thank  you  for  your  support  and  your  commitment  to  the  30,000 
Americans  with  ALS. 
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Thursday,  February  29,  1996. 

WITNESS 

DR.  ANTHONY  DISTEFANO,  AMERICAN  OPTOMETRIC  ASSOCIATION 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

I  apologize  to  all  of  you  for  the  late  start.  WeVe  had  two  votes 
in  the  House  and  it  delayed  the  beginning  of  this  session  for  public 
witnesses. 

We  will  begin  with  Doctor  Anthony  DiStefano,  vice  president  and 
dean  of  academic  affairs  at  the  Pennsylvania  College  of  Optometry, 
testifying  in  behalf  of  the  American  Optometric  Association.  Doctor 
DiStefano. 

Dr.  DiStefano.  Thank  you,  Mr.  Chairman,  and  thank  you  for 
the  opportunity  to  accommodate  my  schedule.  On  behalf  of  the 
Pennsylvania  College  of  Optometry  and  the  American  Optometric 
Association,  I  am  here  today  representing  over  330,000  doctors  of 
optometry.  Since  NEI  was  founded  in  1968,  optometrists  have  been 
very  active  participants  in  a  number  of  the  research  programs  con- 
ducted by  NEI,  and  the  results  of  these  programs  have  played  a 
very  significant  role  in  improving  the  quality  of  life  of  millions  of 
Americans  over  these  years.  We  applaud  the  research. 

We're  here  today  to  support  and  endorse  the  funding  the  $350 
million  for  fiscal  year  1997  that  has  been  requested  in  the  NEI 
budget  as  recommended  by  the  National  Advisory  Eye  Council,  re- 
ferred to  as  the  Citizens  Budget.  We  do  recognize  the  fiscal  con- 
straints that  our  society  and  our  Government  is  facing  right  now, 
but  we  ask  this  subcommittee  to  give  much  consideration  to  the  re- 
quest from  the  National  Eye  Institute  and  hopefully  give  it  one  of 
your  highest  priorities.  We  are  requesting  at  least  a  6.5  percent  in- 
crease over  last  year's  budget.  This  increase  is  necessary  to  provide 
new  treatments  to  combat  blindness  and  visual  impairment. 

Vision  and  eye  health  problems,  as  you  probably  know,  are  really 
the  second  most  prevalent  problem  in  our  society.  It  affects  more 
than  120  million  people.  Visual  disorders  reduce  the  education  of 
children  and  handicap  our  elderly  patients  in  very  significant  ways. 
Visual  disorders  and  disabilities  impose  billions  of  direct  and  indi- 
rect costs  on  our  society  each  year.  Finding  cures  to  these  debilitat- 
ing problems  is  essential  in  order  to  prevent  the  consequent  handi- 
caps that  are  imposed.  The  two  age  groups  that  I  want  to  particu- 
larly focus  on  today  are  the  elderly  and  children,  the  most  vulner- 
able, the  most  needy,  and  where  research  really' needs  to  be  em- 
phasized. 

Fear  of  blindness  really  ranks  only  second  to  the  fear  of  cancer 
in  our  society.  It  is  something  that  we  all  dread  and  have  a  lot  of 
serious  concern  about.  Vision  and  eye  health  problems  increase  sig- 
nificantly as  we  age,  certainly  the  prevalence  is  very  significant 
over  the  age  of  60.  Vision  problems  among  the  elderly  are  often  the 
key  reason  for  dependency,  the  need  for  significant  inpatient  reha- 
bilitation, and  consequently  significant  cost.  If  we  can  reduce  those 
common  debilitating  conditions  through  research,  I  think  we  are 
very  cost-effectively  improving  the  quality  of  life  of  many  of  our 
citizens. 

Adequate  visual  rehabilitation  can  reduce  the  costs.  It  can  make 
individuals  retain  jobs.  Research  has  supported  that  the  use  of  op- 
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tical  aids  and  rehabilitation  are  very  cost-effective  ways  to  keep 
people  out  of  hospitals,  out  of  nursing  homes,  keeping  their  quality 
of  life  up,  their  independence  up,  and  their  employability  up. 

NEI  has  conducted  a  number  of  research  projects  over  the  years 
in  the  early  diagnosis  and  treatment  of  a  number  of  eye  diseases 
that  impact  the  elderly,  For  example,  NEI  has  supported  research 
demonstrating  that  laser  treatment  could  prevent  95  percent  of 
blindness  in  patients  with  diabetes.  This  is  diabetic  retinopathy. 
Unfortunately,  too  many  people  are  not  getting  the  kind  of  early 
intervention  and,  consequently,  the  kind  of  treatment  that  will 
eliminate  many  of  the  debilitating  and  rehabilitation  needs  that 
these  patients  subsequently  have. 

We  also  want  to  talk  about  the  needs  of  research  in  the  area  of 
children's  problems.  NEI  has  funded  a  number  of  studies  but,  in 
particular,  a  clinical  trial  for  children  with  cross-eyes  or  strabis- 
mus, treatment  by  vision  therapy  with  and  without  surgical  inter- 
vention. This  is  a  very,  very  important  project  and  we  support 
these  projects  to  help  better  understand  the  role  of  vision  in  chil- 
dren's development  and  how  we  can  intervene  with  children  with 
strabismus  conditions.  These  are  problems  not  only  of  strabismus 
or  crossed-eyed,  but  also  such  conditions  as  amblyopia,  which  is 
lazy  eyes,  refractive  errors.  These  are  very  prevalent  conditions 
that  impact  children  and  that,  again,  if  early  intervention  and  ade- 
quate research  is  done  in  how  to  prevent,  intervene  early,  and  re- 
spond to  these  problems,  we  can  have  a  significant  impact  on  the 
lives  of  children. 

We  have  supported  NEFs  research  on  a  number  of  very  critical 
problems  such  as  in  the  area  of  AIDS,  Acquired  Immune  Deficiency 
Syndrome.  The  results  from  the  NEI  research  right  now  dem- 
onstrates the  efficacy  of  drug  therapy  against  what's  called  CMV 
retinitis  in  people  with  AIDS  and  is  very  encouraging  results  in 
terms  of  our  fight  against  this  significant  public  health  problem.  It 
is  important  that  research  dollars  continue  in  this  very,  very  im- 
portant area. 

In  conclusion,  optometric  researchers  are  very  grateful  for  the 
historical  strong  commitment  that  Congress  has  demonstrated  to 
the  National  Eye  Institute  and  its  mission.  The  investment  that's 
been  made  in  eye  and  vision  research  has  paid  significant  divi- 
dends to  the  American  people  through  major  breakthroughs  in  pre- 
vention and  treatment  of  eye  problems.  There  is  still  much,  much 
more  to  be  done.  We  encourage  this  committee  to  continue  this 
commitment  to  enhance  NEI  and  eye  vision  research  by  providing 
the  $350  million  funding  level  that  is  recommended  in  the  Citizen's 
Budget.  Thank  you  again  for  this  opportunity  to  present  testimony 
today. 

[The  prepared  statement  follows:] 
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MR.  CHAIRMAN  AND  MEMBERS  OF  THE  COMMITTEE:  I  AM  DR.  ANTHONY 
DISTEFANO,  AND  I  AM  VICE  PRESIDENT  AND  DEAN  OF  ACADEMIC  AFFAIRS 
AT  PENNSYLVANIA  COLLEGE  OF  OPTOMETRY.  I  AM  HERE  REPRESENTING 
OVER  30,000  DOCTORS  OF  OPTOMETRY  OF  THE  AMERICAN  OPTOMETRIC 
ASSOCIATION.  SINCE  NEI  WAS  FOUNDED  IN  1968,  OPTOMETRISTS  HAVE 
BEEN  ACTIVE  PARTICIPANTS  IN  PROJECTS  MANAGED  BY  THE  INSTITUTE, 
THE  RESULTS  OF  WHICH  HAVE  IMPROVED  THE  QUALITY  OF  LIFE  FOR 
AMERICAN  CITIZENS.  WE  APPLAUD  THE  RESEARCH  ACHIEVEMENTS  OF 
NEI  AND  ENDORSE  THE  FUNDING  OF  $350.4  MILLION  FOR  THE  FY  1 997 
NEI  BUDGET  AS  RECOMMENDED  BY  THE  NATIONAL  ADVISORY  EYE 
COUNCIL  REFERRED  TO  AS  THE  "CITIZEN'S  BUDGET". 

ALTHOUGH  WE  RECOGNIZE  THE  FISCAL  CONSTRAINTS  CURRENTLY 
FACING  THE  CONGRESS,  WE  ASK  THIS  SUBCOMMITTEE  TO  MAKE  FUNDING 
FOR  THE  NATIONAL  EYE  INSTITUTE  ONE  OF  ITS  HIGHEST  PRIORITIES  BY 
PROVIDING  AT  LEAST  A  6.5%  INCREASE  OVER  LAST  YEAR'S  BUDGET.  THIS 
INCREASE  IS  NECESSARY  TO  PROVIDE  NEW  TREATMENTS  TO  COMBAT 
BLINDNESS  AND  IMPROVE  VISION. 

VISION  AND  EYE  HEALTH  PROBLEMS  ARE  THE  SECOND  MOST  PREVALENT, 
CHRONIC,  HEALTH  CARE  PROBLEM  IN  THE  U.S.  POPULATION,  AFFECTING 
MORE  THAN  1 20  MILLION  PEOPLE.  VISUAL  DISORDERS  REDUCE  THE 
EDUCABILITY  OF  THE  CHILD  AND  HASTEN  THE  LOSS  OF  INDEPENDENCE  IN 
THE  ELDERLY.  VISUAL  DISORDERS  AND  DISABILITIES  IMPOSE  BILLIONS  IN 
DIRECT  AND  INDIRECT  COSTS  ON  OUR  SOCIETY  EACH  YEAR.  FINDING  A 
CURE  FOR  VISION  DISORDERS  AND  EYE  DISEASES  IS  ESSENTIAL  TO 
PREVENT  CONSEQUENT  HANDICAPS.  THE  TWO  AGE  GROUPS  AT  HIGHEST 
RISK  FOR  VISION  PROBLEMS  ARE  CHILDREN  AND  THE  ELDERLY. 

FEAR  OF  BLINDNESS  IS  SECOND  ONLY  TO  FEAR  OF  CANCER  AMONG  OUR 
NATION'S  ELDERLY.  VISION  AND  EYE  HEALTH  PROBLEMS  INCREASE 
SIGNIFICANTLY  IN  FREQUENCY  AND  SEVERITY  WITH  AGE  AND  ARE  MORE 
PREVALENT  IN  THOSE  OVER  60.  VISION  PROBLEMS  AMONG  THE  ELDERLY 
ARE  OFTEN  A  KEY  REASON  FOR  THE  ABANDONMENT  OF  INDEPENDENT 
LIVING  AND  FREQUENTLY  REQUIRE  REHABILITATIVE  SERVICES. 

ADEQUATE  VISUAL  REHABILITATION  CAN  REDUCE  THE  COSTS  TO 
INDIVIDUALS  AND  SOCIETY  FOR  LOST  WAGES  AND  WELFARE  PAYMENTS. 
WHILE  RESEARCH  SUPPORTED  BY  NEI  HAS  MADE  ADVANCES  IN 
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DEVELOPING  EFFECTIVE  OPTICAL  AIDS  TO  MAXIMIZE  REMAINING  VISION, 
THERE  IS  MUCH  RESEARCH  THAT  STILL  NEEDS  TO  BE  DONE. 

THE  NEI  HAS  CONDUCTED  AND  SUPPORTED  RESEARCH  WHICH  HAS 
RESULTED  IN  THE  EARLY  DIAGNOSIS  AND  PROMPT  TREATMENT  OF  EYE 
DISEASES.  FOR  EXAMPLE,  NEI  SUPPORTED  RESEARCH  DEMONSTRATED 
THAT  LASER  TREATMENT  COULD  PREVENT  BLINDNESS  IN  95%  OF 
PATIENTS  WITH  DIABETIC  RETINOPATHY.  HOWEVER,  A  RECENT  SURVEY 
SHOWED  THAT  ONLY  ABOUT  50%  OF  DIABETES  PATIENTS  ARE  RECEIVING 
ANNUAL  DILATED  EYE  EXAMS.  THE  GOAL  OF  NEl'S  NATIONAL  EYE  HEALTH 
EDUCATION  PROGRAM  (NEHEP)  IS  TO  RAISE  THE  PUBLIC'S  AWARENESS 
OF  THE  IMPORTANCE  OF  EARLY  DETECTION  IN  PREVENTING  LOSS  OF 
SIGHT  FROM  EYE  DISEASES  SUCH  AS  DIABETES  AND  GLAUCOMA.  WE 
SUPPORT  THE  CONTINUATION  OF  THE  FUNDING  BY  CONGRESS  OF  THIS 
PUBLIC  EDUCATIONAL  PROGRAM. 

WE  RECOGNIZE  THE  IMPORTANCE  OF  RESEARCH  IN  EYE  DISEASES  WHICH 
HAVE  A  GREATER  PREVALENCE  IN  THE  ELDERLY,  BUT  ALSO  ENCOURAGE 
SUBSTANTIAL  FUNDING  TO  CONTINUE  RESEARCH  PROGRESS  IN  THE  AREA 
OF  CHILDREN'S  VISION.  CHILDREN  ARE  AT  HIGH  RISK  BECAUSE  OF  THE 
IMPACT  OF  UNCORRECTED  VISION  HANDICAPS  ON  THEIR  EDUCATIONAL 
AND  DEVELOPMENTAL  PROGRESS.  VISION  PROBLEMS  MAY  INTERFERE 
WITH  A  CHILD'S  ABILITY  TO  LEARN.  ALTHOUGH  A  NUMBER  OF  STUDIES 
HAVE  SUGGESTED  A  SIGNIFICANT  RELATIONSHIP  BETWEEN  VISUAL 
FUNCTIONING  AND  READING,  A  RANDOMIZED,  PROSPECTIVE, 
MULTI-CENTER  CLINICAL  TRIAL  IS  NEEDED  TO  EVALUATE  TREATMENT 
THERAPIES. 

THE  NEI  HAS  FUNDED  A  CLINICAL  TRIAL  PLANNING  GRANT  FOR 
STRABISMUS  (CROSSED-EYES)  TREATMENT  BY  VISION  THERAPY  WITHOUT 
SURGICAL  INTERVENTION.  THE  NEI  BUDGET  SHOULD  PERMIT  FUNDING  OF 
GRANTS  AT  A  HIGH  LEVEL  IN  THE  AREAS  OF  STRABISMUS,  AMBLYOPIA 
("LAZY"  EYES),  AND  REFRACTIVE  ERRORS.  SINCE  MORE  THAN  50%  OF 
U.S.  CITIZENS  WEAR  GLASSES,  RESEARCH  IN  THE  CAUSE  AND 
PREVENTION  OF  REFRACTIVE  ERROR  AND  VISUAL  FUNCTION  SHOULD 
CONTINUE. 
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THE  VALUE  OF  CLINICAL  TRIALS  TO  THE  PUBLIC  CANNOT  BE 
OVERESTIMATED.  NEI  HAS  A  REMARKABLE  RECORD  OF  SCIENTIFIC 
BREAKTHROUGHS  ATTRIBUTED  TO  CLINICAL  TRIAL  RESEARCH  BEGINNING 
WITH  THE  DIABETIC  RETINOPATHY  STUDY  IN  THE  1 970S.  BY  IDENTIFYING 
THE  APPROPRIATE  TREATMENT  FOR  DIABETIC  RETINOPATHY  WHICH 
PREVENTS  THE  LOSS  OF  VISION,  ENOUGH  PUBLIC  DOLLARS  ARE  SAVED 
EACH  YEAR  TO  PAY  MANY  TIMES  OVER  THE  COST  OF  TREATMENT  AS  WELL 
AS  THE  COST  OF  CONDUCTING  THE  TRIAL.  NEI  CLINICAL  TRIALS  INVOLVE 
MANY  INSTITUTIONS,  HUNDREDS  OF  HEALTH  PROFESSIONALS  AND 
THOUSANDS  OF  PATIENTS. 

WE  SUPPORT  NEl'S  RESEARCH  OF  THE  EYE  COMPLICATIONS  FROM 
ACQUIRED  IMMUNE  DEFICIENCY  SYNDROME  (AIDS).  THE  RESULTS  FROM 
NEI  RESEARCHERS  DEMONSTRATING  THE  EFFECTIVENESS  OF  DRUG 
THERAPY  AGAINST  CMV  RETINITIS  IN  PEOPLE  WITH  AIDS  IS  VERY 
ENCOURAGING  IN  THE  FIGHT  AGAINST  THIS  PUBLIC  HEALTH  PROBLEM.  IT 
IS  IMPORTANT  THAT  RESEARCH  DOLLARS  CONTINUE  TO  SUPPORT 
RESEARCH  ACTIVITIES  TO  PREVENT,  TREAT  AND  CURE  AIDS. 

OPTOMETRIC  RESEARCHERS  ARE  GRATEFUL  FOR  THE  COMMITMENT  THAT 
CONGRESS  HAS  DEMONSTRATED  TO  THE  NEI  AND  ITS  MISSION.  THE 
INVESTMENT  MADE  IN  EYE/VISION  RESEARCH  HAS  PAID  GREAT  DIVIDENDS 
TO  THE  AMERICAN  PEOPLE  THROUGH  MAJOR  BREAKTHROUGHS  IN  EYE 
CARE  AND  VISION.  YET,  THERE  IS  STILL  MUCH  MORE  TO  BE  DONE  TO 
PRESERVE  AND  ENHANCE  VISION.  WE  ENCOURAGE  THIS  COMMITTEE  TO 
CONTINUE  ITS  COMMITMENT  TO  NEI  AND  EYE/VISION  RESEARCH  BY 
PROVIDING  THE  $350.4  MILLION  FUNDING  LEVEL  RECOMMENDED  IN  THE 
CITIZENS  BUDGET.  THANK  YOU  AGAIN  FOR  THE  OPPORTUNITY  TO 
PRESENT  THIS  TESTIMONY. 
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Mr.  Porter.  Thank  you  very  much,  Doctor  DiStefano.  We  appre- 
ciate your  coming  and  your  good  testimony. 
Dr.  DiStefano.  Thank  you. 


Thursday,  February  29,  1996. 

WITNESS 

JOHN  PETERSON  MYERS,  Ph.D. 

Mr.  Porter.  The  next  witness  is  John  Peterson  Myers,  Ph.D.,  di- 
rector of  the  W.  Alton  Jones  Foundation.  Pete,  how  are  you? 

Dr.  Myers.  Fine,  thank  you.  Good  to  see  you  this  afternoon.  I'm 
honored  to  be  here  before  you  to  report  to  you  on  some  findings  and 
to  look  for  your  support. 

For  the  past  six  years,  I  have  been  working  with  my  colleague, 
Doctor  Theo  Colborn,  to  produce  this  book  which  will  come  out  in 
bookstores  in  about  two  weeks.  What  we  have  been  attempting  to 
do  is  to  understand  the  dramatic  impact  that  some  synthetic 
chemicals  are  having  both  on  wildlife  and  on  people.  What  we  have 
found  by  analyzing  and  synthesizing  the  research  findings  of  many 
individual  scientists  around  the  world  is  that  a  wide  array  of 
chemicals  used  in  commerce  today  act  to  disrupt  the  development 
of  an  individual  as  it  grows  from  embryo  to  adulthood. 

Let  me  say  at  the  outset  that  our  work  has  raised  more  questions 
than  can  be  answered  by  current  science.  That  is  why  I  am  here 
today,  to  urge  you  to  provide  the  resources  to  the  relevant  agencies 
so  that  we  can  find  out  through  scientific  research  which  of  these 
concerns  are  real  and  which  are  not.  The  issues  raised  are  so  pro- 
found that  we  cannot  afford  to  manage  this  problem  in  ignorance. 

The  chemicals  of  which  I  speak  are  known  to  scientists  as  endo- 
crine disrupters,  or  hormone  disrupters.  Because  hormones  trigger 
important  events  before  birth,  including  key  steps  in  sexual  devel- 
opment, hormone  disrupting  chemicals  are  a  particular  hazard  to 
the  unborn.  What  they  do  is  interfere  with  the  messages  that  guide 
fetal  development.  They  do  their  damage  without  altering  genes  or 
causing  mutations,  but  instead  by  affecting  the  expression  of  genes, 
of  the  genetic  blueprint  that  an  individual  inherits  from  his  or  her 
parents. 

Some  of  the  scientists  whose  research  we  have  reviewed  believe 
that  hormone  disrupting  chemicals  have  contributed  to  a  range  of 
health  and  reproductive  problems  in  men  and  women  today,  includ- 
ing a  rising  incidence  of  breast,  prostate,  and  testicular  cancers,  a 
widespread,  dramatic  drop  in  human  sperm  count  over  the  past 
half-century,  increasing  incidence  of  endometriosis,  and  increasing 
genital  defects.  Other  scientists  implicate  some  endocrine 
disrupters  in  behavioral  anomalies,  for  example,  attention  deficit 
disorder  and  hyper-reactivity  in  children. 

Let  me  mention  a  few  of  the  key  points  that  our  analyses  have 
revealed  of  this  work  that  is  summarized  in  this  book  which  I  will 
leave  with  you.  First  of  all,  no  baby  is  born  today  anywhere  on  the 
planet  free  of  chemical  contamination  from  some  level  of  endocrine 
disruption.  Second,  the  natural  hormone  message  system  and  the 
chemical  disrupters  of  which  I  speak  work  at  extraordinarily  low 
dosage  levels,  down  to  parts  per  trillion.  Third,  while  at  first  the 
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problem  of  endocrine  disruption  was  seen  limited  to  chemicals  that 
in  essence  mimic  the  female  hormone  estrogen,  we  have  learned 
over  the  past  five  years  that  it  is  in  fact  a  much  broader  problem. 
In  addition  to  estrogen  mimics,  there  are  estrogen  blockers,  there 
are  testosterone  mimics,  there  are  testosterone  blockers,  there  are 
thyroid  mimics,  there  are  thyroid  blockers.  The  list  goes  on,  limited 
only  it  seems  by  scientists  ability  to  ask  the  right  questions.  And 
each  broadening  of  this  issue  raises  the  potential  cost  for  human 
health  and  to  society.  Fourth,  the  scientific  results  that  are  now  in 
hand  reveal  at  least  some  of  the  basic  mechanisms  by  which  endo- 
crine disruption  affects  humans.  Research  shows  that  the  contami- 
nation is  widespread,  research  shows  that  the  contamination  is 
continuing;  indeed,  it  is  most  likely  increasing  and  coming  from 
very  unexpected  sources. 

What  we  need  now  is  a  major  commitment  by  this  Nation's 
health  research  community  to  resolve  a  few  of  the  key  central  ques- 
tions. The  National  Institutes  of  Health  and  the  Center  for  Disease 
Control  each  should  dramatically  expand  their  attention  to  this 
issue.  NIH,  and  in  particular  the  NIHS,  is  superbly  positioned  to 
engage  both  in  intramural  research  as  well  as  through  a  competi- 
tive grant  program  to  explore  some  of  the  basic  mechanisms  of  en- 
docrine disruption  and  how  it  affects  people.  An  appropriate  first 
step  would  be  to  request  from  NIH  a  report  that  summarizes  their 
work  that  is  currently  underway  that  is  relevant  to  the  problem. 

The  CDC  likewise  has  an  important  role  to  play.  We  know  that 
what  many  of  the  likely  end  points  of  endocrine  disruption  are  in 
people.  CDC's  extensive  databases  can  help  resolve  what  is  happen- 
ing today  to  the  American  public.  The  CDC  also  has  state  of  the 
art  chemical  laboratories  that  can  be  applied  in  helping  to  resolve 
this  question.  And,  additionally,  their  international  research  teams 
could  help  by  looking  at  some  of  the  most  dramatic  cases  of  con- 
tamination overseas  in  revealing  what  is  happening  and  this  will 
provide  insights  to  what  is  happening  here  in  this  country  today. 

Mr.  Chairman,  you  have  an  opportunity  in  your  deliberations 
here  to  invest  in  the  health  and  the  future  of  the  American  people. 
It  is  essential  we  believe  that  our  finest  research  scientists  be  given 
the  resources  to  resolve  some  of  the  profound  questions  that  are 
raised  by  what  we  now  know  about  endocrine  disruption.  Thank 
you  for  your  attention. 

[The  prepared  statement  follows:] 
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W.  Alton  Jones  Foundation 

232  East  High  Street 
Charlottesville,  Virginia  22902-5178 

Testimony 
John  Peterson  Myers,  Ph.D. 
Director,  W.  Alton  Jones  Foundation 

House  Appropriations  Committee 
Subcommittee  on  Labor,  Health,  Human  Services  and  Education 
29  February,  1996 

Thank  you  for  this  opportunity  to  bring  to  the  committee's  attention  a  problem  that 
warrants  immediate  and  serious  attention  by  the  nation's  health  research  community. 

For  the  past  6  years,  I  have  worked  with  my  colleague,  Dr.  Theo  Colborn,  to  understand 
the  dramatic  impact  that  some  synthetic  chemicals  are  having  on  wildlife  and  humans. 
What  we  have  found  by  analyzing  and  synthesizing  the  research  findings  of  many 
individual  scientists  around  the  world  is  that  a  wide  array  of  chemicals  in  commerce  today 
can  act  to  disrupt  the  development  of  an  individual  from  embryo  to  adulthood — ensuring 
that  individuals  affected  do  not  grow  up  to  be  as  healthy  as  they  were  meant  to  be. 

Let  me  say  at  the  outset  that  our  work  has  raised  more  questions  than  can  be  answered  by 
current  science.  That  is  why  I  am  here,  to  urge  you  to  provide  resources  to  the  relevant 
agencies  so  that  we  can  find  out  through  scientific  research  which  of  these  concerns  are 
real,  and  which  are  not.  The  issues  raised  are  so  profound  that  we  cannot  afford  to 
manage  this  problem  in  ignorance. 

Briefly  put,  based  on  evidence  from  studies  of  wildlife,  from  laboratory  animals  and  from 
affected  people,  there  is  substantial  reason  to  conclude  that  synthetic  chemicals  that 
interfere  with  hormones  have  the  ability  to  undermine  human  reproduction,  to  weaken  our 
immune  systems,  and  to  impair  brain  development,  leading  to  life-long  changes  in  behavior 
and  to  diminish  capacity.  The  evidence  suggests  that  some  of  these  compounds  may  affect 
levels  of  aggression  and  the  ability  to  deal  with  stress;  others  may  alter  sexual  choice. 

These  chemicals  are  known  to  scientists  as  endocrine — or  hormone — disrupters.  Because 
hormones  trigger  important  events  before  birth,  including  key  steps  in  sexual  development, 
hormone  disrupting  chemicals  are  a  particular  hazard  to  the  unborn.  What  they  do  is 
interfere  with  the  messages  that  guide  fetal  development.  They  do  their  damage  without 
altering  genes  or  causing  mutations,  but  instead  by  affecting  the  expression  of  genes  and 
the  genetic  blueprint  an  individual  inherits  from  his  or  her  parents. 

Some  scientists  believe  that  hormone-disrupting  chemicals  have  contributed  to  a  range  of 
health  and  reproductive  problems  in  men  and  women,  including  a  rising  incidence  of 
breast,  prostate  and  testicular  cancers,  a  widespread,  dramatic  drop  in  human  sperm  count 
over  the  past  half-century,  increasing  incidence  of  endometriosis,  and  increasing  genital 
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defects.  Other  scientists  implicate  some  endocrine  disrupters  in  behavioral  anomalies,  for 
example,  attention  deficit  disorder  and  hyper-reactivity  in  children. 

The  research  that  we  have  reviewed  reveals  several  attributes  of  endocrine  disrupting 
chemicals  that  should  heighten  our  concern  about  their  potential  impact. 

•  No  baby  is  born  today  anywhere  on  the  planet  without  chemical  contamination. 
Contaminants  absorbed  by  the  mother  prior  to  and  during  pregnancy,  and  during 
pregnancy,  contribute  to  the  baby's  chemical  legacy. 

•  Normally,  development  is  guided  by  natural  chemical  messages  which  come  from  the 
baby's  genes  and  from  its  mother.  Endocrine  disrupters  insinuate  themselves  in  that 
message  system.  The  natural  system  and  the  disrupters  can  work  at  extraordinarily  low 
dosage  levels,  down  to  parts  per  trillion. 

•  While  at  first  the  problem  of  endocrine  disruption  seemed  limited  to  chemicals  that 
mimic  estrogen,  we  have  learned  over  the  past  5  years  that  the  problem  is  much 
broader.  In  addition  to  estrogen  mimics,  there  are  estrogen  blockers,  androgen  mimics 
and  androgen  blockers,  thyroid  mimics  and  thyroid  blockers.  The  list  goes  on,  it  seems, 
limited  only  by  scientists'  ability  to  ask  the  right  question.  Each  broadening  of  the  issue 
raises  the  potential  cost  for  human  health. 

•  And  just  as  the  nature  of  the  contaminants'  actions  is  more  diverse  than  we  had 
thought,  the  sources  of  contamination  are  more  pervasive.  Two  research  groups 
working  independently — one  at  Tufts  and  one  at  Stanford — discovered,  for  example, 
that  two  different  plastics  leach  potent  hormone-disrupting  chemicals  from  what  would 
appear  to  be  safe  and  inert  materials.  Both  of  these  plastics  are  widespread  in 
commerce.  One  of  these  plastics  is  now  known  to  feminize  fish  in  British  waterways. 
The  second  can  be  found  lining  many  of  the  aluminum  cans  on  shelves  in  our  grocery 
stores. 

•  The  recent  discoveries  of  declines  in  human  sperm  count  compel  our  interest.  Medical 
researchers  have  shown  a  highly  plausible  chain  of  events  by  which  exposure  in  utero  to 
certain  endocrine  disrupters  can  reduce  adult  sperm  counts  and  other  male  reproductive 
abnormalities.  While  it  is  not  yet  clear  whether  all  people  are  affected  or  only  selected 
populations,  and  while  no  smoking  gun  links  a  specific  compound  with  the  effect,  this  is 
too  important  a  problem  to  ignore. 

Scientific  research  undertaken  to  date  reveals  at  least  some  of  the  basic  mechanisms  by 
which  endocrine  disruption  can  affect  humans.  It  shows  that  contamination  is  widespread. 
It  shows  that  contamination  is  continuing,  indeed  most  likely  increasing,  and  coming  from 
unexpected  sources. 

What  we  need  now  is  a  major  commitment  by  the  nation's  health  research  community  to 
resolve  a  series  of  key  questions.  The  National  Institutes  of  Health  and  the  Center  for 
Disease  Control  each  should  dramatically  expand  the  attention  they  give  this  issue.  NTH, 
and  in  particular  the  National  Institute  of  Environmental  Health  Sciences,  is  superbly 
positioned  to  engage  in  research,  both  intramural  and  through  competitive  grants,  to 
explore  the  basic  mechanisms  of  endocrine  disruption  and  how  the  human  body  responds 
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to  this  type  of  contamination.  NEEHS  has  been  engaged  in  relevant  work  for  at  least  two 
decades,  but  there  has  been  far  too  little  and  it  has  advanced  far  too  slowly. 

An  appropriate  first  step  would  be  to  request  from  NIH  a  report  that  summarizes  relevant 
work  underway  within  the  institutes. 

The  CDC  likewise  has  an  important  role  to  play.  We  know  what  some  of  the  most  likely 
endpoints  of  endocrine  disruption  in  humans  are.  CDC's  extensive  databases  on  human 
health  problems  can  help  us  understand  what  may  be  happening  to  the  American  public. 
The  CDC  also  has  state-of-the-art  chemical  laboratories  which  will  be  of  great  assistance 
in  determining  current  levels  of  contamination.  Additionally,  their  international 
researchers  should  be  deployed  to  areas  in  the  developing  world  where  contamination  is 
most  intense;  this  will  help  affected  people  and  it  will  also  improve  our  scientific 
understanding  of  what  is  happening  to  Americans. 

Mr.  Chairman,  you  have  an  opportunity  in  your  deliberations  to  invest  in  the  health  and 
future  of  the  American  people.  It  is  essential  that  our  finest  research  scientists  be  given 
the  resources  to  resolve  the  profound  questions  raised  by  what  we  now  know  about 
endocrine  disruption.  Thank  you  for  your  attention. 
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Mr.  Porter.  Pete,  you  and  I  have  talked  about  this  at  some 
length  before.  Since  the  book  is  just  about  to  come  out,  what  I 
would  like  to  do,  with  your  permission,  is  to  send  a  copy  to  Doctor 
Varmus,  send  another  copy  to  Doctor  Olden,  and  send  a  third  copy 
to  Doctor  Satcher  so  that  we're  looking  at  the  head  of  NIH,  the 
head  of  the  National  Institute  for  Environmental  Health  Sciences, 
and  the  head  of  CDC,  and  ask  them  to  read  it  so  that  when  they 
come  here  before  us  for  their  testimony  I  can  discuss  it  with  them. 
If  you  could  do  that,  I  would  very  much  appreciate  that.  I  think 
it  would  help  us  get  focused  on  this  as  nothing  else  perhaps  could. 

Dr.  Myers.  Thank  you  very  much.  We  will  provide  you  with  cop- 
ies to  provide  to  them. 

Mr.  Porter.  Thank  you  very  much  for  your  testimony. 


Thursday,  February  29,  1996. 

WITNESS 

ROBERT  J.  GUMNIT,  M.D.,  THE  NATIONAL  ASSOCIATION  OF  EPILEPSY 
CENTERS 

Mr.  Porter.  Robert  J.  Gumnit,  M.D.,  president  of  MINCEP  Epi- 
lepsy Care,  representing  the  National  Association  of  Epilepsy  Cen- 
ters. Doctor  Gumnit. 

Dr.  Gumnit.  Mr.  Chairman  and  members  of  the  subcommittee, 
thank  you.  The  National  Association  of  Epilepsy  Centers,  or  NAEC 
as  we  call  it,  represents  over  60  specialized  epilepsy  centers  in  the 
United  States. 

Approximately  2.5  million  people  in  the  United  States  have  epi- 
lepsy. Epilepsy  is  a  chronic  neurological  condition  defined  as  the  oc- 
currence of  more  than  one  seizure  on  more  than  one  occasion.  It 
has  lots  of  different  causes.  It  primarily  affects  children,  young 
adults,  and  the  elderly.  Some  9  percent  of  the  population,  20  mil- 
lion Americans  will  experience  at  least  one  seizure  in  their  lifetime 
and  will  require  medical  evaluation  and  perhaps  treatment. 

The  initial  diagnosis  of  epilepsy  is  most  frequently  made  by  pri- 
mary care  physicians  who  rarely  treat  more  than  one  new  case  of 
epilepsy  every  two  years  or  carry  more  than  five  or  ten  patients  in 
their  practice.  More  and  more  people  receive  their  health  care  from 
managed  care  plans  that  depend  heavily  on  primary  care  practi- 
tioners to  manage  patients  with  chronic  diseases  such  as  epilepsy. 
The  modern  treatment  of  chronic  disease  tends  to  be  slighted  under 
managed  care.  Epilepsy  is  a  very  treatable  chronic  disease  and  the 
disability  is  often  preventable  or  reversible.  Therefore,  it  is  increas- 
ingly important  that  new  information  be  widely  disseminated  about 
accurate  diagnosis  and  treatment  options. 

For  these  reasons,  NAEC  together  with  the  American  Epilepsy 
Society  and  the  Epilepsy  Foundation  of  America  have  explored  ave- 
nues within  the  public  health  service  to  educate  health  care  practi- 
tioners and  people  with  epilepsy  and  their  families  about  the  bene- 
fits of  early  intervention.  In  taking  an  incremental  approach,  first 
with  the  Centers  for  Disease  Control,  we  have  found  that  modest 
funding  in  support  of  early  intervention  goes  a  long  way  to  assist 
people  with  epilepsy.  This  subcommittee  was  instrumental  in  initi- 
ating funding  for  an  epilepsy  program  at  CDC.  For  1997,  NAEC 
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seeks  an  extension  of  the  CDC  program  at  the  originally  requested 
level  of  $1  million. 

We  and  CDC  are  developing  a  public  health  statement  on  effec- 
tive treatment  of  epilepsy  and  seizure  disorders.  A  working  con- 
ference has  been  scheduled  to  bring  together  experts  in  the  field  of 
epilepsy  treatment  and  research,  public  health,  and  patients  and 
families  affected  by  epilepsy.  The  objective  of  this  conference  is  to 
reach  consensus  on  a  public  health  goal  in  treating  individuals 
with  epilepsy.  Early  recognition  of  seizures  and  effective  treatment 
reduces  the  risk  of  subsequent  brain  damage  and  especially  the  dis- 
ability and  death  from  injuries  occurring  during  a  seizure.  We  also 
plan  to  discuss  the  social  and  psychological  side  effects  such  as  de- 
pression, learning  impairment,  and  under-employment  that  many 
patients  with  epilepsy  face.  Because  epilepsy  is  rarely  cured  but 
symptoms  are  controlled,  it  is  important  that  treatment  not  cause 
side-effects  that  limit  a  person's  productivity  or  quality  of  life. 

We  are  also  working  with  CDC  to  initiate  studies  to  determine 
measures  or  indicators  of  quality  of  care  and  treatment  provided  to 
people  with  epilepsy.  Information  on  drug  utilization,  emergency 
room  visits,  referrals  to  specialists,  and  patient  knowledge  of  epi- 
lepsy and  satisfaction  with  treatment  can  provide  patients  with 
tools  to  evaluate  the  effectiveness  of  care.  Further,  we  are  identify- 
ing measures  that  can  be  used  by  the  Medicare  and  Medicaid  pro- 
grams as  well  as  by  the  National  Committee  for  Quality  Assurance 
to  evaluate  and  stimulate  quality  improvements  in  health  care  de- 
livery and  managed  care  plans. 

I  wish  to  commend  the  subcommittee  for  its  support  of  the  Na- 
tional Institutes  of  Health  and  the  increase  in  research  funding 
provided  for  fiscal  year  1996.  On  behalf  of  the  epilepsy  community, 
I  urge  the  subcommittee  to  build  upon  last  year's  increase  and  to 
provide  for  continued  high  level  of  support  for  NIH  and  the  Na- 
tional Institute  of  Neurological  Disorders  and  Stroke.  Medical  re- 
search has  greatly  improved  the  quality  of  life  for  persons  with  epi- 
lepsy and  their  families.  The  development  of  more  effective  and 
less  toxic  anti-seizure  medicines  over  the  last  few  decades  as  well 
as  the  development  of  safe  and  effective  surgical  techniques  has  en- 
abled many  people  with  this  condition  to  lead  independent  and  pro- 
ductive lives. 

The  EFA  will  also  testify  today  about  the  need  and  potential  for 
research  on  women  with  epilepsy.  Further  research  is  needed  on 
the  relationship  between  hormones  and  seizures  throughout  the  fe- 
male life  cycle  as  well  as  the  pregnancy  risk  for  women  with  epi- 
lepsy. We  join  the  EFA  in  this  request  and  urge  the  Congress  to 
allocate  sufficient  funding  to  further  these  and  other  important  re- 
search initiatives  of  the  Institute.  Thank  you  very  much,  Mr. 
Chairman. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Dr.  Robert  J.  Gumnit,  President 
of  MINCEP  Epilepsy  Care,  a  comprehensive  epilepsy  center  in  Minneapolis,  Minnesota 
and  Clinicai  Professor  of  Neurology  and  Neurosurgery  at  the  University  of  Minnesota.  I 
am  here  today  in  my  capacity  as  the  President  of  the  National  Association  of  Epilepsy 
Centers  (NAEC),  an  organization  representing  60  specialized  epilepsy  centers  in  the  U.S. 

Approximately  2.5  million  people  in  the  United  States  have  epilepsy  -  a  chronic 
neurological  condition  defined  as  the  occurrence  of  more  than  one  seizure  on  more  than 
one  occasion.  Epilepsy  primarily  affects  children  and  young  adults.  Each  year,  about 
1 00,000  are  diagnosed  with  epilepsy,  and  more  than  two-thirds  of  them  are  below  the  age 
of  25.  Nine  percent  of  the  population,  including  many  over  the  age  of  65  will  experience 
at  least  one  seizure  in  their  lives  and  will  require  similar  diagnosis  and  perhaps  treatment. 

Timely  entry  into  the  medical  care  system,  making  the  correct  diagnosis,  and  early  and 
appropriate  treatment  of  the  medical,  psychological  and  social  conditions  of  people  with 
epilepsy  have  been  major  goals  of  the  National  Association  of  Epilepsy  Centers.  These 
goals  are  particularly  important  because  the  initial  diagnosis  of  epilepsy  is  most  frequently 
made  by  primary  care  physicians  who  rarely  treat  more  than  two  persons  with  epilepsy 
every  two  years.  With  the  increased  use  of  managed  care  and  a  greater  dependence  on 
primary  care  practitioners  for  managing  patients  with  chronic  diseases  such  as  epilepsy, 
it  is  increasingly  important  that  new  information  be  widely  disseminated  on  accurate 
diagnosis  and  treatment  options  available  to  achieve  seizure  control.  Chronic  disease 
tends  to  be  slighted  under  managed  care.  Epilepsy  is  a  very  treatable  chronic  disease, 
and  the  disability  is  often  reversible. 

For  these  reasons  NAEC  has  explored  avenues  within  the  Public  Health  Service  to 
educate  health  care  practitioners  and  people  with  epilepsy  and  their  families  about  the 
benefits  of  early  intervention.  In  taking  an  incremental  approach,  first  with  the  Centers 
for  Disease  Control,  we  have  found  that  modest  funding  in  support  of  early  intervention 
goes  a  long  way  to  assisting  people  with  epilepsy.  This  Subcommittee  was  instrumental 
in  initiating  funding  for  an  epilepsy  program  at  CDC.  For  1 997,  NAEC  seeks  an  extension 
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of  the  CDC  program  at  the  originally  requested  level  of  $1  million. 
CDC  -  Educational  Efforts  to  Promote  Early  Intervention 

As  directed  by  Congress  in  1993,  the  Centers  for  Disease  Control  and  Prevention  (CDC) 
launched  its  epilepsy  program  within  the  National  Center  for  Chronic  Disease  Prevention 
and  Health  Promotion.  Focusing  on  early  detection  and  treatment  of  epilepsy  and 
enhancing  the  overall  quality  of  life  for  persons  with  epilepsy  and  their  families,  the 
epilepsy  program  targets  its  outreach  and  education  efforts  on  consumers  and  health 
professionals.  The  NAEC,  the  Epilepsy  Foundation  of  America  (EFA)  and  the  American 
Epilepsy  Society  (AES)  have  been  active  participants  in  a  working  group  with  the  CDC 
in  planning  the  future  course  of  the  epilepsy  program. 

We  are  currently  working  with  CDC  to  develop  a  public  health  statement  on  effective 
treatment  of  epilepsy  and  seizure  disorders.  A  working  conference  has  been  scheduled 
to  bring  together  experts  in  the  field  of  epilepsy  treatment  and  research  with  patients  and 
families  affected  by  epilepsy.  The  objective  of  this  conference  is  to  reach  consensus  on 
a  public  health  goal  in  treating  individuals  with  epilepsy.  Experts  in  the  field  will  present 
data  and  findings  from  existing  scientific  literature  to  show  that  timely  recognition  of  the 
cause  of  seizures  and  effective  treatment  can  reduce  the  risk  of  subsequent  brain 
damage,  as  well  as  disability  and  mortality  from  injuries  incurred  during  a  seizure.  We 
also  hope  to  discuss  the  social  and  psychological  side-effects  such  as  depression, 
learning  impairment  and  under-employment  that  many  patients  with  epilepsy  face  that  can 
be  remedied  through  various  treatment  options. 

In  addition,  we  are  working  with  CDC  to  initiate  studies  to  determine  measures  or 
indicators  of  quality  to  evaluate  the  care  and  treatment  provided  to  people  with  epilepsy. 
By  evaluating  existing  information  on  drug  utilization,  emergency  room  visits,  referrals  to 
specialists  and  patient  knowledge  of  epilepsy  and  satisfaction  with  treatment,  we  intend 
to  provide  patients  with  tools  to  evaluate  the  effectiveness  of  treatment.  Further,  we  hope 
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to  identify  measures  that  can  be  used  by  the  Medicare  and  Medicaid  programs  as  well 
as  the  National  Committee  for  Quality  Assurance  to  evaluate  and  stimulate  quality 
improvements  in  health  care  delivery  and  managed  care  plans. 

Funding  for  the  epilepsy  program  has  remained  at  just  over  $700,000  since  fiscal  year 
1 994.  NAEC  recommends  that  the  program  be  provided  a  modest  increase  of  $300,000. 
It  is  timely  to  make  a  small  increase  in  order  to  maintain  the  momentum  for  this  program 
and  to  extend  funding  for  FY  1997. 

NINDS  -  Enhance  Research  In  Epilepsy 

I  want  to  commend  the  Subcommittee  for  its  support  of  the  National  Institutes  of  Health 
and  the  increase  in  research  funding  provided  for  fiscal  year  1996.  On  behalf  of  the 
epilepsy  community,  I  urge  the  Subcommittee  to  build  upon  last  year's  increase  and 
provide  for  a  continued  high  level  of  support  for  NIH  and  the  National  Institute  of 
Neurological  Disorders  and  Stroke  (NINDS).  Medical  research  has  greatly  improved  the 
quality  of  life  for  persons  with  epilepsy  and  their  families.  The  development  of  anti-seizure 
medications  over  the  past  few  decades,  as  well  as  the  more  recent  advent  of  improved 
surgical  techniques,  has  enabled  many  people  with  the  condition  to  lead  independent  and 
productive  lives. 

More  research  is  needed  focusing  on  children  and  adults  with  intractable  epilepsy.  For 
example,  basic  molecular  neurobiology  research  being  developed  in  several  areas  may 
lead  to  a  whole  new  generation  of  more  effective  and  less  toxic  anti-seizure  medications. 
Another  area  with  great  potential  is  women  and  epilepsy.  Further  research  is  needed  on 
the  relationship  between  hormones  and  seizures  throughout  the  female  life-cycle  as  well 
as  pregnancy  risks  for  women  with  epilepsy.  We  urge  the  Congress  to  allocate  sufficient 
funding  to  further  these  and  other  important  research  efforts  of  this  Institute. 
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Mr.  Porter.  Thank  you,  Doctor  Gumnit.  We  very  much  appre- 
ciate your  testimony  today. 


Thursday,  February  29,  1996. 

WITNESS 

ELLEN  KANDELL,  EPILEPSY  FOUNDATION  OF  AMERICA 

Mr.  Porter.  We  will  now  call  on  Ellen  Kandell,  peer  counselor, 
representing  the  Epilepsy  Foundation  of  America  or  EFA.  Ms. 
Kandell. 

Ms.  Kandell.  Thank  you,  Mr.  Chairman,  and  members  of  the 
subcommittee.  Good  afternoon.  I  am  Ellen  Kandell,  testifying  on 
behalf  of  the  Epilepsy  Foundation  of  America.  We  appreciate  the 
opportunity  to  testify  in  support  of  increased  funding  for  the  epi- 
lepsy branch  of  the  National  Institute  of  Neurological  Disorders 
and  Stroke  at  NIH. 

EFA  is  a  voluntary  national  health  agency.  Together  with  its  75 
affiliates  throughout  the  U.S.,  EFA  works  for  people  affected  by 
seizures  through  research,  education,  advocacy,  and  service.  My 
comments  will  focus  particularly  on  the  need  for  increased  medical 
research  on  issues  confronting  women. 

As  you  heard  from  Doctor  Gumnit,  more  than  2  million  Ameri- 
cans have  epilepsy.  Roughly  10  percent  of  all  Americans  at  some 
time  in  their  life  will  have  a  seizure.  One-third  of  the  approxi- 
mately 125,000  new  cases  per  year  occur  in  children.  In  more  than 
70  percent  of  all  cases  no  cause  can  be  found.  Epilepsy  is  a  chronic 
condition  that  usually  requires  a  lifetime  of  continual  medical 
treatment.  Currently,  there  is  no  cure.  While  many  people  are  able 
to  control  their  seizures  with  medication,  approximately  one-half  a 
million  individuals  have  intractable  or  uncontrolled  epilepsy,  The 
economic  cost  and  emotional  toll  is  devastating. 

I  am  a  peer  counselor  with  the  Epilepsy  Foundation  of  the  Na- 
tional Capital  Area  and  have  counseled  dozens  of  women  concern- 
ing issues  relating  to  pregnancy  and  epilepsy.  As  a  result  of  my  ex- 
periences, I  believe  more  strongly  than  ever  that  more  medical  re- 
search needs  to  be  done  on  behalf  of  women  with  epilepsy. 

More  than  one  million  women  in  the  United  States  have  seizure 
disorders.  While  many  epilepsy  related  issues  are  common  to  both 
men  and  women,  women  face  many  unique  challenges  in  coping 
with  their  seizure  disorders.  For  instance,  seizures  may  be  affected 
by  hormonal  levels  that  change  throughout  a  woman's  life. 

I  developed  epilepsy  at  the  age  of  33.  For  six  years  my  seizures 
were  uncontrolled  and  I  was  unable  to  drive.  When  my  husband 
and  I  began  planning  our  family,  we  faced  many  risks — the  risk  of 
increased  seizures,  the  risk  of  increased  incidence  of  birth  defects. 
I  was  fairly  confident  at  the  time  that  Tegretol,  the  anti-epileptic 
drug  that  I  was  taking  to  help  control  my  seizures,  was  relatively 
safe  to  take  during  pregnancy  and  would  pose  less  of  a  risk  to  a 
fetus  than  other  available  anti-epileptic  medications.  Then  one 
morning  I  awoke  to  a  new  report  about  research  suggesting  that 
Tegretol  could  cause  more  birth  defects  than  previously  believed.  I 
ran  to  my  neurologist.  I  talked  to  him  about  cutting  my  dosage.  He 
warned  that  we  were  heading  into  uncharted  territory.  There  was 
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no  information  on  how  much  to  cut  my  medicine,  when  to  reduce 
it,  when  I  could  increase  it  again,  when  it  was  safe. 

We  cut  my  dosage  in  half.  During  my  first  pregnancy  I  experi- 
enced more  seizures  than  I'd  ever  had  before.  One  day  I  had  a  gen- 
eralized seizure  on  the  Metro.  Another  day  in  an  eight  hour  period 
I  had  four  seizures.  My  doctor  here  told  me  to  increase  my  medica- 
tion, yet  I  was  still  in  the  early  part  of  my  pregnancy.  I  did  not 
increase  my  medication.  I  was  well  below  my  therapeutic  range  for 
the  drug.  I  was  constantly  at  risk  for  increased  seizures.  I  had  to 
calculate  the  risks  to  myself  and  the  fetus  without  the  benefit  of 
having  lots  of  critical  information. 

I  was  very  lucky.  I  have  two  beautiful,  healthy  young  boys.  But 
we  still  cannot  be  sure  whether  lowering  the  dose  of  my  medicine 
contributed  to  my  positive  outcome.  Other  women  are  not  as  lucky. 
Some  women  are  warned  not  to  become  pregnant.  Other  women 
are  advised  to  terminate  their  pregnancy  because  of  their  epilepsy. 
Yet  most  women  with  epilepsy  must  be  treated  throughout  preg- 
nancy in  order  to  be  protected  against  adverse  maternal  and  fetal 
affects  of  seizures.  Maternal  seizures  pose  significant  risks  to  the 
mother  and  fetus.  The  mother  is  at  risk  for  injury,  seizures  in  well- 
controlled  people  with  epilepsy  can  lead  to  a  loss  of  driving  privi- 
leges. And  fetal  exposure  to  anti-epileptic  drugs  is  associated  with 
an  increased  risk  of  birth  defects.  Some  women  have  to  take  more 
than  one  anti-epileptic  drug  and  so  their  problems  are  compounded. 

EFA,  recognizing  the  importance  of  these  concerns,  pulled  to- 
gether a  panel  of  experts  to  develop  recommendations  for  addi- 
tional research.  These  include:  the  relationship  between  hormones 
and  seizures,  reproductive  endocrine  disorder  in  women  with  epi- 
lepsy, and  menopause  in  women  with  seizure  disorders,  including 
the  impact  of  hormone  replacement  therapy  and  issues  relating  to 
the  risk  of  osteoporosis. 

It  is  important  to  note  that  NIH  and  the  National  Institute  for 
Neurological  Disorders  and  Stroke  are  currently  funding  many  val- 
uable research  projects.  Our  recommendations  for  increased  fund- 
ing which  are  contained  in  my  testimony  are  above  those  that  are 
already  being  used  for  those  areas.  The  Federal  Government  plays 
a  critical  role  in  the  funding  of  biomedical  research.  Much  of  the 
basic  research  currently  funded  through  NIH  would  not  be  con- 
ducted with  a  diminished  Federal  participation. 

Members  of  the  committee,  thanks  for  the  opportunity  to  testify 
and  I  am  available  for  any  questions  now  or  later. 

[The  prepared  statement  follows:] 
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Distinguished  Chairman  and  Members  of  the  Subcommittee: 

Good  Afternoon,  I  am  Ellen  Kandell,  testifying  on  behalf  of  the  Epilepsy  Foundation  of 
America.  We  appreciate  the  opportunity  to  testify  in  support  of  increased  funding  for  the 
Epilepsy  Branch  of  the  National  Institute  of  Neurological  Disorders  and  Stroke  at  the  National 
Institutes  of  Health.  We  wish  to  thank  Chairman  Porter  and  Members  of  the  Subcommittee  for 
the  support  they  have  demonstrated  for  research  funding  at  NIH  and  urge  your  continuing 
support. 

EFA  is  the  national  voluntary  health  agency  that  works  for  people  affected  by  seizures  through 
research,  education,  advocacy  and  service.  EFA  and  the  75  affiliates  throughout  the  United 
States  represent  the  interests  of  the  over  two  million  Americans  with  epilepsy.  While  EFA  is 
supportive  of  a  number  of  programs  that  serve  people  with  epilepsy  and  other  disabilities  and 
health  conditions,  my  comments  will  focus  on  medical  research,  particularly  the  need  for 
increased  research  on  issues  confronting  women  with  epilepsy. 

More  than  two  million  Americans  have  epilepsy.  Approximately  9-10%  of  all  Americans  at 
some  time  in  their  life  will  experience  a  seizure.  One  third  of  the  approximately  125,000  new 
cases  per  year  are  in  children.  In  more  than  70  percent  of  all  cases  no  cause  can  be  found. 
Among  the  rest,  epilepsy  may  be  caused  by  head  injuries,  strokes,  brain  tumors,  genetic 
conditions,  lead  poisoning,  complications  during  fetal  development  or  birth,  illnesses  like 
meningitis  or  encephalitis,  or  even  severe  cases  of  measles. 

Epilepsy  is  a  chronic  condition  that  usually  requires  a  lifetime  of  continual  medical  treatment 
and  education.  Currently,  there  is  no  cure  for  epilepsy.  While  many  people  with  epilepsy  are 
able  to  control  their  seizures  with  medications,  it  is  not  widely  appreciated  that  approximately 
one  half  a  million  individuals  have  intractable  or  uncontrolled  seizures.  The  economic  cost  and 
emotional  toll  of  epilepsy,  especially  uncontrolled  epilepsy,  is  devastating  to  individuals  and 
families. 

I  am  a  peer  counselor  with  the  Epilepsy  Foundation  of  the  National  Capital  Area  and  have 
counseled  dozens  of  women  concerning  issues  relating  to  pregnancy  and  epilepsy.  As  a  result 
of  my  experiences,  I  believe  more  strongly  than  ever  that  more  medical  research  needs  to  be 
done  on  behalf  of  women  with  epilepsy. 

More  than  one  million  women  in  the  United  States  have  epilepsy.  While  many  epilepsy  related 
issues  are  common  to  both  men  and  women,  women  with  epilepsy  face  many  unique  challenges 
in  coping  with  their  seizure  disorders.  Seizures  may  be  affected  by  hormonal  levels  that  change 
throughout  a  woman's  life-during  puberty,  each  monthly  cycle,  pregnancy  and  menopause. 
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I  developed  epilepsy  as  an  adult.  Although  I  have  been  seizure  free  now  for  almost  3  years, 
when  my  husband  and  I  began  planning  our  family,  that  was  not  the  case.  I  was  fairly 
confident  at  the  time  that  Tegretol,  the  anti-epileptic  drug  that  I  was  taking  to  help  control  my 
seizures  was  relatively  safe  to  continue  taking  during  pregnancy  and  would  pose  less  of  a  risk 
to  a  fetus  than  other  available  anti-epileptic  medications.  Then  one  morning  I  heard  a  radio 
report  about  research  suggesting  that  Tegretol  could  cause  more  birth  defects  than  previously 
believed. 

When  I  asked  my  neurologist  about  cutting  my  dosage  he  warned  that  we  were  heading  into 
uncharted  territory.  We  gradually  cut  my  dosage  in  half.  During  my  first  pregnancy  I 
experienced  more  seizures.  However,  during  my  second  pregnancy  I  experienced  fewer 
seizures.  With  the  lowered  dose,  I  was  well  below  my  therapeutic  range  for  this  drug.  I  was 
constantly  at  risk  for  increased  chance  of  seizures.  I  had  to  calculate  the  risks  to  myself  and  my 
child  without  the  benefit  of  having  the  critical  information  needed  to  balance  those  risks. 

I  was  lucky.  I  have  two  beautiful,  healthy  boys  but  we  still  cannot  be  sure  whether  lowering  the 
dose  of  my  medicine  contributed  to  my  positive  outcome.  Other  women  are  not  as  lucky  and 
many  are  warned  by  their  doctors  not  to  become  pregnant  at  all.  In  some  cases,  when  women 
with  epilepsy  do  become  pregnant  they  are  advised  to  terminate  the  pregnancy  because  of  then- 
epilepsy. 

All  commonly  used  anti-epileptic  drugs  are  human  teratogens,  yet  most  woman  with  epilepsy 
must  be  treated  throughout  pregnancy  in  order  to  be  protected  against  the  adverse  maternal  and 
fetal  effects  of  seizures.  Maternal  seizures  pose  significant  risks  to  the  mother  and  fetus.  We 
cannot  always  predict  which  women  will  experience  an  increase  in  seizures  during  pregnancy. 
The  mother  is  at  risk  for  injury  during  a  seizure.  Seizures  in  well  controlled  people  with 
epilepsy  can  lead  to  the  loss  of  driving  privileges.  Risks  to  the  fetus  posed  by  maternal 
seizures,  particularly  convulsive  seizures  include  abruptio  placentae,  ruptured  membranes, 
preterm  delivery  and  fetal  death.  Vaginal  hemorrhage  and  fetal  intracranial  hemorrhage  arise  as 
a  result  of  an  anti-epileptic  drug  induced  coagulopathy.  Fetal  exposure  to  anti-epileptic  drugs  is 
associated  with  an  increased  risk  of  both  minor  and  major  birth  defects.  This  risk  is 
compounded  if  the  mother  is  taking  more  than  one  medication. 

Additional  medical  research  can  make  a  profound  difference  to  these  important  life  decisions. 
More  research  is  the  basis  for  calculating  the  risks  and  making  informed  choices. 

In  addition  to  pregnancy  concerns  other  areas  of  a  woman's  life  can  be  affected.  Sexual 
dysfunction  is  present  in  nearly  one-third  of  women  with  epilepsy.  Fertility  may  be 
compromised.  The  higher  failure  rate  of  contraceptives  in  women  taking  anti-epileptic  drugs 
compromises  a  woman's  ability  to  plan  her  family. 


554 


Page  3 


EFA,  recognizing  the  importance  of  these  concerns,  pulled  together  a  panel  of  experts  in  the 
field  to  develop  recommendations  for  additional  research  and  professional  education.  These 
experts  identified  a  number  of  areas  in  addition  to  pregnancy  and  those  discussed  above,  that 
require  further  research,  including: 

•  the  relationship  between  hormones  and  seizures  at  puberty,  over  the  menstrual  cycle  and  at 
menopause; 

•  reproductive  endocrine  disorder  in  women  with  seizure  disorders; 

•  menopause  in  women  with  seizure  disorders,  including  whether  seizures  change,  whether 
women  with  seizure  disorders  should  receive  hormone  replacement  therapy,  what  impact 
that  would  have  on  women  and  whether  postmenopausal  women  with  seizure  disorders  are 
at  higher  risk  for  osteoporosis; 

•  anti-epileptic  drug  efficacy  and  side  effects; 

•  injury  risk  for  women  as  well  as  gender  related  difference  in  type  of  injury  that  occurs; 

•  mental  health  and  psychosocial  effects  on  women; 

•  parenting. 

It  is  important  to  note  that  NIH  and  the  National  Institute  for  Neurological  Disorders  and  Stroke 
are  currently  funding  many  valuable  research  projects.  Our  recommendations  for  increased 
funding  in  the  areas  described  above,  are  not  intended  to  be  at  the  cost  of  the  vital  basic  and 
clinical  research  being  undertaken  within  NTH.  EFA  believes  that  through  research  advances 
we  will  prevent  and  one  day  cure  epilepsy  and  its  complications,  improving  the  quality  of  life 
of  millions  of  individuals  and  saving  billions  of  dollars.  The  investment  that  the  federal 
government  and  private  industry  have  made  in  epilepsy  research  over  the  past  few  decades  has 
led  to  many  advances  in  treatment  of  seizure  disorders.  New  and  better  anti-seizure 
medications  and  surgical  techniques  are  improving  seizure  control  and  have  enabled  many 
people  with  epilepsy  to  lead  independent  and  productive  lives. 


FUNDING  RECOMMENDATIONS 


The  federal  government  plays  a  critical  role  in  the  funding  of  biomedical  research.  Much  of  the 
basic  research  currently  funded  through  the  National  Institutes  of  Health  would  not  be 
conducted  with  a  diminished  federal  commitment.  Private  industry,  which  currently  funds  a 
majority  of  the  applied  and  clinical  research,  would  find  basic  research  too  risky  an  enterprise 
as  there  are  no  assurances  that  it  will  produce  a  marketable  product  or  procedure. 

The  Epilepsy  Foundation  of  America  (EFA)  plays  its  part  by  providing  critical  support  to 
young  investigators  to  pursue  careers  in  seeking  the  causes  and  cures  for  epilepsy.  However, 
the  promise  of  future  breakthroughs  in  epilepsy  research  can  only  be  achieved  through 
increased  funding  for  epilepsy  research  programs  at  the  NIH,  NINDS,  and  CDC. 
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EFA  urges  the  Congress  to  increase  the  federal  commitment  to  biomedical  research  by 
allocating  sufficient  funding  to  advance  important  research  and  prevention  efforts  at  the 
following  agencies. 

National  Institutes  of  Health:  EFA  appreciates  the  leadership  shown  by  Chairman  Porter  and 
Members  of  the  Subcommittee  in  securing  $1 1 .9  billion  in  overall  funding  for  the  NIH  for  FY 
1996.  We  urge  the  Committee  to  approve  a  similar  increase  for  FY  1997.  It  is  our 
understanding  that  the  professional  judgment  budget  for  NIH  calls  for  a  6.5%  increase.  This 
would  be  a  reliable  estimate  of  the  level  of  funding  needed  to  sustain  the  high  standards  of 
scientific  achievement  attained  by  the  NIH. 

National  Institute  for  Neurological  Disorders  and  Stroke:  EFA  appreciates  the  increase 
provided  to  NINDS  in  FY  1996.  FY  1996  funding  is  $681  million.  We  understand  that  the 
professional  judgment  recommendation  for  FY  1997  is  $736  million,  about  an  8%  increase. 
This  represents  the  amount  that  experts  in  the  field  believe  is  needed  to  support  scientifically 
worthy  research  projects.  EFA  urges  the  Committee  to  seek  funding  at  that  level. 

Centers  for  Disease  Control  and  Prevention:  In  1993,  the  Centers  for  Disease  Control  and 
Prevention  (CDC)  launched  its  epilepsy  program  within  the  National  Center  for  Chronic 
Disease  Prevention  and  Health  Promotion.  This  program  focuses  on  early  detection  and 
treatment  of  epilepsy  and  targets  outreach  and  education  efforts  to  consumers  and  health 
professionals.  This  is  a  necessary  complement  to  the  research  initiatives  sponsored  by  NIH. 

Funding  for  FY  1996  CDC  program  activities  are  at  a  level  of  $700,000.  EFA  recommends  a 
modest  increase  for  the  program  bringing  it  to  its  originally  requested  level  of  $1  million.  This 
will  provide  CDC  with  the  necessary  funds  to  develop  consensus  among  the  experts  in  the  field 
on  a  public  health  goal  in  treating  individuals  with  epilepsy.  It  will  also  allow  CDC  to  initiate 
studies  aimed  at  determining  measures  to  evaluate  the  care  and  treatment  provided  to  people 
with  epilepsy.  This  information  can  be  used  by  the  Medicare  and  Medicaid  programs  as  well  as 
the  National  Committee  for  Quality  Assurance  to  evaluate  and  stimulate  quality  improvements 
in  health  care  delivery  and  managed  care.  It  is  critical  that  the  momentum  for  this  project  is 
sustained  and  carried  into  FY  1997  to  implement  this  important  national  program. 
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Mr.  Porter.  Ms.  Kandell,  thank  you  very  much  for  your  good 
testimony.  We  appreciate  it  very  much  and  your  being  here.  Thank 
you. 

I  would  say  to  the  witnesses  that  we  have  allocated  five  minutes 
for  each  witness.  I  said  yesterday,  let  me  say  again  today,  that  the 
attention  span  of  myself  and  Mr.  Bonilla  is  not  longer  than  five 
minutes,  and  Mr,  Dickey  is  even  less.  [Laughter.] 

So  please  confine  yourself  to  the  five  minute  timeframe.  We  have 
a  very  important  meeting  coming  up  after  this  session  with  public 
witnesses. 


Thursday,  February  29,  1996. 

WITNESS 

MICHAEL  A.  KALINER,  M.D.,  JOINT  COUNCIL  OF  ALLERGY,  ASTHMA, 
AND  IMMUNOLOGY 

Mr.  Porter.  Michael  A.  Kaliner,  M.D.,  director  of  the  Institute 
of  Asthma  and  Allergy  at  Washington  Hospital  Center,  testifying 
in  behalf  of  the  Joint  Council  of  Allergy,  Asthma,  and  Immunology. 
Doctor  Kaliner,  welcome. 

Dr.  Kaliner.  Thank  you,  Mr.  Chairman,  for  inviting  me  to  tes- 
tify on  the  importance  of  Federal  funding  for  research  related  to 
asthma,  allergy,  and  immunology.  I  am  Michael  Kaliner  and  I 
spent  eighteen  years  at  the  NIH  before  entering  practice  two  years 
ago.  I  take  care  of  asthma,  allergy,  and  sinusitis  every  day.  I  am 
appearing  before  you  today  on  behalf  of  the  Joint  Council  of  Al- 
lergy, Asthma,  and  Immunology  which  represents  4,000  clinicians 
and  investigators  dedicated  to  the  care  of  35  million  Americans 
who  suffer  from  asthma,  allergy,  and  immune  disorders. 

Let  me  make  a  few  comments  that  are  all  laudatory.  First,  we 
would  like  to  thank  you  for  your  support  of  the  NIH.  The  increase 
in  funding  you  gave  this  year  is  really  appreciated.  We  also  appre- 
ciate your  position  that  you  support  the  best  science  rather  than 
that  which  is  most  popular  at  the  moment.  And  finally,  we  agree 
with  your  decision  not  to  give  a  line  item  appropriation  for  the  Of- 
fice of  AIDS  Research. 

Let  me  make  some  specific  comments  relevant  to  asthma  and  al- 
lergy. Asthma  is  a  major  public  disease  that  affects  between  10  and 
15  million  Americans,  making  it  one  of  the  most  common  diseases 
that  is  suffered  in  this  country.  The  incidence  of  asthma  is  on  the 
rise;  about  42  percent  more  people  suffer  from  asthma  today  than 
they  did  ten  years  ago.  It  is  also  bothersome  that  many  African- 
Americans  and  children  suffer  from  asthma  disproportionately;  a 
41  percent  higher  rate  of  asthma  in  children  and  23  percent  higher 
in  blacks. 

The  cost  of  asthma  is  staggering.  The  current  estimates  are  $7.4 
billion  will  be  spent  for  asthma  this  year  in  the  United  States,  in- 
cluding $4.5  billion  in  direct  medical  costs  and  $3  billion  in  indirect 
costs.  Those  are  big  numbers.  Asthma  results  in  more  days  lost 
from  school  than  any  other  chronic  disease.  The  cost  for  families 
is  unbelievable — it's  estimated  that  6  percent  of  the  yearly  income 
of  middle  Americans  if  they  have  an  asthmatic  child,  and  if  they're 


557 


poor,  up  to  12  percent  of  the  whole  income  goes  for  asthma  medica- 
tion. 

Research  done  by  the  NIH  has  changed  our  appreciation  of  what 
asthma  is.  We  now  understand  the  disease  far  better  and  are  bet- 
ter able  to  treat  it.  Nonetheless,  the  incidence  and  cost  is  sky- 
rocketing. Research  has  demonstrated  that  industrial  and  occupa- 
tional exposures  affect  asthma.  Right  now,  the  major  cost  for  work 
disability  in  18-to  44-year-olds  is  asthma  related  work  disability 
from  exposure  to  irritants  and  allergens  in  the  environment.  The 
cost  for  that  is  around  $285  million  a  year. 

There  are  a  number  of  studies  that  you've  helped  support  being 
done  at  the  NIH  both  by  the  NHLBI  and  the  NIAID.  Some  of  those 
studies  are  aimed  at  inner-city  asthmatics  trying  to  find  out  what 
is  going  on  with  the  African-American  population,  some  of  the  stud- 
ies relate  to  trying  to  figure  out  what  the  triggers  are,  how  to  keep 
people  from  going  to  the  emergency  room  and  to  the  hospital.  If  we 
can  understand  and  affect  what  causes  that,  we  can  save  this  coun- 
try hundreds  of  millions  of  dollars.  And  that  research  money  is 
being  very  well  spent  and  we  appreciate  your  support. 

There  is  also  other  allergic  diseases.  The  estimated  numbers  are 
that  about  50  million  people  suffer  from  hay  fever,  sinusitis,  nasal 
polyposis,  hives,  drug  reactions.  However,  allergy  that  we're  focus- 
ing on  today  is  the  most  common  underlying  cause  for  asthma.  It 
is  thought  that  90  percent  of  the  children  less  than  16  who  have 
asthma  have  allergies,  70  percent  of  those  less  than  30,  and  50  per- 
cent that  are  over  the  age  of  30  have  allergies  as  a  cause  for  their 
asthma.  So  we  focus  on  allergy  not  just  in  itself,  but  as  a  partici- 
pating factor  in  asthma. 

A  lot  of  research  has  gone  into  improved  therapy  for  asthma  and 
we're  making  good  headway,  but  there's  a  lot  left  to  be  done.  Some 
of  the  work  that's  being  done  today  relates  to  the  genetics  of  al- 
lergy and  asthma.  We  believe  that  will  give  us  a  major  impact  in 
controlling  this  disease  once  we've  identified  the  asthma  and  al- 
lergy genes.  The  NIAID  and  the  NHLBI  have  both  participated  in 
these  studies,  and  we  appreciate  your  support. 

What  we  are  requesting  for  fiscal  year  1997  is  a  6.5  percent  or 
$776  million  increase  for  the  NIH.  This  is  also  the  recommendation 
of  the  Ad  Hoc  Group  for  Biomedical  Research.  With  continued 
strong  Federal  support  of  medical  research,  we're  hoping  that  we 
can  continue  to  lead  the  way  in  improved  understanding  and  treat- 
ment of  these  important  diseases.  Thank  you  very  much  for  your 
attention.  I  have  some  written  testimony  that  I  would  like  to  sub- 
mit for  the  record.  And  I  would  be  very  pleased  to  answer  any 
questions  you  might  have. 

Mr.  Porter.  Yes,  the  written  testimony  will  be  received  for  the 
record.  We  very  much  appreciate,  Doctor  Kaliner,  your  coming  to 
testify  before  us  today.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Testimony  of  the  Joint  Council  of  Allergy,  Asthma  and  Immunology 

Thank  you,  Mr.  Chairman  and  members  of  the  Committee,  for  inviting  me  to  testify  on 
the  importance  of  Federal  funding  for  research  related  to  asthma,  allergy  and  immunology.  I  am 
Dr.  Michael  Kaliner  and  I  appear  before  you  today  on  behalf  of  the  Joint  Council  of  Allergy, 
Asthma,  and  Immunology  (JCAAI).  JCAAI  is  a  professional  non-profit  organization  comprised 
of  the  American  Academy  of  Allergy  and  Immunology  and  the  American  College  of  Allergy  and 
Immunology.  JCAAI  represents  more  than  4,000  clinicians  and  researchers  who  are  dedicated 
to  providing  care  for  the  35  million  Americans  who  suffer  from  allergic  or  immune  disorders. 

First,  we  would  like  to  express  our  thanks  to  the  members  of  this  Committee  for  their 
leadership  in  ensuring  a  strong  Federal  commitment  to  the  National  Institutes  of  Health  (NIH) 
for  fiscal  year  1996.  The  5.8%  increase  in  funding  will  enable  the  exciting  research  initiatives 
to  continue  and  move  the  country  closer  to  understanding  the  development,  treatment  and  cure 
of  many  diseases.  We  know  that  you  were  faced  with  difficult  funding  choices  in  a  year  in 
which  many  programs  were  frozen  or  cut  and  we  are  very  appreciative  that  NIH  was  a  top 
priority. 

We  would  support  your  position  that  the  allocation  of  research  funding  should  be  on  the 
basis  of  the  best  science,  rather  than  on  whatever  disease  is  "most  popular"  at  the  time.  Further, 
we  agree  with  your  decision  not  to  provide  a  separate  line  item  appropriation  for  the  Office  of 
AIDS  Research  (OAR).  JCAAI  presented  public  witness  testimony  before  Congress  in  1993 
when  the  establishment  of  OAR  was  being  considered.  While  we  supported  and  continue  to 
support  the  strengthening  of  coordination  and  planning  of  HIV  research,  we  raised  concerns 
regarding  the  funding  of  OAR  activities  through  a  management  and  policy  arm  of  NIH. 

JCAAI  believes  that  it  is  critical  for  the  emphasis  on  individual  investigator-initiated 
research  at  NIH  to  remain  a  top  priority,  and  we  are  concerned  about  the  low  success  rate  for 
ROl  grant  applications.  Investigator-initiated  ROl  grants  have  been  the  backbone  of  NIH 
research  and  of  all  scientific  research  throughout  the  country  over  the  past  50  years.  These  grants 
are  the  catalyst  for  many  improvements  in  prevention  and  treatment  of  allergies  and  asthma.  We 
must  improve  upon  the  low  success  rates  for  competing  new  ROls  supported  by  the  National 
Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  and  by  the  National  Heart,  Lung,  and  Blood 
Institute  (NHLBI). 

Asthma  is  a  major  public  health  issue  that  directly  affects  between  10  to  15  million 
Americans,  making  it  one  of  the  most  common  chronic  diseases  in  the  U.S.  The  incidence  of 
asthma  is  on  the  rise;  the  Centers  for  Disease  Control  (CDC)  has  documented  that  the  rate  of 
asthma  rose  42%  between  1982  and  1992.  It  is  also  troubling  to  note  that  children  under  the  age 
of  18  and  African  Americans  suffer  disproportionately  from  asthma— children  have  a  41%  higher 
prevalence  of  asthma  than  the  general  population,  and  the  prevalence  of  asthma  in  1993  in 
African  Americans  under  age  45  was  about  23%  higher  than  in  whites. 
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Costs  to  both  individuals  and  to  society  as  a  result  of  asthma  are  staggering.  Total  costs 
related  to  asthma  are  estimated  to  be  $7.4  billion  annually,  including  $4.5  billion  in  direct 
medical  costs  and  $2.9  billion  in  indirect  costs  associated  with  loss  of  productivity,  disability,  and 
death.  Asthma  results  in  more  days  missed  from  school  than  any  other  chronic  disease.  One 
study  examining  the  costs  associated  with  the  management  of  childhood  asthma  showed  that  an 
average  family  with  a  moderately  severely  asthmatic  child  spends  6.4%  of  their  yearly  income 
on  asthma-related  expenses;  low  income  families  spend  nearly  12%  of  their  income. 

Research  has  altered  our  views  about  the  cause  of  asthma  and,  subsequently,  its  treatment. 
It  has  become  evident  that  asthma  is  a  chronic  lung  disease  caused  by  a  complex  interaction  of 
genetic  and  environmental  factors.  The  scope  of  the  health  problem  caused  by  asthma  lies  not 
only  in  the  growing  number  of  Americans  with  the  disease,  but  also  in  the  limitations  that  asthma 
can  impose  on  daily  life.  Research  is  underway  that  will  help  identify  the  risk  factors  associated 
with  and  predisposing  individuals  to  asthma.  This  information  will  also  help  to  identify  children 
that  may  be  at  high  risk  for  developing  asthma,  as  well  as  to  reduce  the  variability  of  the 
condition.  Continued  research  can  help  pinpoint  possible  targets  for  new  drug  treatments. 

Research  has  demonstrated  that  industrial  and  occupational  exposures  have  a  negative 
effect  on  asthma.  At  the  NHLBI,  the  Division  of  Lung  Diseases'  Asthma  Research  Program  has 
assessed  the  magnitude  of  the  contribution  of  these  exposures  to  work  disability  for  those  with 
existing  asthma.  This  research  is  important  because  the  impact  of  occupational  exposures  on 
those  with  existing  asthma  is  the  leading  cause  of  work  disability  rates  for  those  aged  18-44  in 
the  United  States.  It  is  estimated  that  the  cost  of  lost  work  days  due  to  occupational  asthma  for 
persons  aged  18  and  older  reaches  over  $284  million  each  year,  and  this  figure  does  not  include 
losses  from  having  to  completely  stop  work  due  to  asthma. 

The  NHLBI  has  several  collaborative  activities  underway  that  focus  on  asthma  in  at-risk 
populations.  Five  centers  (Washington,  D.C./Baltimore;  San  Antonio;  St.  Louis;  New  York  City; 
and  Albuquerque)  are  in  the  final  phase  of  a  study  that  will  develop,  implement,  and  evaluate 
interventions  to  control  asthma  morbidity  among  African  American  and  Hispanic  children. 
Intermediate  findings  are  promising  because  they  suggest  that  it  is  possible  to  develop  a  pattern 
of  preventive  and  continuing  care  for  a  population  which  has  traditionally  been  difficult  to  reach 
with  preventive  public  health  programs.  If  this  intervention  is  found  to  reduce  emergency  room 
utilization  and  hospitalization  rates,  its  widespread  application  could  greatly  reduce  the  economic 
burden  of  asthma.  The  Childhood  Asthma  Management  Program  (CAMP)  is  underway  with 
1,041  children  enrolled.  The  study  objective  is  to  determine  the  long-term  effects  in  children 
ages  five  through  12  of  three  types  of  therapy  on  pulmonary  function  over  a  five-year  period. 

The  NHLBI  is  also  collaborating  with  the  National  Institute  of  Child  Health  and  Human 
Development  (NICHD)  Maternal  and  Fetal  Medicine  Unit  Network  on  a  four  year,  collaborative 
project  to  study  the  effect  of  asthma  treatments  on  pregnancy  and  perinatal  outcomes.  A  majority 
of  the  patients  in  the  two  investigations  (an  observational  study  and  a  clinical  trial)  are  minority 
patients  at-risk  for  poor  asthma  control  and  poor  perinatal  outcomes. 

Another  promising  study  is  the  NIAID  National  Cooperative  Inner-City  Asthma  Study, 
which  established  a  network  of  eight  sites  to  identify  risk  factors  for  asthma  in  inner-city  children 
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and  to  develop  ways  to  reduce  these  risks.  The  first  phase  of  the  study,  which  identified  risk 
factors  and  possible  interventions,  has  been  completed.  The  second  phase  is  ongoing  and  tests 
the  effectiveness  of  interventions. 

This  growing  body  of  research  demonstrates  that  new  ways  of  controlling  and  managing 
asthma  over  the  long-term  are  on  the  horizon,  thus  making  it  possible  to  reduce  asthma's 
personal,  social,  and  economic  burdens  to  individuals  and  to  society. 

JCAAI  is  also  supportive  of  Federal  support  for  the  study  of  other  allergic  diseases  which 
affect  more  than  50  million,  or  one  out  of  five,  Americans.  These  include  hay  fever,  sinusitis, 
nasal  polyps,  allergic  eczema  and  certain  types  of  hives,  swelling,  and  drug  reactions.  The  most 
common  cause  of  asthma,  however,  is  allergy.  Ninety  percent  of  children  under  the  age  of  16 
who  have  asthma  suffer  from  allergies,  70%  of  individuals  under  the  age  of  30,  and  50%  of 
people  over  the  age  of  30. 

Although  a  variety  of  therapies  have  been  developed  to  treat  allergic  diseases,  critical 
aspects  of  the  allergic  reaction  are  still  not  well  understood.  In  order  to  develop  more  effective 
therapies  and  devise  methods  for  prevention,  researchers  need  to  determine  the  environmental  and 
genetic  factors  that  contribute  to  allergic  diseases.  Researchers  working  through  the  NIAID  have 
been  leaders  in  advancing  and  expanding  the  body  of  knowledge  in  the  field  of  allergy. 

Research  has  demonstrated  that  genetics  has  a  major  influence  on  allergy.  If  one  parent 
has  allergies,  statistics  show  that  one  out  of  his  or  her  three  children  v/ill  also  have  allergies,  and 
if  both  parents  have  allergies,  all  of  their  children  will  most  likely  have  allergies.  Aside  from 
the  strong  predictive  factor  of  genetics,  it  is  not  understood  why  some  individuals  acquire 
allergies  and  others  do  not. 

NIAID  was  a  partner  in  a  Federal  government- wide  effort  which  determined  that  exposure 
to  indoor  allergens  is  a  substantial  public  health  problem  and  recommended  improved  education 
and  expanded  research.  NIAID-funded  researchers  were  also  the  first  to  identify  the  IgE  antibody 
that  triggers  allergic  responses.  Current  research  using  molecular  technology  has  provided  further 
stimulus  for  future  research.    We  must  continue  to  build  upon  these  advances. 

For  FY  1997,  JCAAI  respectfully  requests  that  Congress  provide  a  6.5%  or  $776  million 
increase  for  the  NIH.  This  is  also  the  recommendation  of  the  Ad  Hoc  Group  for  Biomedical 
Research.  With  continued  strong  Federal  support  of  medical  research,  our  researchers  will  be 
able  to  capitalize  on  many  of  the  opportunities  that  exist  in  basic  and  clinical  research  and  will 
help  the  U.S.  maintain  its  world-renowned  leadership  in  biomedical  research.  While  we  urge  that 
investigator-initiated  grants  remain  a  top  priority  at  NIAID  and  NHLBI,  we  recommend  that 
overall  funding  decisions  be  based  on  the  most  promising  science. 

Thank  you  again  for  inviting  JCAAI  to  testify  before  you  today  and  for  your  leadership 
in  ensuring  a  strong  Federal  commitment  to  research  funding  through  the  NIH.  Research  has 
resulted  in  dramatic  progress  in  our  understanding  of  disease  and  disease  prevention,  and  basic 
and  clinical  research  are  the  keys  to  the  development  of  public  health  tools.  Today's  investments 
will  become  tomorrow's  treatments  and  cures. 

I  would  be  pleased  to  answer  any  questions  at  this  time. 
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Thursday,  February  29,  1996. 

WITNESS 

SANDRA  H.  KOWNACKI,  AUTISM  SOCIETY  OF  AMERICA 

Mr.  Porter.  I  owe  our  witness  an  apology.  I  meant  to  go  to  you 
in  turn,  but  I  had  inadvertently  checked  you  off  as  having  testified 
when  you  hadn't.  So,  now  we  have  Sandra  H.  Kownacki,  president 
of  the  Autism  Society  of  America.  Ms.  Kownacki. 

Ms.  Kownacki.  That's  quite  all  right.  Good  afternoon,  Mr.  Chair- 
man and  members  of  the  committee.  Thank  you  for  the  opportunity 
to  present  public  witness  testimony  on  behalf  of  the  Autism  Society 
of  America.  My  name  is  Sandra  Kownacki.  I  am  president  of  the 
ASA,  but,  more  importantly,  I  am  the  mother  of  a  twenty  year  old 
daughter  with  autism. 

As  both  a  mother  and  president  of  the  ASA,  I  would  like  to  thank 
you,  Mr.  Chairman,  for  your  successful  fiscal  year  1996  efforts  on 
behalf  of  the  NIH.  Your  support  of  medical  research  and  your  rec- 
ognition of  the  human  and  economic  benefits  of  medical  research 
have  given  hope  to  the  millions  of  Americans  whose  lives  will  be 
better  off  because  of  scientific  progress. 

The  Autism  Society  of  America  was  founded  in  1965  by  parents 
of  children  with  autism.  Over  the  past  three  decades,  the  ASA  has 
grown  to  represent  some  19,000  members — families,  professionals, 
and  caregivers  of  persons  with  autism — comprising  over  225  chap- 
ters in  48  States.  Within  the  last  five  years  we  have  doubled  our 
membership,  a  testament  to  the  fact  that  understanding  and  public 
awareness  of  autism  is  growing  considerably. 

It  is  encouraging  that  public  awareness  of  autism  continues  to 
increase.  However,  autism  is  still  highly  misunderstood.  Many 
American  think  they  understand  autism  because  they  have  seen 
the  1988  movie  "Rain  Man"  starring  Dustin  Hoffman.  Mr.  Hoff- 
man's character,  Raymond,  embodied  only  one  manifestation  of  a 
person  with  autism.  In  fact,  there  is  no  such  thing  as  a  typical  per- 
son with  autism.  The  disorder  runs  the  full  spectrum  from  mild  to 
severe,  and  behavioral  manifestations  can  be  very  different.  Ray- 
mond, indeed,  was  an  extraordinary  character  who  displayed  sa- 
vant abilities  with  his  phenomenal  mathematical  aptitude  and 
memory  feats.  However,  the  estimated  prevalence  of  savant  abili- 
ties in  persons  with  autism  is  only  10  percent. 

The  full  spectrum  of  the  disorder  of  autism  affects  over  400,000 
Americans — that  is  15  out  of  every  10,000  Americans.  Autism  does 
not  discriminate;  it  affects  all  races,  ethnic  groups,  and  knows  no 
social  boundaries.  While  many  may  view  autism  as  mysterious,  au- 
tism is  not  rare.  It  is  the  third  most  prevalent  disability  affecting 
more  of  our  Nation's  children  than  Down  syndrome  or  muscular 
dystrophy. 

Autism  is  a  physiological  condition — a  brain-based  neurological 
disorder  that  affects  functioning  of  the  brain.  Autism  is  not  a  men- 
tal disorder  nor  does  it  have  a  psychological  origin.  Often  difficult 
to  diagnose,  autism  typically  appears  during  the  first  three  years 
of  a  child's  life.  The  disorder  interferes  with  the  normal  develop- 
ment of  the  brain  in  areas  of  reasoning,  social  interaction,  commu- 
nication skills,  and  emotions.  Children  with  autism  may  become 
fixated  on  a  particular  inanimate  object,  they  may  react  negatively 
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to  the  slightest  changes  in  daily  routines,  and  may  be  aggressive 
or  engage  in  self-injurious  behavior.  What  is  perhaps  most  dev- 
astating to  family  members  is  that  children  with  autism  may  have 
difficulty  expressing  emotion — hugs,  kisses,  smiles,  and  cuddling 
may  be  unwelcome  or  unreturned. 

While  the  specific  causes  of  autism  remain  unknown,  medical  re- 
searchers are  continuously  exploring  and  discovering  new  insights 
into  the  disorder.  Thanks  to  the  research  efforts  of  the  NIH,  and 
particular  the  NICHD  and  the  NIMH,  exciting  new  research  efforts 
have  determined  that  genetics  may  play  a  significant  role  in  the 
development  of  autism.  A  specific  gene  has  not  yet  been  identified, 
but  there  is  already  evidence  to  support  the  view  that  some  forms 
of  autism  are  genetically  based.  Clearly,  research  into  a  possible 
genetic  link  to  autism  is  in  its  infancy.  However,  most  professionals 
are  quite  confident  that  some  day  we  will  understand  the  complex 
relationship  between  the  role  of  genetics  and  the  development  of 
autism — if  critical  autism  research  is  funded.  Research  has  uncov- 
ered new  treatments  that  may  help  lessen  the  symptoms  of  autism 
and  provide  children  and  adults  with  many  new  opportunities  for 
education  and  community  involvement.  This  is  truly  remarkable 
when  you  consider  that  only  a  generation  ago  90  percent  of  persons 
with  autism  were  institutionalized  at  some  point  in  their  lifetime. 

The  ASA  understands  that  in  these  budget  conscious  times  the 
climate  is  not  favorable  for  increased  research  dollars.  However,  we 
would  like  to  request  that  Congress  provide  a  6.5  percent,  or  $776 
million,  increase  for  the  NIH  in  fiscal  year  1997.  This  increase  will 
enable  scientists  to  pursue  promising  research  opportunities  and 
improve  the  lives  of  many  Americans.  Given  the  fact  that  autism 
treatment  can  cost  between  $30,000  to  $100,000  per  year  per  per- 
son, can  we  afford  not  to  do  this  research? 

In  addition,  ASA  respectfully  requests  that  the  committee  recog- 
nize the  need  for  autism-specific  research  when  allocating  funds  to 
the  Institute's  jurisdiction  over  autism.  We  are  aware  of  the  com- 
mittee's preference  to  limit  targeted  research  dollars.  However, 
there  are  some  disorders  like  autism  that  despite  their  widespread 
prevalence  need  congressional  encouragement.  Last  spring  the  NIH 
sponsored  a  state  of  the  science  conference  on  autism.  One  of  the 
results  of  that  conference  was  a  greater  understanding  of  the  avail- 
able research  findings;  however,  even  more  important  was  that  the 
conference  showed  us  all  the  research  opportunities  still  waiting  to 
be  realized.  An  RFP  for  autism  research  would  be  a  logical  next 
step  and  we  encourage  the  committee  to  consider  this  possibility. 

Mr.  Chairman,  we  recognize  and  applaud  your  long  time  commit- 
ment to  biomedical  research.  We  look  forward  to  working  with  you 
towards  realization  of  the  research  goals  of  the  Autism  Society  of 
America. 

If  I  may  add  one  personal  note,  my  daughter  was  nine  years  old 
before  she  was  finally  diagnosed  with  autism.  I  have  a  master's  de- 
gree in  special  education,  I  knew  she  had  some  tendencies,  but  the 
pediatrician  we  went  to,  who  is  one  of  the  very  best  in  St.  Louis, 
out  of  Washington  University  and  Barnes  Hospital,  when  I  told 
him  he  said,  "How  can  she  be  autistic  because  she's  social?"  It  just 
showed  that  up  until  that  time  everybody  thought  you  fit  into  a 
certain  mold.  Even  her  pediatrician  who  was  so  knowledgeable 
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didn't  recognize  it.  At  nine  years  old  is  when  she  was  finally  given 
the  diagnosis  of  autism.  As  a  parent,  I  felt  as  if  I  was  coming  out 
a  dark  tunnel,  that  finally  I  knew  what  was  happening  to  my  child 
and  maybe  there  would  be  some  hope.  Had  she  had  some  research 
and  earlier  interventions,  her  life  might  be  much  different  today 
than  it  is. 

Mr.  Porter.  Ms.  Kownacki,  we  really  appreciate  your  testimony. 
It  also  helps  us  a  great  deal  for  you  to  describe  the  disease  to  us. 
It  gives  us  a  greater  understanding  of  what  we  have  to  deal  with. 
I  really  appreciate  your  coming  to  testify.  Thank  you  so  much. 

[The  prepared  statement  follows:] 
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Good  afternoon,  Mr.  Chairman  and  members  of  the  Committee.  Thank  you 
for  the  opportunity  to  present  public  witness  testimony  on  behalf  of  the  Autism 
Society  of  America  (ASA).  My  name  is  Sandra  Kownacki,  and  I  am  President  of 
the  ASA,  but  more  importantly,  I  am  the  mother  of  a  twenty  year  old  daughter 
with  autism. 

As  both  a  mother  and  President  of  the  ASA,  I  would  like  to  thank  you,  Mr. 
Chairman,  for  your  successful  FY  1996  efforts  on  behalf  of  the  NIH.  Your 
support  of  medical  research  and  your  recognition  of  the  human  and  economic 
benefits  of  medical  research  have  given  hope  to  the  millions  of  Americans  whose 
lives  will  be  better  off  because  of  scientific  progress. 

The  Autism  Society  of  America  (ASA)  was  founded  in  1965  by  parents  of 
children  with  autism.  Over  the  past  three  decades,  the  ASA  has  grown  to 
represent  some  18,000  members  -  families,  professionals,  and  caregivers  of 
persons  with  autism  —  comprising  over  225  chapters  in  48  states.  Within  the  last 
five  years  we  have  doubled  our  membership  ~  a  testament  to  the  fact  that 
understanding  and  public  awareness  of  autism  has  and  is  growing  considerably. 
Two  ASA  chapters  operate  mail  order  bookstores  housing  the  largest  collection  of 
works  on  autism.  The  ASA  publishes  The  ADVOCATE,  a  bimonthly  national 
magazine  that  highlights  the  latest  developments  in  autism  and  provides  invaluable 
information  for  families  coping  with  the  day  to  day  challenges  of  living  with 
autism.  As  part  of  the  ASA's  mission  to  educate  and  support  its  membership,  the 
ASA  also  sponsors  an  annual  conference  bringing  together  2,000  parents  and 
professionals  to  discuss  current  findings  and  research  trends  in  the  field  of  autism 
research. 

It  is  encouraging  that  public  awareness  of  autism  continues  to  increase 
dramatically;  however,  autism  is  still  highly  misunderstood.  Many  Americans 
think  they  understand  autism  because  they  have  seen  the  1988  movie  Rain  Man, 
starring  Dustin  Hoffman.  Mr.  Hoffman's  character,  Raymond,  embodied  only  one 
manifestation  of  a  person  with  autism.  In  fact,  there  is  no  such  thing  as  a 
"typical"  person  with  autism.  The  disorder  runs  the  full  spectrum  -  from  mild 
to  severe  —  and  behavioral  manifestations  can  be  very  different.  Raymond  was 
indeed  an  extraordinary  character  who  displayed  savant  abilities  with  his 
phenomenal  mathematical  aptitude  and  memory  feats.  However,  the  estimated 
prevalence  of  savant  abilities  in  persons  with  autism  is  only  ten  percent.  While  all 
persons  with  autism  have  their  own  special  strengths  and  weaknesses,  few  can  win 
millions  of  dollars  counting  cards  in  Las  Vegas. 
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There  are  a  small  number  of  real-life  "Rain  Men."  But  the  full  spectrum  of 
the  disorder  of  autism  affects  over  400,000  Americans  ~  that  is  15  of  every 
10,000  Americans.  Autism  does  not  discriminate  —  it  affects  all  races,  ethnic 
groups,  and  knows  no  social  boundaries.  While  many  may  view  autism  as 
"mysterious,"  autism  is  NOT  rare.  It  is  the  third  most  prevalent  developmental 
disability  affecting  more  of  our  nation's  children  than  Down's  syndrome  or 
muscular  dystrophy.  Unfortunately,  the  majority  of  the  public,  including  many 
professionals  in  the  medical,  educational,  and  vocational  fields  are  still  unaware 
of  how  autism  affects  people  and  how  to  effectively  treat  persons  with  autism. 

Autism  is  a  physiological  condition  ~  a  brain-based,  neurological  disorder 
that  affects  functioning  of  the  brain.  Autism  is  NOT  a  mental  disorder,  nor  does 
it  have  a  psychological  origin.  Often  difficult  to  diagnose,  autism  typically  appears 
in  the  first  three  years  of  a  child's  life.  The  disorder  interferes  with  the  normal 
development  of  the  brain  in  areas  of  reasoning,  social  interaction,  communication 
skills,  and  emotions.  Children  with  autism  may  become  fixated  on  a  particular 
inanimate  object.  They  may  find  it  hard  to  communicate  with  family  members  or 
other  children.  They  may  react  negatively  to  the  slightest  changes  in  daily 
routines,  and  may  be  aggressive  or  engage  in  self-injurious  behavior.  What  is 
perhaps  most  devastating  to  family  members  is  that  children  with  autism  may  have 
difficulty  expressing  emotion  ~  hugs,  kisses,  smiles  and  cuddling  may  be 
unwelcome  or  unreturned. 

While  the  specific  cause  of  autism  remains  unknown,  medical  researchers 
are  continuously  exploring  and  uncovering  new  insights  into  the  disorder.  Thanks 
to  the  research  efforts  of  the  National  Institutes  of  Health,  and  specifically  the 
National  Institute  on  Child  Health  and  Human  Development  (NICHD)  and  the 
National  Institute  of  Mental  Health  (NIMH),  we  now  know  that  autism  is  NOT  a 
simple  behavioral  disorder.  It  is  not  "caused"  by  bad  parenting  as  was  once 
thought  ~  and  no  known  psychological  factors  in  the  development  of  a  child  have 
been  shown  to  contribute  to  the  onset  of  autism.  Instead,  current  research  shows 
that  there  is  a  direct  link  to  biological  or  neurological  deficiencies  in  the  brain. 

Exciting  new  research  efforts  have  determined  that  genetics  may  play  a 
significant  role  in  the  development  of  autism.  A  specific  gene  has  not  yet  been 
identified,  but  there  is  already  evidence  to  support  the  view  that  some  forms  of 
autism  are  genetically  based.  For  example,  research  has  shown  that  autism  is  quite 
prevalent  in  both  members  of  identical  twins  and  quite  rare  in  both  members  of 
fraternal  twins.  Since  identical  twins  come  from  the  same  egg,  they  share  100% 
of  their  genes. 
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In  contrast,  fraternal  twins  share  50%  of  the  genes,  just  like  any  non-twin 
brother  or  sister.  Therefore,  the  greater  the  overlap  in  genes,  the  more  likely  both 
twins  will  be  affected.  Other  related  research  has  traced  the  incidence  of  autism 
in  children  of  parents  with  autism. 

Researchers  have  also  proposed  that  there  may  be  a  genetic  predisposition 
to  autism.  There  may  be  a  susceptibility  to  autism  and  a  trauma  to  the  brain  of  the 
fetus,  newborn,  or  infant  may  cause  autism.  For  example,  some  researchers  have 
found  a  significant  relationship  between  prenatal  maternal  exposure  to  rubella  and 
subsequent  autism  in  the  child.  However,  not  every  fetus  exposed  to  rubella  in 
utero  will  develop  autism  ~  some  are  born  blind,  some  are  born  mentally 
challenged,  and  still  others  do  not  suffer  any  problems  at  all. 

One  way  to  conceptualize  a  genetic  predisposition  is  to  envision  that  a  part 
of  the  brain  is  "fragile"  and  when  exposed  to  a  trauma  (e.g.,  exposure  to  a  virus, 
or  lack  of  oxygen),  the  person  develops  autism.  An  analogy  would  be  being  born 
with  a  weak  arm.  If  there  is  no  trauma  to  the  arm,  it  will  grow  strong  and  there 
will  be  no  problems  in  the  future.  But  if  the  weak  arm  is  damaged  or  broken  early 
in  life,  the  arm  may  never  function  properly.1 

Clearly,  research  into  a  possible  genetic  link  to  autism  is  in  its  infancy. 
However,  most  professionals  are  quite  confident  that  someday,  we  will  understand 
the  complex  relationship  between  the  role  of  genetics  and  the  development  of 
autism  ~  IF  critical  autism  research  is  funded. 

Genetic  research  may  seem  highly  technical  and  futuristic,  but  thanks  to  the 
continued  efforts  of  the  NICHD  and  NIMH,  we  are  finding  better  ways  to 
understand  the  disorder  and  help  people  cope  with  the  various  symptoms  of  the 
disability  TODAY.  Research  has  uncovered  new  treatments  that  may  help  to 
lessen  the  symptoms  of  autism  and  provide  children  and  adults  with  new 
opportunities  for  education  and  community  involvement.  This  is  truly  remarkable 
when  you  consider  that  only  a  generation  ago  90%  of  persons  with  autism  were 
institutionalized  at  some  point  in  their  lifetime! 


1  Stephen  Edelson,  Ph.D.,  "Genetics  and  Autism,"  Center  for  the  Study  of 
Autism,  Beaverton,  OR  97005,  1995,  (from  Internet). 
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The  ASA  understands  that  in  these  budget-conscious  times,  the  climate  is  not 
favorable  for  increased  research  dollars,  which  makes  your  FY  '96  efforts  all  the 
more  amazing,  Mr.  Chairman.  However,  we  would  like  to  request  that  Congress 
provide  a  6.5%,  or  $776  million  increase  for  the  NIH  in  FY  1997,  as 
recommended  by  the  Ad  Hoc  Group  for  Biomedical  Research  and  the  Federation 
of  American  Societies  for  Experimental  Biology.  This  increase  will  enable 
scientists  to  pursue  promising  research  opportunities  and  improve  the  lives  of 
millions  of  Americans. 

In  addition,  ASA  respectfully  requests  that  the  Committee  recognize  the  need 
for  autism-specific  research  when  allocating  funds  to  the  Institutes  with  jurisdiction 
over  autism.  We  are  aware  of  the  Committee's  preference  to  limit  targeted 
research  dollars,  however,  a  balance  must  be  struck.  There  are  some  disorders, 
like  autism,  that  despite  their  prevalence  need  Congressional  encouragement.  A 
Request  For  Proposal  (RFP)  for  autism-specific  research  projects  will  send  the 
necessary  signal  to  the  scientific  community  that  autism  research  is  a  priority. 

Last  Spring,  NIH  sponsored  a  State-of-the-Science  Conference  on  Autism. 
One  of  the  results  of  that  conference  was  a  greater  understanding  of  the  available 
research  findings.  However,  even  more  important  was  that  the  conference  showed 
us  all  of  the  research  opportunities  still  waiting  to  be  realized.  An  RFP  for 
autism  research  would  be  a  logical  next  step  and  we  urge  the  Committee  to 
consider  this  possibility. 

Autism  is  a  lifelong  disability.  The  social,  emotional  and  financial  costs 
amount  to  between  $30,000  -  100,000  per  person,  per  year  -  millions  of  dollars 
for  each  affected  individual  over  the  course  of  a  normal  lifespan.  Given  the  high 
prevalence  rate  of  autism,  can  we  afford  NOT  to  encourage  further  research  to 
ultimately  decrease  this  per  person  dollar  amount  dramatically  and  ease  the 
emotional  and  social  hardship  to  persons  with  autism  and  their  families? 

Anyone  who  is  a  fan  of  professional  football  knows  of  the  remarkable  career 
of  Miami  Dolphins'  quarterback,  Dan  Marino.  And  if  you  are  a  regular  TV 
spectator  of  the  game,  you  have  surely  seen  the  public  service  announcement  in 
which  Dan  and  his  family  tell  the  story  of  their  son,  Michael,  who  has  autism. 
Thanks  to  early  recognition  and  prompt  intervention  and  treatment,  Michael's 
progress  has  been  nothing  short  of  remarkable.  The  Marino  family's  willingness 
to  share  their  story  has  done  wonders  for  raising  public  awareness  of  autism. 
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By  backing  up  this  awareness  with  increased  and  targeted  research,  there  is  real 
hope  that  one  day  ALL  children  with  autism  will  be  able  to  lead  normal,  happy, 
dignified,  and  productive  lives. 

Mr.  Chairman,  we  recognize  and  applaud  your  long-time  commitment  to 
biomedical  research.  We  look  forward  to  working  with  you  towards  realization 
of  the  research  goals  of  the  Autism  Society  of  America. 
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Thursday,  February  29,  1996. 

WITNESS 

ROBERT  R.  RICH,  M.D.,  AMERICAN  ASSOCIATION  OF  IMMUNOLOGISTS 

Mr.  Porter.  Next,  Robert  R.  Rich,  M.D.,  chairman  of  the  Com- 
mittee on  Public  Affairs  for  the  American  Association  of  Immunol- 
ogists.  Doctor  Rich,  it's  good  to  see  you  again. 

Dr.  Rich.  Thank  you,  Mr.  Chairman.  It  is  a  privilege  to  be  here 
and  to  have  the  opportunity  to  represent  the  6,000  members  of  the 
American  Association  of  Immunologists  who  are  really  working 
every  day  to  understand  the  cures  and  prevention  of  diseases  all 
the  way  from  AIDS  to  diabetes.  It  is  a  special  honor  to  be  able  to 
be  here  because  it  gives  me  the  opportunity  to  say  thank  you  very 
much  for  the  work  that  you  have  done  during  this  past  year.  I  can't 
tell  you  how  much  it's  appreciated.  The  5.7  percent  increase  that 
was  granted  to  the  NIH  this  past  year  has  allowed  research  sci- 
entists to  return  with  vigor  to  research  bents,  and  we're  very,  very 
grateful  for  it. 

In  that  vein,  the  AAI  today  joins  the  Federation  of  American  So- 
cieties for  Experimental  Biology  and  the  Ad  Hoc  Group  for  Medical 
Research  Funding  in  asking  you  to  consider  an  increase  of  approxi- 
mately 6.5  percent  for  fiscal  year  1997.  It  is  our  understanding  that 
number  will  be  very  close  to  the  professional  judgement  budget  of 
the  NIH  director,  and  we  urge  you  to  look  carefully  at  that  budget. 
I  would  in  addition  that  we  believe  that  although  the  NIH  clinical 
center  is  in  need  of  replacement,  we  do  believe  that  construction 
costs  should  not  be  taken  out  of  the  costs  of  doing  biomedical  re- 
search. If  the  replacement  of  the  clinical  center  is  scheduled  for  fis- 
cal year  1997,  that  those  construction  costs  should  be  added  to  the 
NIH  budget. 

If  you  recall  from  my  testimony  before  this  subcommittee  last 
year,  the  AAI  has  been  particularly  concerned  about  seeing  the 
American  taxpayer  dollar  spent  as  efficiently  as  it  can  to  deliver  re- 
search to  the  American  people.  And  it  is  a  couple  of  those  things 
that  I  want  to  talk  about  today. 

Last  year,  we  came  before  you  and  talked  about  rules  and  regu- 
lations that  drive  up  the  cost  of  biomedical  research  but  neverthe- 
less buy  little  in  the  way  of  real  research  product.  I  would  like  to 
express  our  deep  gratitude  to  you  and  Congressman  Miller  who  lis- 
tened to  that  issue  and  has  responded  aggressively  with  a  letter  to 
the  General  Accounting  Office  asking  for  an  accounting  of  the  way 
in  which  the  regulatory  environment  increases  the  cost  of  research. 
We're  now  eagerly  awaiting  the  initial  report  from  the  GAO  and  I 
can  assure  you  that  you  have  our  gratitude  for  having  initiated 
that  important  study. 

Similarly,  we  have  talked  previously  about  the  impact  of  congres- 
sional set-asides  and  earmarks  and  administrative  set-asides  and 
earmarks  that  can  increase  the  cost  of  research  without  necessarily 
being  the  most  productive  way  to  buy  real  basic  science.  One  pro- 
gram in  particular  that  we've  talked  about  is  the  Small  Business 
Innovation  Research  Program,  or  SBIR.  As  you  know,  Congress  has 
mandated  that  2  percent  of  all  agency  budgets  that  have  an  R&D 
budget  in  excess  of  $100  million  be  set  aside  for  the  SBIR  program. 
In  fiscal  year  1995,  this  amounted  to  more  than  $180  million  of  the 
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NIH  budget.  I  would  submit  to  you  that  this  setaside  is  a  real  prob- 
lem when  it  comes  to  buying  the  highest  quality  of  research,  be- 
cause it  results  in  funding  of  clearly  and  demonstrably  lower  re- 
search because  of  mandate  than  would  otherwise  be  supported.  I 
don't  think  we  can  afford  that. 

I  would  call  to  your  attention  some  specific  data  in  that  regard 
that  I  provided  in  my  written  testimony,  but  let  me  just  summarize 
some  information  from  the  National  Institute  of  Allergy  and  Infec- 
tious Diseases.  The  NIAID  is  perhaps  the  largest  supporter  of  im- 
munology research  and  it's  an  institute  that  we  know  very  well.  In 
fiscal  year  1995,  fully  94  percent  of  the  grants  that  were  awarded 
for  investigator  initiated  grants,  traditional  ROl  grants  by  NIAID, 
had  priority  scores  in  the  outstanding  range  from  100  to  149.  Re- 
member that  priority  scores  are  like  golf  scores;  the  lower  the 
score,  the  better  the  priority. 

In  comparison  to  the  excess  of  90  percent  of  such  grants  for  the 
ROl  pool,  the  SBIR  pool  had  only  9  percent  of  its  grants  in  that 
outstanding  range.  Perhaps  even  more  surprisingly,  or  more  impor- 
tantly, if  one  looked  at  the  grants  that  had  priority  scores  in  excess 
of  200,  much  less  than  1  percent  of  the  ROl  pool  had  such  priority 
scores,  in  fact,  only  1  out  of  409  grants  awarded,  whereas  a  major- 
ity, fully  55  percent,  of  the  SBIR  grants  were  in  this  priority  range. 
I  would  submit  that  we  can  do  better  using  such  money  to  really 
support  high  quality  research.  I  have  served  on  study  sections,  I 
know  that  study  sections  look  at  these  applications  thoroughly  and 
objectively,  and  I  would  submit  to  you  that  funding  research  in  to- 
day's climate  with  priority  scores  in  excess  of  200  is  a  misuse  of 
funds. 

In  fact,  in  fiscal  year  1997,  the  SBIR  set  aside  is  scheduled  to 
increase  to  2.5  percent.  This  represents  a  fully  25  percent  increase 
in  the  set  aside.  We  would  submit  that  a  25  percent  increase  at  a 
time  when  the  program  is  not  working  very  well  is  really  an  aston- 
ishing number.  We  fully  realize  that  the  SBIR  program  is  under 
the  jurisdiction  of  another  committee,  but  we  urge  you  to  look  at 
this  issue  as  stewards  of  taxpayer  money  and  to  consider  such  lan- 
guage as  may  mandate  that  the  payment  for  SBIR  grants,  the 
mean  priority  scores  of  SBIR  grants  actually  might  approximate  or 
be  comparable  to  that  of  the  priority  scores  of  the  ROl  pool.  We 
would  suggest  that  any  money  that  might  be  saved  by  reducing  the 
size  of  this  increasing  set  aside  should  be  returned  either  to  the 
ROl  pool  or  that  it  might  be  used  to  support  the  continuing  re- 
search of  investigators  who  are  facing  a  hiatus  in  funding. 

That  leads  me  to  my  final  point,  Mr.  Chairman.  As  you  are 
aware,  at  the  present  time  the  fiinding  rates  of  outstanding  grants 
coming  out  of  study  sections  is  at  the  rate  of  10  to  12  percent;  that 
is  to  say  many,  if  not  most,  of  the  truly  outstanding  grants  are  not 
being  paid.  The  consequence  of  this  is  that  individuals  are  forced 
through  a  process  of  repetitive  resubmission  and  revision  of  grants 
to  face  hiatuses  in  funding  and  the  inefficiencies  that  are  attendant 
upon  having  to  close  down  and  then  restart  their  research  efforts. 
We  think  this  is  an  issue  that  needs  urgent  attention  and  that  it 
is  something  that  could  be  addressed  with  a  rather  modest  amount 
of  money,  in  neighborhood  of  0.5  to  1  percent  of  the  NIH  appropria- 
tion. In  fact,  we  would  applaud  the  efforts  of  the  National  Institute 
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of  General  Medical  Sciences  to  address  this  issue  directly  recently 
in  their  taxing,  if  you  will,  the  ROl  pool  in  NIGMS  by  0.5  percent 
to  provide  a  pool  of  funds  that  can  be  used  in  a  sense  as  a  bridge 
support  to  help  investigators  over  this  period  of  a  hiatus  in  funding 
imposed  by  these  very  low  priority  scores  and  to  avoid  the  inherent 
inefficiencies  in  having  to  close  down  and  restart  research  efforts. 

We  would,  however,  suggest  to  you  that  the  solution  requires  an 
NIH-wide  approach,  and  that's  the  reason  we  bring  it  to  the  sub- 
committee today.  In  particular,  we  believe  that  it  would  be  more 
efficiently  administered  at  a  local  or  institutional  level  rather  than 
at  the  Federal  level.  Institutions  are  intrinsically  able  to  respond 
more  quickly  and  to  really  understand  the  capacity  to  leverage  a 
small  amount  of  money  into  a  continuation  of  important  research 
effort. 

The  avenue  is  available  for  doing  this  through  the  Biomedical 
Research  Support  Grant  program  which,  although  remains  author- 
ized, has  not  received  an  appropriation  since  1992.  We  believe  that 
by  putting  such  monies  into  the  BRSG  program  at  a  rather  modest 
level  but  a  very  focused  intent  and  with  some  institutional  buy-in 
and  perhaps  cost-sharing  one  could  leverage  a  modest  NIH  invest- 
ment into  a  marked  increase  in  the  efficiency  of  the  research  proc- 
ess. 

With  that,  Mr.  Chairman,  I  would  like  to  close  by  again  express- 
ing our  deep  gratitude  for  all  this  subcommittee  has  done.  You've 
placed  the  ball  back  squarely  in  our  court.  The  best  thing  we  can 
do  for  you  is  to  get  back  to  our  research  benches  and  deliver  to  you 
the  research  that  you  deserve;  and  we  intend  to  do  that. 

Mr.  Porter.  Doctor  Rich,  thank  you  for  your  testimony.  On  the 
SBIR  issue,  we  did  agree  with  you  and  tried  to  address  that  but 
ran  into  the  jurisdictional  problem  that  you  mentioned.  Perhaps  we 
can  work  to  fashion  some  more  particular  language  that  at  least 
would  raise  standards  there  and  get  an  agreement  on  that.  We're 
certainly  going  to  try  to  do  that  again.  I  agree  with  you  that  it's 
a  problem. 

Dr.  Rich.  We  would  be  very  grateful  for  that,  Mr.  Chairman. 
Mr.  Porter.  Thank  you  very  much,  Doctor  Rich. 
[The  prepared  statement  follows:] 
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Testimony  of  Robert  R.  Rich,  M.D. 
on  behalf  of 
The  American  Association  of  Immunologists 
Thursday,  February  29,  1996 
2  p.m. 


Mr.  Chairman  and  distinguished  members  of  the  Subcommittee  I  am  Robert  R.  Rich,  M.D., 
Chairman  of  the  Committee  on  Public  Affairs  of  the  American  Association  of  Immunologists 
(AAI)  and  Vice  President  and  Dean  of  Research  at  Baylor  College  of  Medicine  in  Houston, 
Texas.  Thank  you  very  much  for  the  opportunity  to  testify  before  you  on  behalf  of  AAI,  which 
represents  nearly  6,000  scientists  who  are  leading  the  scientific  effort  to  prevent  or  cure  diseases 
ranging  from  influenza  to  AIDS  and  from  cancer  to  lupus  and  diabetes.  It  is  my  privilege  to 
testify  before  you  as  the  public  policy  representative  of  one  of  the  most  exciting  disciplines  within 
the  field  of  biomedical  research. 

This  privilege  is  made  greater  because  it  gives  me  the  opportunity  to  thank  you,  Mr.  Chairman, 
and  the  Subcommittee  for  the  heroic  support  that  you  have  shown  by  granting  NIH  a  5.7% 
funding  increase  in  the  current  fiscal  year.  I  offer  you  the  gratitude  of  the  thousands  of  research 
scientists  across  our  nation  who  have  been  able  to  continue  their  life-saving  work  expanding  the 
frontiers  of  human  knowledge  and  our  understanding  of  health  and  diseases. 


NIH  Funding  for  Fiscal  Year  1997: 

No  matter  what  one's  views  are  about  the  role  of  the  government  in  our  citizens'  lives,  Congress 
and  the  American  people  have  spoken  with  one  voice  about  the  importance,  indeed  the  necessity, 
of  our  public  commitment  to  basic  biomedical  research.  In  that  vein  I  would  commend  to  the 
Subcommittee  the  funding  recommendations  that  the  Federation  of  American  Societies  for 
Experimental  Biology  (FASEB)  and  the  Ad  Hoc  Group  for  Medical  Research  Funding  have  made 
for  NIH  for  Fiscal  Year  1997.  AAI  is  a  member  of  these  organizations,  and  we  join  them  in 
strongly  recommending  a  6.5%  increase  in  the  investment  that  the  American  people  are  making  in 
the  biomedical  research  conducted  by  the  NIH.  It  is  also  our  understanding  that  the  NIH 
Director's  Professional  Judgement  Budget  has  recommended  an  increase  that  falls  very  close  to 
the  FASEB  and  Ad  Hoc  Group  recommendations,  and  I  urge  the  Subcommittee  to  examine  the 
Director's  budget  proposal.  Although  we  appreciate  the  need  for  reconstruction  of  the  NIH 
Clinical  Center,  construction  funding  should  be  provided  in  addition  to,  rather  than  in  lieu  of,  any 
appropriated  increase  for  NIH  research  activities. 
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Administrative  and  Regulatory  Waste: 

As  you  may  recall  from  my  testimony  last  year,  we  at  AAI  have  asked  your  help  on  some  serious 
issues  regarding  the  efficiency  with  which  our  tax  dollars  are  spent  on  research.  Our  philosophy 
at  AAI  is  straightforward,  particularly  at  a  time  when  the  Subcommittee  has  shown  such  great 
political  courage  in  providing  NTH  with  additional  funding:  Let's  ensure  that  we  get  the  most, 
high-quality  science  for  the  appropriated  dollar. 

Last  year  when  I  testified  before  you,  I  raised  a  series  of  issues  relating  to  this  concern,  and  Mr. 
Chairman,  you  have  responded.  After  I  had  explained  some  of  the  irrationality  associated  with 
certain  federal  cost-accounting  standards  and  some  OSHA,  FDA  and  NIH  regulations,  you  and 
your  colleagues  rose  to  the  challenge.  We  at  AAI  are  particularly  grateful  to  Congressman  Dan 
Miller,  who  immediately  understood  that  unnecessary  and  wasteful  government  regulations  have 
served  to  drive  up  the  costs  of  biomedical  research.  Mr.  Miller  joined  with  you,  Mr.  Chairman,  in 
requesting  a  General  Accounting  Office  study  of  the  potential  savings  that  could  be  generated 
from  a  rationalization  of  this  regulatory  structure.  The  possibility  of  looking  into  this  issue  with 
the  quantitative  capabilities  of  GAO  has  generated  great  excitement  within  the  biomedical 
research  community. 

Mr.  Chairman,  we  are  delighted  with  your  Subcommittee's  interest  and  eagerly  await  GAO's 
initial  study.  On  behalf  of  AAI  and  the  entire  research  community,  please  accept  my  heartfelt 
thanks  to  you  and  your  colleague,  Congressman  Dan  Miller,  for  your  leadership  in  this  area. 

NIH  Set-Asides  and  the  Small  Business  Innovation  Research  (SBER)  Program: 

We  at  AAI  have  also  spoken  out  against  congressional  and  administrative  set-asides  for  research 
at  the  National  Institutes  of  Health.  In  that  same  spirit  I  want  to  revisit  an  issue  that  I  raised  with 
the  Subcommittee  last  year:  the  Small  Business  Innovation  Research  or  SBIR  program. 

As  you  know,  the  SBIR.program  currently  requires  all  federal  agencies  with  research  portfolios 
exceeding  $100  million  a  year  to  set  aside  2%  of  that  funding  for  small  business  grants.  For  NTH 
in  Fiscal  Year  1995,  this  meant  that  $182.9  million  of  NTH  funding  was  set  aside  for  SBIR  grants. 
And  Mr.  Chairman,  the  set-aside  is  a  problem:  It  has  forced  NIH  to  fund  SBIR  proposals  that  are 
judged  by  peer  reviewers  to  be  of  far  lower  quality  than  comparable  investigator-initiated  research 
grants  (ROls)  for  basic  biomedical  research. 

For  example,  the  National  Institute  of  Allergy  and  Infectious  Diseases  was  required  to  spend 
$17,262  million  on  SBIR  grants  in  Fiscal  Year  1995  and  must  spend  $19,051  million  in  Fiscal 
Year  1996.  Under  the  peer  review  system,  research  proposals  are  examined  by  study  sections  of 
scientists  who  rank  proposals  by  merit.  Such  "priority  scores"  are  much  like  golf  scores,  in  that 
the  lower  the  score  of  a  grant,  the  better  it  is  and  the  more  likely  it  is  to  qualify  for  research 
funding.  The  following  chart  shows  the  priority  scores  of  SBIR  and  ROl  grants  funded  by 
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NIAID  in  Fiscal  Year  1995. 

A  Comparative  Analysis  of  NXAID's  FY95  Grant  Portfolio 


SBIR  vs.  Unsolicited  ROls 


SBIR 

UNSOLICITED  ROls 

Priority  Score 

Number 
Awarded 

Percent  of 
Total 

Number 
Awarded 

Percent  of 
Total 

100-149 

8 

9 

382 

94 

150-199 

33 

36 

26 

6 

200-249 

30 

32 

1 

250-299 

11 

12 

300- 

10 

11 

TOTAL 

92 

409 

As  you  can  see,  Mr.  Chairman,  94%  of  R01  proposals  that  were  funded  in  Fiscal  Year  1995 
received  priority  scores  in  the  "Outstanding"  range  of  100-149,  while  only  9%  of  SBIR  proposals 
were  of  that  quality.  Furthermore,  55%  of  the  SBIR  proposals  funded  by  NIATD  received 
priority  scores  below  199.  I  have  served  on  study  sections  Mr.  Chairman,  and  I  can  tell  you  that 
supporting  research  proposals  which  receive  scores  lower  than  200  is  a  misuse  of  appropriated 
research  dollars.  To  correct  this  problem,  we  must  ensure  that  the  SBIR  proposals  which  receive 
funding  are  of  the  same  quality  as  the  research  funded  throughout  the  NIH. 

We  also  brought  this  issue  to  the  attention  of  Senate  Labor-HHS  Appropriations  Subcommittee 
last  year,  and  they  have  taken  an  interest.  In  report  language  accompanying  the  Senate  version  of 
H.R  2127,  the  Senate  Subcommittee  made  the  following  request: 

The  Committee  notes  that  a  recent  General  Accounting  Office  Study  (GAO/RCED-95-59, 
"Small  Business  Innovation  Research  Program")  has  raised  questions  about  the  merit  of 
small  business  innovation  research  projects  funded  by  the  National  Institutes  of  Health 
(NTH).  The  Committee  directs  the  NTH  to  be  prepared  to  provide  an  accounting  of  SBIR 
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proposals  submitted,  their  priority  scores  and  funding  status  for  fiscal  years  1994  and 
1995,  during  the  fiscal  year  1997  budget  hearings. 

(Senate  Report  104-145,  p.  1 13) 

Although  we  understand  that  SBIR  falls  under  another  committee's  jurisdiction,  I  appeal  to  you 
today  not  just  as  appropriators,  but  as  stewards  of  taxpayer  dollars,  for  changes  in  the  SBIR 
program  at  NIH.  In  fiscal  year  1997,  under  current  law,  the  set-aside  for  SBIR  is  again  scheduled 
to  rise  by  25%,  an  increase  that  we  find  astonishing  in  the  present  fiscal  climate.  If  this  increase  is 
allowed  to  occur,  we  believe  that  the  profound  majority  of  that  appropriation,  amounting  to  2.5% 
of  NIH' s  budget  and  hundreds  of  millions  of  dollars,  will  be  misspent  on  grants  that  are  far  below 
the  quality  of  nearly  all  research  conducted  by  NIH. 

We  request  that  the  Subcommittee  take  action  so  that  in  Fiscal  Year  1997,  the  pool  of  funded 
SBIR  grants  must  have  a  median  priority  score  comparable  to  the  median  score  of  the  R01  pool 
within  a  given  funding  institute.  Any  unspent  funding  should  revert  to  the  R01  pool  or  be  used  to 
provide  interim  support  for  outstanding  research  projects  facing  a  funding  hiatus,  as  described 
below. 


Bridge  Funding  for  Competitive  Researchers: 

Currently,  traditional  investigator-initiated  research  grants  (ROls)  coming  out  of  study  section  can 
expect  to  receive  funding  if  they  are  in  the  top  10-12%  of  applications  reviewed.  Thus,  despite  the 
Subcommittee's  generosity,  funding  is  so  scarce  that  many  proposals  rated  as  "Outstanding"  do 
not  receive  funding  upon  their  first  review,  and  the  system  is  now  working  increasingly  like  a 
lottery.  Individual  scientists  are  repeatedly  forced  to  resubmit  revised  applications  until  most  such 
applications  eventually  receive  a  score  that  will  permit  funding.  The  consequence  of  this  time- 
consuming  and  wasteful  process  is  that  even  the  best  researchers  can  face  a  hiatus  in  support  and, 
what  is  even  worse,  see  the  great  waste  and  inefficiency  that  is  associated  with  closing-down  a 
productive  research  project  and  then  restarting  it  several  months  later. 

AAI  requests  that  the  Subcommittee  examine  the  possibility  of  providing  a  modest  amount  of 
funding  (perhaps  0.5-1%  of  an  institution's  NIH  funding)  as  "block  grants"  to  grantee  institutions. 
Such  funding  would  provide  a  safety-net  to  prevent  serious  disruptions  of  productive  research 
programs  during  the  6-12  months  required  to  revise  and  resubmit  a  well-rated  but  unfunded 
competitive  renewal  application.  We  note  with  appreciation  the  efforts  of  the  National  Institute 
of  General  Medical  Sciences  (NIGMS)  to  deal  with  this  problem  by  providing  a  pool  of  bridge 
support  funding  through  an  assessment  of  0.5%  against  all  NIGMS  R01  grants.  We  believe 
however,  that  for  maximum  efficiency  and  effectiveness,  such  a  program  should  be  uniformly 
developed  for  all  NIH  institutes.  We  bring  this  issue  to  the  Subcommittee's  attention  because  we 
also  believe  that  administration  of  such  a  program  would  be  much  more  effective  at  the  local 
(institutional)  rather  than  the  federal  level.  Institutional  officials  will  have  a  better  understanding 
of  the  financial  and  scientific  situation  in  a  specific  laboratory,  can  respond  more  quickly  to 
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prevent  funding  lapses,  and  will  make  better  choices  as  to  which  programs  can  truly  benefit  from 
such  bridge  support. 

Under  current  law,  such  funding  is  permitted  under  the  previously-authorized  Biomedical 
Research  Support  Grant  program,  which  has  not  received  an  appropriation  since  1992.  With  a 
specified  focus,  and  perhaps  some  mechanism  for  institutional  buy-in  and  cost-sharing,  we  believe 
that  a  revitalized  Biomedical  Research  Grant  program  could  provide  a  highly-leveraged  return  on 
a  modest  NTH  investment. 


Conclusion 

Mr.  Chairman,  allow  me  to  close  by  expressing  again  our  gratitude  for  the  strong  support  That  you 
and  the  Subcommittee  have  shown  on  behalf  of  the  health  of  the  American  people.  Your  actions 
have  caused  morale  in  the  biomedical  research  community  to  soar.  We  pledge  in  return  the 
vigorous  and  enthusiastic  pursuit  of  the  research  challenges  before  us  that  you  have  a  right  to 
expect.  That's  the  best  way  we  can  thank  you. 
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Thursday,  February  29.  1996. 

WITNESS 

CHARLES   M.    HELMS,   M.D.,   INFECTIOUS   DISEASES    SOCIETY  OF 
AMERICA 

Mr.  Porter.  Charles  M.  Helms,  M.D.,  Ph.D.,  Professor  of  Medi- 
cine, University  of  Iowa  College  of  Medicine,  testifying  in  behalf  of 
the  Infectious  Diseases  Society  of  America.  Doctor  Helms. 

Dr.  Helms.  Good  afternoon,  Mr.  Chairman,  members  of  the  com- 
mittee. My  name  is  Charles  Helms.  I  am  a  professor  of  medicine 
at  the  University  of  Iowa,  a  teacher  of  medicine  to  medical  stu- 
dents, a  specialist  in  infectious  diseases.  I  currently  serve  as  chair- 
man of  the  Public  Policy  Committee  of  the  Infectious  Diseases  Soci- 
ety of  America.  I  want  to  thank  you  very  much  for  allowing  us  to 
testify  today  regarding  fiscal  year  1997  funding  for  NIAID  and 
CDC. 

We  applaud  the  dedication  and  expertise  of  the  Chairman  and 
the  members  of  this  important  committee  who  have  contributed  so 
much  to  the  health  of  the  Nation  by  providing  the  generous  and 
much  needed  funding  increase  for  NIH  and  CDC  in  fiscal  year 
1996.  We  urge  the  subcommittee  to  maintain  its  commitment  to 
these  very  important  programs  by  supporting  a  similar  increase  for 
NIAID  and  CDC  in  fiscal  year  1997  to  keep  the  ball  rolling. 

Infectious  diseases  are  the  leading  cause  of  death  worldwide  and 
the  third  leading  cause  of  death  in  the  United  States.  An  invest- 
ment of  sufficient  dollars  in  these  valuable  programs  of  research 
now  will  pay  significant  dividends  in  the  future  to  American  people 
in  dramatically  reducing  health  care  costs  and  improved  quality  of 
life  for  millions.  While  the  Society  understands  the  fiscal  con- 
straints facing  the  Congress  and  the  Nation,  we  urge  this  sub- 
committee to  demonstrate  leadership  and  foresight  in  this  area  by 
appropriating  much  needed  funding  increases  for  these  programs  in 
recognition  of  the  lives  and  dollars  that  ultimately  will  be  saved. 

My  written  statement  details  initiatives  for  which  we  hope  the 
subcommittee  will  ensure  adequate  funding.  What  I  would  like  to 
do  in  hoping  to  keep  within  the  five  minute  guidelines  is  just  high- 
light a  few  of  those  initiatives  for  you. 

First,  in  the  area  of  vaccine  research  and  development.  Immuni- 
zation is  very  cost-effective.  For  every  dollar  we  spend  on  immuni- 
zation we  can  save  about  $29  in  health  care  costs.  That's  been  well 
established  over  the  years.  Recent  scientific  advances  have  enabled 
the  development  of  new  vaccines  and  significant  improvements  in 
the  efficacy  and  safety  of  existing  vaccines.  Some  examples  you  are 
probably  aware  of  include  the  new  chickenpox  vaccine  which  was 
released  last  year,  and  the  improved  pertussis  vaccine.  Increased 
funding  will  enable  NIAID  and  CDC  to  develop  new  and  safer  vac- 
cines for  many  other  serious  infectious  diseases,  includes  AIDS,  we 
hope,  in  the  long-run,  sexually  transmitted  diseases,  and  tuber- 
culosis. Funding  for  development  of  an  adult  immunization  pro- 
gram by  CDC  could  save  thousands  of  lives  and  billions  of  dollars 
annually. 

The  national  vaccine  development  and  immunization  effort  is  a 
complex  effort  that  requires  multiple  different  Federal  agencies — 
including  the  NIAID,  including  the  CDC,  including  the  Department 
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of  Defense,  and  including  other  Federal  agencies.  It  also  includes 
careful  coordination  with  industry,  and  careful  coordination  with 
the  public,  and  with  State  Governments.  The  coordination  of  the 
immunization  effort  has  the  Society  concerned.  Up  until  last  year, 
we  had  a  funded  national  vaccine  program  with  a  national  vaccine 
advisory  committee  which  provided  a  very,  very  useful  meeting 
place  for  all  of  the  various  players  in  the  vaccine  and  in  the  immu- 
nization area.  Funding  was  stopped  last  year,  the  program  was  re- 
moved from  the  Office  of  the  Assistant  Secretary  for  Health,  it  now 
rests  at  CDC.  The  CDC  is  doing  its  best  to  maintain  this  program; 
however,  with  a  $31  million  undistributed  administrative  cut  this 
year,  the  CDC  may  be  forced  to  eliminate  what  remains  of  this  of- 
fice. We  would  hope  that  this  subcommittee  would  appropriate  the 
funds  necessary  to  continue  this  very  important  coordinating  pro- 
gram, the  National  Vaccine  Program. 

Moving  quickly  on  to  sexually  transmitted  diseases  and  treat- 
ment. As  you  know,  more  than  12  million  Americans  acquire  sexu- 
ally transmitted  disease  each  year  and  that  the  cost  of  ignoring 
such  diseases  is  enormous  to  society,  particularly  in  the  area  of 
chlamydia  disease  which  is  the  most  common  and  least  recognized 
venereal  disease.  We  urge  this  committee  to  adopt  a  funding  level 
of  about  $90  million  for  chlamydia  screening  and  infertility  preven- 
tion program,  and  about  $123  million  for  the  other  sexually  trans- 
mitted diseases. 

I'm  sure  you're  going  to  hear  a  lot  about  AIDS  research  from 
other  groups.  I  won't  dwell  too  much  on  that  except  to  say  now  that 
we've  crossed  another  rather  disturbing  barrier  in  terms  of  health 
records  in  this  country.  We  now  have  the  leading  cause  of  death 
for  people  age  25  to  44  in  this  country  being  AIDS  and  infectious 
disease.  Something  we  just  can't  overlook.  Some  exciting  research 
is  going  on  in  terms  of  the  development  of  new  drug  therapies,  par- 
ticularly combinations  of  antiretroviral  therapy  and  new  protease 
inhibitors.  Tremendous  possibilities  here.  A  continuous  effort  in 
AIDS  research  is  bound  to  have  good  effects. 

Emerging  infectious  diseases.  All  you  have  to  do  is  pick  up  Time 
Magazine  or  Newsweek  every  once  in  a  while  to  hear  about  what 
the  latest  frightening  disease  is  that's  emerged.  We'va  heard  of  ev- 
erything from  the  Hanta  virus  in  the  Southwestern  United  States 
to  Ebola  virus  in  Africa.  The  CDC  is  developing  an  action  plan 
which  emphasizes  improved  disease  detection  and  response  for 
emerging  infectious  diseases.  We  would  recommend  funding  of  that 
at  the  level  of  $75  million  and  that  this  program  would  be  exceed- 
ingly worthwhile. 

The  IDSA  very  much  appreciates  the  opportunity  to  appear  here 
today  and  testify  regarding  the  importance  of  adequate  appropria- 
tions for  research  prevention  and  treatment  of  AIDS  and  other  in- 
fectious diseases.  We  believe  that  you  will  continue  to  conclude,  as 
we  do,  that  greater  investment  in  these  significant  programs  today 
will  pay  great  dividends  in  the  near  future  in  terms  of  human  lives, 
in  terms  of  cost  of  health  care.  I  would  be  pleased  to  try  to  respond 
to  any  questions  that  you  have. 

Mr.  Porter.  Doctor  Helms,  thank  you  for  your  testimony.  We  do 
agree  that  this  is  an  area  that  requires  our  great  attention.  The 
only  question  is  whether  we  can  have  the  resources  we  need  to 
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bring  that  attention  to  bear  very  strongly  on  what  the  CDC  does 
for  us.  We'll  do  our  best. 
Dr.  Helms.  Thank  you. 

Mr.  Porter.  Thank  you  very  much  for  testifying. 
[The  prepared  statement  follows:] 
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The  Infectious  Diseases  Society  of  America  (the  "Society"),  representing 
over  4,300  physicians  and  scientists  devoted  to  patient  care,  education,  research,  and 
community  health  planning  in  infectious  diseases,  appreciates  this  opportunity  to 
testify  before  the  House  Appropriations  Subcommittee  on  Labor-HHS-Education  and 
Related  Agencies  concerning  fiscal  year  1997  funding  for  the  National  Institute  of 
Allergy  and  Infectious  Diseases  ("NIAID")  and  the  Centers  for  Disease  Control  and 
Prevention  ("CDC").  We  applaud  the  dedication  and  expertise  of  the  Chairman  and 
Members  of  this  important  Subcommittee,  who  have  contributed  so  much  to  the  health 
of  the  nation,  and  deeply  appreciate  the  generous  and  much  needed  funding  increases 
for  NIH  and  CDC  in  fiscal  year  19S6.  We  urge  the  Subcommittee  to  maintain  its 
commitment  to  these  very  important  research,  prevention,  and  treatment  programs  by 
supporting  a  similar  increase  for  NIAID  and  CDC  in  fiscal  year  1997. 

Infectious  diseases  are  the  leading  cause  of  death  worldwide  and  the  third 
leading  cause  of  death  in  the  U.S.  An  investment  of  sufficient  dollars  in  these  valuable 
programs  now  will  pay  significant  dividends  in  the  future  to  the  American  people  in 
dramatically  reduced  health  care  costs  and  improved  quality  of  life  for  millions.  While 
the  Society  understands  the  fiscal  constraints  facing  this  Congress  and  the  nation,  we 
urge  this  Subcommittee  to  demonstrate  leadership  and  foresight  in  this  area  by 
appropriating  much  needed  funding  increases  for  these  programs  in  recognition  of  the 
lives  and  dollars  that  ultimately  will  be  saved. 

We  urge  that,  in  particular,  the  Subcommittee  ensure  adequate  funding 
for  the  following  programs: 

Vaccine  Research,  Development,  and  Evaluation.  As  Members  of 
this  Subcommittee  are  well  aware,  immunization  is  one  of  the  most  cost-effective 
means  of  disease  prevention  available.  For  every  $1  spent  on  immunization,  as  much 
as  $29  can  be  saved  in  direct  and  indirect  costs. 

Recent  scientific  advances  have  enabled  the  development  of  new  vaccines 
and  significant  improvements  in  the  efficacy  and  safety  of  existing  vaccines.  The 
following  are  some  examples  of  NIAID's  research  breakthroughs: 

•  NIAID  was  closely  involved  in  the  development  of  a  new  chickenpox 
vaccine  that  was  approved  by  the  Food  and  Drug  Administration  ("FDA") 
in  March  1995.  More  than  3.7  million  cases  of  chickenpox  occur  in  the 
U.S.  annually  at  a  cost  of  over  $400  million. 

•  NIAID  intramural  investigators  developed  and  patented  two  rotavirus 
strains  for  use  in  vaccines  against  rotavirus,  the  most  common  cause  of 
severe  diarrhea.  Worldwide,  rotaviruses  affect  more  than  eighteen 
million  infants  and  children  under  the  age  of  five  and  cause  870,000 
deaths.  In  this  country  alone,  an  effective  rotavr*i,  s  vaccine  could  prevent 
more  than  one  million  cases  of  severe  diarrhea  and  65,000 
hospitalizations  of  children  under  the  age  of  five  annually. 
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•        15  years  of  NIAID  leadership,  in  partnership  with  vaccine  manufacturers 
and  investigators  around  the  world,  has  resulted  in  development  of  a  safer 
and  more  effective  pertussis  (whooping  cough)  vaccine.  The  original 
pertussis  vaccine,  developed  in  1949,  was  associated  with  rare  but  serious 
events  such  as  seizures  and  neurological  damage.  Concern  over  these 
potential  side  effects  had  led  some  parents  to  forgo  having  their  children 
adequately  immunized,  causing  an  increase  in  the  number  of  reported 
cases  of  pertussis  beginning  in  the  early  1980s.  Only  a  Federal  no-fault 
injury  compensation  program  enacted  in  1986  kept  the  vaccine  on  the 
market  in  this  country.  NIAID  support  of  extramural  research  and  early 
clinical  trials  with  funds  appropriated  by  this  Subcommittee,  as  well  as 
protocol  design,  were  critical  to  this  major  pub  he  health  advance. 

With  increased  funding,  NIAID  and  CDC  will  be  able  to  research  and 
develop  cost-effective  vaccines  for  many  other  infectious  diseases,  including  sexually 
transmitted  diseases  and  tuberculosis.  Of  particular  concern  to  Society  members,  who 
are  the  primary  care  givers  for  persons  with  acquired  immunodeficiency  syndrome 
("AIDS"),  is  the  need  for  increased  funding  for  both  laboratory  studies  and  clinical 
trials  for  potential  AIDS  vaccines. 

The  National  Vaccine  Advisory  Committee.  Besides  NIAID  and 
CDC,  several  other  agencies  are  involved  in  the  research,  development,  and  evaluation 
of  vaccines.  These  agencies  include  the  FDA,  the  Department  of  Defense,  the  Agency 
for  International  Development,  the  Public  Health  Service,  and  the  Health  Care 
Financing  Administration.  In  1986,  the  National  Vaccine  Program  ("NVP")  and  the 
National  Vaccine  Advisory  Committee  (the  "Committee")  were  created  as  part  of  the 
Office  of  the  Assistant  Secretary  for  Health  to  facilitate  effective  coordination  and 
collaboration  between  these  government  agencies.  As  a  member  of  the  Committee,  I 
personally  can  attest  to  the  value  of  having  vaccine  researchers  and  manufacturers  and 
members  of  public  health  organizations  concerned  with  immunizations  work  together 
to  prioritize  and  coordinate  the  research,  development,  and  evaluation  of  vaccines 
among  the  government  agencies  involved  in  this  process. 

As  you  know,  in  fiscal  year  1995,  most  programs,  including  the  NVP,  were 
eliminated  from  the  Office  of  the  Assistant  Secretary  for  Health.  Fortunately,  CDC 
picked  up  some  of  the  important  work  of  the  NVP  by  continuing  to  coordinate  the 
Committee.  CDC  has  taken  on  this  important  task  without  being  given  any  additional 
funding.  The  Society  is  concerned  that  now  that  CDC  is  being  asked  to  take  an  $31 
million  undistributed  administrative  cut,  CDC  may  be  forced  to  eliminate  what 
remains  of  the  office  that  coordinates  the  Committee.  The  Society  urges  this 
Subcommittee  to  appropriate  the  funds  necessary  to  continue  this  very  important 
coordinating  program. 

Adult  immunization.  As  many  as  60,000  adults  die  each  year  from  two 
major  vaccine-preventable  diseases  --  influenza  and  pneumococcal  infections.  Over 
27,000  of  these  deaths  could  be  prevented  if  vaccines  were  fully  utilized. 
Unfortunately,  only  about  52%  of  persons  65  years  of  age  and  over  reported  having 
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received  an  influenza  vaccine  in  the  past  year,  and  only  28%  reported  ever  having  had 
pneumococcal  vaccine.  Vaccination  levels  for  persons  over  65  years  of  age  with  high- 
risk  medical  conditions  are  even  lower.  , 

Although  influenza  epidemics  are  expensive,  costing  up  to  $12  billion  a 
year  in  direct  and  indirect  costs,  CDC  currently  receives  no  funding  for  adult 
immunization  delivery  systems.  The  Society  requests  that  $80  million  be  appropriated 
to  CDC  to  develop  an  adult  immunization  program.  This  will  enable  CDC  to  improve 
adult  vaccination  levels  through  information  and  education  activities,  support  vaccine 
purchase  and  program  administration  at  state  and  local  levels,  and  expand  disease 
surveillance  activities.  Indeed,  the  Office  of  Technology  Assessment  has  concluded 
that  vaccination  against  pneumococcal  pneumonia  can  improve  health  of  older  persons 
at  a  reasonable  cost  and  that  administering  the  vaccine  under  a  public  program  would 
even  save  money. 

AIDS  Research.  Nearly  one  million  people  in  the  U.S.  are  infected  with 
human  immunodeficiency  virus  ("HIV").  Over  500,000  have  AIDS.  Indeed,  AIDS  is 
now  the  leading  cause  of  death  among  adults  aged  25  to  44  and  the  sixth  leading  cause 
of  death  among  people  ages  15  to  24  in  this  country. 

NIAID  is  making  great  headway  in  AIDS  research,  and  increased  funding 
is  necessary  to  continue  this  progress.  A  central  focus  of  NIAID's  AIDS  research  is  to 
find  ways  to  suppress  HIV  for  prolonged  periods.  Because  HIV  quickly  develops 
resistance  to  the  currently  available  antiretroviral  drugs,  NIAID  researchers  are  now 
experimenting  with  combining  therapies.  A  study  by  NIAID's  AIDS  Clinical  Trials 
Group  recently  found  that  zidovudine  ("AZT')  in  combination  with  either  didanosine 
("ddl")  or  zalcitabine  ("ddC")  was  significantly  better  than  AZT  alone  in  preventing 
disease  progression  and  improving  survival  in  patients  with  intermediate-stage  HIV 
disease. 

In  addition,  NIAID-funded  basic  research  has  led  to  the  development  of 
protease  inhibitors,  a  new  class  of  anti-HIV  compounds  that  have  shown  potent 
antiretroviral  activity.  When  protease  inhibitors  are  used  in  combination  with  several 
other  antiretroviral  agents,  studies  have  demonstrated  a  reduction  in  the  virus  to 
undetected  levels  and  improved  survival  rates. 

Tuberculosis.  Society  members  continue  to  be  deeply  concerned  by  the 
spread  of  tuberculosis  ("TB"),  particularly  multi-drug  resistant  TB.  Infectious  diseases 
physicians  have  been  at  the  forefront  of  TB  clinical  care,  with  the  infectious  diseases 
physician  becoming  the  primary  specialist  treating  TB  patients  in  many  communities. 
In  addition,  epidemiologists  at  many  hospitals  in  the  U.S.  are  infectious  diseases 
physicians.  With  the  care  of  TB  patients  having  moved  from  the  sanitarium  to  the 
general  hospital  setting,  the  prevention  of  nosocomial  spread  of  TB  is  a  major  concern 
of  Society  members.  Further,  infectious  diseases  physicians  often  act  as  consultants  to 
public  health  officials  in  developing  strategies  to  cope  with  the  TB  crisis. 
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More  funding  is  desperately  needed  for  both  NIAID  and  CDC  TB 
programs,  particularly  in  light  of  the  increase  in  HlV-related  TB.  CDC's  TB  program 
supports  grants  to  states  and  large  cities  to  strengthen  their  surveillance,  control,  and 
elimination  programs.  Funds  are  to  be  used  to  hire  more  outreach  workers;  to  support 
research  to  develop  new  prevention,  diagnostic,  and  treatment  technologies;  to  upgrade 
state  and  local  laboratories;  to  further  epidemiological  investigations;  and  to  train 
health  care  workers.  We  recommend  $150  million  to  fund  the  CDC's  TB  elimination 
program. 

Much  more  also  needs  to  be  provided  for  vaccine  development  for  TB.  TB, 
particularly  multi-drug  resistant  TB,  is  very  difficult  and  costly  to  treat.  Current 
treatments  can  require  from  six  to  12  months  and  involve  three  to  six  different  drugs, 
with  costs  approaching  $260,000  per  person.  We  urge  that  additional  funds  be 
provided  to  fund  TB  drug  research  and  development  at  NlAlD. 

STD  Prevention  and  Treatment.  More  than  12  million  Americans 
acquire  a  sexually  transmitted  disease  ("STD")  each  year.  This  means  that  33,000 
people  are  newly  infected  every  day.  Fortunately,  most  STDs  can  be  cured  or 
controlled.  However,  those  that  are  undetected  or  receive  delayed  treatment  can  cause 
cancer,  infertility,  and  other  devastating  health  repercussions.  Some,  such  as  AIDS 
and  syphilis,  can  kill. 

Treating  STDs  requires  little  money  when  caught  early.  At  the  same 
time,  the  cost  of  ignoring  STD  treatment  is  enormous.  For  example,  this  country 
presently  spends  an  estimated  $2.4  billion  annually  on  its  treatment  of  chlamydia  and 
its  complications.  If  chlamydia  is  detected  in  its  early  stages,  however,  the  cure  can 
cost  as  little  as  $2.25  per  case.  In  1950,  the  scope  of  STDs  was  limited  to  just  five 
classic  infections.  Now  more  than  50  organisms  and  syndromes  are  recognized  as 
being  sexually  transmitted.  Yet,  in  inflation-adjusted  dollars,  we  spend  less  on  50 
diseases  (excluding  HIV/AIDS)  than  we  did  on  five  in  1950. 

For  the  chlamydia  screening  and  infertility  prevention  program,  the 
Society  recommends  a  funding  level  of  $90  million.  This  would  enable  CDC  to  expand 
chlamydia  screening  and  treatment  services  in  family  planning  and  STD  clinics  across 
the  country  to  reach  more  at-risk  women  and  their  partners. 

For  other  STD  prevention  programs,  the  Society  requests  $123.2  million. 
This  funding  level  would  permit  CDC  to  support:  1)  a  faculty  expansion  program  that 
provides  incentives  to  recruit  and  develop  faculty  with  STD  expertise  in  up  to  fifteen 
medical  schools;  2)  research  to  improve  STD-related  behaviors,  facilitating  the  analysis 
of  barriers  to  timely  and  appropriate  STD  health  service  provision;  3)  expanded 
syphilis  prevention  and  research  efforts  in  the  Southern  U.S.  where  rates  are 
disproportionally  high,  especially  among  African-Americans;  4)  expanded  STD 
Accelerated  Prevention  Campaign  ("APCs")  to  implement  and  evaluate  locally  relevant 
innovative  STD  prevention  efforts  with  new  community  linkages. 
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Hantavirus  Disease  Prevention.  Hantavirus  pulmonary  syndrome 
("HPS")  is  a  viral  infection  that  is  spread  by  rodents.  It  is  fatal  in  60  percent  of  human 
cases.  Presently,  there  is  no  known  treatment  other  than  supportive,  intensive  medical 
management,  which  is  very  costly.  HPS  was  first  recognized  in  June  1993  in  an 
epidemic  in  the  southwestern  U.S.  Thus  far,  53  cases  have  been  identified  in  14 
different  states,  with  the  possibility  of  further  transmission  or  additional  related 
epidemics  remaining. 

Enhanced  nationwide  surveillance  of  human  cases  is  still  vitally  needed  to 
define  the  extent  of  this  outbreak.  In  addition,  rodents  from  all  parts  of  the  U.S. 
should  be  examined  to  determine  the  distribution  of  virus.  Moreover,  the  rapid 
diagnostic  tests  that  have  been  developed  by  CDC  must  be  translated  for  use  by  state 
and  local  health  departments  and  laboratories.  Finally,  the  antiviral  drug  ribavirin 
must  be  thoroughly  examined  to  determine  its  efficacy  in  treating  the  disease.  The 
Society  requests  that  adequate  funding  be  provided  to  prevent  HPS. 

Emerging  Infectious  Diseases.  Unfortunately  as  the  environment 
changes  and  pathogens  evolve,  new  infectious  diseases  are  bound  to  emerge.  For 
example,  new  diseases,  such  as  HIV  infection,  hantavirus  pulmonary  syndrome,  and 
kidney  failure  associated  with  Escherichia  coli,  have  been  introduced  because  of 
changes  in  human  behavior  and  environmental  changes. 

CDC  is  developing  an  action  plan  that  emphasizes:  1)  improved  disease 
detection  by  strengthening  notifiable  disease  surveillance,  establishing  sentinel 
surveillance  centers  and  physician  networks  in  the  U.S.,  and  developing  a  global 
surveillance  network;  2)  a  cooperative  agreement  program  with  states  and  universities 
for  applied  research  to  develop  and  improve  rapid  diagnostic  tests  and  better  define  the 
factors  that  cause  organisms  to  become  drug  resistant;  3)  enhancement  of  the  nation's 
ability  to  respond  to  diseases  emergencies  by  improving  the  capability  of  federal,  state, 
and  local  agencies  to  investigate  outbreaks,  developing  physician  iwareness  of  drug 
resistance;  and  4)  strengthening  of  the  public  health  system  by  assuring  adequate 
personnel,  facilities,  training,  laboratory  equipment,  and  supplies  at  all  levels. 

The  Society  recommends  that  $75  million  be  appropriated  to  CDC  to 
address  emerging  infectious  diseases  in  fiscal  year  1997. 

.*        *        *      "  *  , '  * 

Mr.  Chairman  and  Members  of  the  Subcommittee,  the  Infectious  Diseases 
Society  of  America  very  much  appreciates  the  opportunity  to  testify  regarding  the 
importance  of  adequate  appropriations  for  the  research,  prevention,  and  treatment  of 
AIDS  and  other  infectious  diseases.  We  believe  that  you  will  continue  to  conclude,  as 
we  do,  that  greater  investment  in  these  significant  programs  today  will  pay  great 
dividends  in  the  near  future. 
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Thursday,  February  29,  1996. 

WITNESS 

DANIEL  HRYHORZUK,  M.D.,  ASSOCIATION  OF  UNIVERSITY  PROGRAMS 
IN  OCCUPATIONAL  HEALTH  AND  SAFETY 

Mr.  Porter.  Daniel  Hryhorzuk,  M.D.,  M.P.H.,  director  of  the 
Great  Lakes  Center  for  Occupational  and  Environmental  Safety 
and  Health  at  the  University  of  Illinois  at  Chicago,  testifying  in  be- 
half of  the  Association  of  University  Programs  in  Occupational 
Health  and  Safety.  Nice  to  see  you  again. 

Dr.  Hryhorzuk,  Mr.  Chairman  and  members  of  the  subcommit- 
tee, my  name  is  Doctor  Daniel  Hryhorzuk.  I  am  the  director  of  the 
Great  Lakes  Center  for  Occupational  and  Environmental  Safety 
and  Health  at  the  University  of  Illinois  at  Chicago.  I  am  testifying 
in  support  of  continued  funding  for  the  National  Institute  for  Occu- 
pational Safety  and  Health  and  its  extramural  training  programs. 

Our  ERCs,  in  conjunction  with  the  recipients  of  the  42  single  dis- 
cipline NIOSH  grants,  represent  the  academic  stakeholders  in  oc- 
cupational safety  and  health  research  and  education  in  our  coun- 
try. The  need  for  a  Federal  commitment  to  research  and  education 
to  prevent  occupational  injuries  and  illnesses  is  clear.  In  Illinois, 
for  example,  we  estimate  that  over  400,000  workers  suffered  an  oc- 
cupational injury  or  illness  in  1994.  The  total  annual  costs  for  work 
injury  and  disease  in  Illinois  exceed  $2.6  billion  excluding  the  cost 
of  lost  productivity.  Nationally,  the  total  costs  exceed  $200  billion, 
or  more  than  $1,700  for  each  American  worker.  In  comparison,  the 
current  Federal  investment  in  NIOSH's  mission  of  occupational 
safety  and  health  research,  education,  and  outreach  is  approxi- 
mately $1  per  worker  per  year. 

The  NIOSH  Educational  Resource  Centers  are  much  more  than 
training  centers.  When  Congress  created  the  ERC  program  their 
intent  was  to  recruit  the  Nation's  top  universities  as  stakeholders 
in  the  multidisciplinary  teaching,  research,  and  service  in  occupa- 
tional safety  and  health.  While  the  extramural  training  programs 
constitute  only  a  small  portion  of  NIOSH's  budget,  their  output  in 
terms  of  trained  professionals,  research  discoveries,  and  public 
service  has  been  tremendous.  In  the  past  five  years,  NIOSH  sup- 
ported professional  education  programs  graduated  about  2,700 
safety  and  health  professionals  and  continuing  education  courses 
had  more  than  150,000  attendees.  The  few  Federal  dollars  that  go 
into  these  programs  are  leveraged  by  contributions  from  the  par- 
ticipating institutions  and  the  served  communities.  For  every 
NIOSH  dollar,  ERCs  obtain  over  $2  from  non-NIOSH  sources.  At 
the  University  of  Illinois,  we  were  able  to  use  our  NIOSH  funded 
ERC  activities  as  a  base  to  successfully  compete  for  the  Fogerty 
International  Center  grants  for  international  research  and  training 
in  environmental  and  occupational  health. 

Last  year  the  Office  of  the  Inspector  General  in  the  Department 
of  Health  and  Human  Services  completed  a  review  of  the  NIOSH 
ERC  program  at  the  request  of  the  Senate  Appropriations  Sub- 
committee. The  Inspector  General's  report  concluded  that  the  ERCs 
are  successful  in  meeting  their  mission.  We  have  met  our  respon- 
sibilities despite  the  fact  that  since  1980  the  real  dollars  appro- 
priated to  our  program  have  been  reduced  by  two-thirds.  Eliminat- 
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ing  these  funds  will  dismantle  overnight  an  infrastructure  of  aca- 
demic centers  of  excellence  in  occupational  safety  and  health  that 
took  two  decades  to  build. 

The  NIOSH  extramural  training  programs  are  not  only  good  for 
American  workers,  they  are  good  for  American  business.  In  our 
own  center,  the  chairperson  of  our  advisory  committee  is  an  execu- 
tive of  Commonwealth  Edison.  Other  corporate  members  of  our  ad- 
visory committee  include  AT&T,  Eastman  Kodak,  Midas,  First  Chi- 
cago Bank,  and  General  Motors.  We  are  working  in  partnership 
with  the  Illinois  Management  Association  and  Governor  Edgar's 
Project  Safe  Illinois.  We  are  helping  the  City  of  Lake  Forest  ad- 
dress the  issue  of  the  safety  of  the  city's  composting  facility.  We 
have  conducted  research  on  the  health  effects  of  the  great  flood  of 
1993  that  devastated  large  parts  of  the  Midwest.  The  NIOSH  funds 
allow  our  university  to  serve  as  a  resource  to  business,  workers, 
and  communities  in  our  State  and  in  our  region. 

In  summary,  the  NIOSH  Educational  Resource  Centers  and  re- 
lated extramural  programs  are  a  cost-effective  partnership  between 
the  Federal  Government  and  academia  that  is  good  for  business 
and  good  for  workers.  The  program  is  consistent  with  the  need  for 
continued  investment  on  a  national  scale  in  preventing  occupa- 
tional injuries  and  illnesses  through  research  and  education. 

Mr.  Chairman,  we  in  Illinois  and  throughout  academia  wish  to 
express  our  gratitude  and  respect  for  your  role  in  protecting  bio- 
medical research  in  the  current  budget  morass.  Your  leadership  in 
protecting  the  National  Institutes  of  Health  and  the  Centers  for 
Disease  Control  is  recognized  and  supported  by  the  academic  com- 
munity. I  know  that  you  and  your  committee  also  support  keeping 
American  workplaces  safe  and  productive.  Our  Nation's  univer- 
sities are  your  partners  in  achieving  that  goal.  We  encourage  you 
and  the  members  of  your  subcommittee  to  support  NIOSH  extra- 
mural research  and  training  and  retain  us  as  stakeholders  in  occu- 
pational safety  and  health.  Thank  you. 

Mr.  Porter.  Doctor  Hryhorzuk,  did  I  hear  you  correctly  say  that 
the  dollars  spent  on  NIOSH  research  are  down  in  real  terms  by 
two-thirds  since  1980? 

Dr.  Hryhorzuk.  What  is  down  two-thirds  is  the  amount  of 
money  that  was  appropriated  to  the  NIOSH  Educational  Resource 
Center  program.  If  you  look  at  the  real  dollars  that  program,  which 
is  the  partnership  between  NIOSH  and  the  Nation's  universities, 
is  being  allocated  currently,  that  is  down  by  about  two-thirds. 

Mr.  Porter.  Okay.  We  thank  you  very  much  for  your  testimony 
and  appreciate  your  being  here  today. 

Dr.  Hryhorzuk.  Thank  you  for  the  opportunity. 

Mr.  Porter.  That  concludes  our  public  witnesses  for  this  after- 
noon. The  subcommittee  will  stand  in  recess  until  10:00  a.m.  next 
Tuesday. 

[The  prepared  statement  of  Dr.  Hryhorzuk  follows:] 
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Mr  Chairman: 


The  following  testimony  is  presented  in  support  of  appropriations  for  the  National 
Institute  for  Occupational  Safety  and  Health  (NIOSH)  on  behalf  of  the  Association  of 
University  Programs  in  Occupational  Health  and  Safety  (AUPOHS)  and  in  conjunction 
with  the  National  Occupational  Safety  and  Health  Education  Association  (NOSHEA). 

AUPOHS  represents  14  multi-disciplinary,  university-based  Educational  Resource 
Centers  (ERCs).  Most  centers  are  collaborative  efforts  among  several  institutions  in 
their  respective  regions.  NOSHEA  represents  42  smaller,  single-discipline  Training 
Program  Grants  (TPGs)  distributed  throughout  the  U.S.  The  combined  ERC-TPG 
efforts  thus  involve  56  programs  that  account  for  virtually  all  the  nation's  professional 
education  and  specialty  training  in  occupational  health  and  safety,  helping  NIOSH  to 
meet  its  mandate  by  delivering  "...educational  programs  to  provide  an  adequate  sup- 
ply of  qualified  personnel  to  carry  out  the  purposes  of  the  Act"  (Occupational  Safety 
and  Health  Act  of  1970).  This  degree  of  nationally  coordinated  professional  education 
in  occupational  safety  and  health  is  unequaled  in  any  other  country.  These  programs 
also  provide  research  training  and  conduct  most  of  the  occupational  health  and  safety 
research  performed  in  academic  institutions. 

As  their  name  implies,  the  ERCs  are  regional  resources  for  all  parties  involved  with 
occupational  health  and  safety — industry,  labor,  government,  academia,  the  general 
public.  In  the  last  five  years,  NIOSH-supported  professional  education  programs  grad- 
uated about  2,700  safety  and  health  professionals,  and  continuing  education  courses 
had  more  than  150,000  attendees. 

The  ERC  program  was  reviewed  by  the  Office  of  the  Inspector  General,  DHHS  in 
1995  and  the  report  affirmed  the  usefulness  of  these  programs  in  producing  graduates 
pursuing  careers  in  occupational  safety  and  health. 


THE  CURRENT  MANPOWER  SHORTAGE 

Notwithstanding  the  mandate  of  the  OSH  Act  to  provide  adequate  qualified  person- 
nel, and  the  substantial  activities  of  the  ERC-TPG  programs,  there  exist  today  ongoing 
shortages  of  qualified  occupational  health  and  safety  professionals  in  all  specialties. 
These  deficiencies  have  always  been  present  but  have  worsened  progressively  over  the 
last  decade.  This  worsening  can  be  traced  directly  to  the  Congress  failing  to  fund  ade- 
quately NIOSH's  Training  Line  which  supports  the  educational  grants  programs. 

For  example,  a  limited  number  of  occupational  medicine  specialists  are  trained  each 
year  in  the  nation's  36  occupational  medicine  residencies.  All  but  one  of  these  residen- 
cies are  located  in  NIOSH-supported  programs  (the  exception  is  a  U.S.  Army  program) 
and  each  is  supported  by  NIOSH  at  levels  far  below  the  actual  cost  of  training.  In  1991, 
owing  to  the  lack  of  funds  to  support  such  residency  programs,  there  were  only  161 
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physicians  engaged  full-time  in  occupational  medicine  training.  From  these  two-year 
residency  programs  about  70  physicians  per  year  achieve  specialty  certification  by  the 
American  Board  of  Preventive  Medicine.  This  total  output  for  the  country  contrasts 
strikingly  with  the  national  need  for  occupational  physicians. 

In  1991,  the  Institute  of  Medicine  (IOM)  issued  a  report  on  the  manpower  shortage 
in  occupational  and  environmental  medicine.  This  report1  estimated  that  the  number  of 
active  occupational  medicine  specialists  was  between  1,200  and  1,500  (or  roughly  one 
physician  per  80,000  active  workers  and  20,000  retired  or  disabled  workers).  The  IOM 
estimated  a  need  for  3,100  to  4,700  physicians — a  net  deficit  of  1,600  to  3,500  qualified 
occupational  physicians.  In  other  words,  we  needed  to  increase  the  number  of  trained 
physicians  by  two-  to  three-fold  just  to  meet  the  demand  in  1991. 

The  national  demand  for  industrial  hygienists  may  be  even  greater.  Industries  are 
having  problems  recruiting  sufficient  qualified  industrial  hygienists  and  must  offer  un- 
usually high  salaries  to  attract  recent  graduates  from  our  programs.  The  aggressive 
demand  of  industry  is  drawing  industrial  hygienists  away  from  regulatory  agencies, 
academia,  and  other  institutions,  resulting  in  shortages  in  key  areas.  Similar  deficien- 
cies in  the  supply  of  qualified  occupational  health  nurses  and  safety  professionals  have 
been  discussed  by  their  respective  professional  organizations.  The  funding  support 
from  NIOSH  to  train  manpower  in  each  of  these  occupational  safety  and  health  profes- 
sions is  seriously  deficient. 


THE  ONGOING  EPIDEMIC  OF  WORK-RELATED  ILLNESSES  AND  INJURIES 

Occupational  hazards  have  become  increasingly  complex  and  affect  a  greater  num- 
ber of  workers  today  than  ever.  Lost  workdays  in  the  private  sector,  for  example,  con- 
tinue to  increase  dramatically2  (Figure  1).  The  Bureau  of  Labor  Statistics  (BLS)  reports 
that  lost  workdays  per  100  workers  per  year  have  increased  from  58.5  in  1983,  to  89.0  in 
1993 — a  steady,  unchecked  increase  of  nearly  50%  over  that  ten-year  period. 

Workers  killed  on  the  job  number  about  10,000  per  year,  and  another  50,000  to 
70,000  die  from  diseases  such  as  cancer,  lung  diseases,  kidney  failure,  and  neurological 
impairment.  Total  deaths  from  work-related  injuries  and  diseases  are  thus  60,000  to 
80,000  per  year  (or  about  three  to  four  times  the  current  number  of  deaths  per  year  from 

AIDS).2 

Non-fatal  injuries  and  occupational  diseases  affect  several  million  more  U.S.  workers 
each  year.  Musculoskeletal  disorders  alone  cause  disability  to  about  1.2  million  workers 
annually,  while  occupational  injuries  disable  another  3.3  million  each  year.2  The 
tragedy  of  this  is  that  most  work-related  fatalities,  injuries,  and  diseases  can  be  pre- 
vented by  more  effective,  professionally  directed,  health  and  safety  programs.  When 


1  Institute  of  Medicine.  Addressing  the  Physician  Shortage  in  Occupational  and  Environmental  Medicine, 
National  Academy  of  Science:  Washington,  DC,  1991. 

2  National  Safety  Council.  Accident  Facts.  1994  Edition. 
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hazardous  conditions  are  identified,  it  requires  highly  skilled,  broadly  trained  profes- 
sionals to  evaluate  the  causes  of  injuries  and  illnesses  so  that  effective  and  low-cost 
remedies  can  be  implemented.  Our  present  level  of  professional  education  and  training 
is  simply  not  producing  sufficient  numbers  of  people  to  perform  these  critical  functions. 

It  needs  be  emphasized  also  that  the  annual  cost  of  occupational  injuries  and  illnes- 
ses in  our  country  is  huge.  Ultimately,  these  are  public  costs,  borne  directly  by  wage 
earners  and  tax  payers,  and  indirectly  through  increased  costs  to  industry  that  are  pass- 
ed on  to  consumers  in  the  prices  of  goods  and  services.  The  National  Safety  Council  has 
estimated  that  fatal  and  non-fatal  injuries  alone  accounted  for  more  than  $130  billion  in 
total  costs  in  1994,2  while  the  total  costs  for  all  work-related  illnesses  are  probably  in  the 
range  of  $80-100  billion.  Thus  the  complete  costs  to  the  nation,  including  direct  and  in- 
direct expenses,  of  occupational  illnesses  and  injuries  probably  exceeds  $200  billion,  or 
more  than  $1,700  for  each  American  worker.  Yet  despite  being  the  primary  focus  for 
occupational  disease  and  injury  prevention  in  the  country,  NIOSH  receives  only  about 
one  dollar  per  worker  per  year  for  its  mission  of  research,  professional  education,  and 
outreach.  In  other  words,  the  federal  government  spends  a  dollar  on  preventing  occupa- 
tional injuries  and  illnesses  per  $1,700  or  more  in  total  costs. 

The  severe  financial  drain  on  businesses  and  the  economy  created  by  occupational 
injuries  and  diseases,  as  well  as  the  personal  burden  of  ill  health  borne  by  workers  and 
their  families,  cannot  be  solved  solely  by  adjusting  insurance  costs  or  other  economic 
measures.  Much  is  said  today  about  the  crises  in  health  care  and  workers'  compensa- 
tion, and  the  need  to  reduce  these  costs.  Prevention  of  even  a  modest  portion  of  the  an- 
nual occupational  injuries,  diseases,  and  deaths  would  produce  marked  dividends  that 
could  be  measured  in  terms  of  reducing  the  burden  of  workers'  compensation  and  de- 
creasing costs  of  health  care.  Such  prevention  requires  knowledge  (through  basic  and 
applied  research)  and  professional  manpower.  The  most  cost-effective  way  to  achieve 
the  necessary  increase  in  practicing  professionals  and  research  specialists  is  to  increase 
the  level  of  funding  for  NIOSH. 

The  last  five  years  of  level  funding,  plus  the  net  reduction  by  two-thirds  in  real  dol- 
lars appropriated  since  1980,  has  created  a  serious  problem  for  our  continued  operation. 
The  current  awards  for  the  ERC-TPG  programs  cover  less  than  one-third  of  the  actual 
operating  costs  for  each  grantee.  At  times  when  federal,  state,  and  private  funding 
sources  are  all  stressed,  some  centers  will  be  unable  to  continue  subsidizing  the  majority 
of  their  institutional  costs  for  training  professionals  in  occupational  health  and  safety. 
There  is  a  real  possibility  that  some  centers  will  cease  to  exist.  This  will  be  a  major 
problem  for  the  nation  at  a  time  when  it  needs  increased  manpower  and  expertise  in  oc- 
cupational health  and  safety. 

The  funding  problem  extends  to  the  NIOSH  Research  line.  Occupational  safety  and 
health  problems  are  changing  constantly  and  new  information  (through  applied  and 
basic  research)  is  needed  to  address  emerging  concerns.  Without  a  strong  research 
agency  supported  by  research  in  the  nation's  leading  academic  institutions,  this  country 
will  be  less  and  less  prepared  to  deal  with  problems  arising  from  emerging  technology 
and  new  materials  being  introduced  into  the  workplace.  Experience  has  shown  that  it  is 
far  more  efficient  and  cheaper  to  anticipate  problems  before  they  occur,  and  take  pre- 
ventive action,  rather  than  react  to  such  issues  once  they  appear. 
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THE  INSPECTOR  GENERAL'S  REPORT3 


In  1994-1995,  as  the  result  of  a  request  expressed  by  the  Senate  Appropriation  Sub- 
committee, the  Office  of  the  Inspector  General  in  DHHS  conducted  a  review  of  ERCs 
with  particular  reference  to  their  effectiveness  in  producing  graduates  for  the  field  of 
occupational  safety  and  health. 

The  following  findings  were  reported  by  the  Inspector  general. 

1.  Most  NIOSH-supported  graduates  pursued  occupational  safety  and  health 
careers.  Overall,  more  than  80  percent  of  graduates  were  active  in  occupational 
safety  and  health. 

2.  About  half  (52  percent)  of  the  NIOSH-supported  graduates  pursued  occupational 
safety  and  health  careers  in  private  organizations;  45  percent  pursued  careers  in 
government  or  academia;  and  a  small  fraction  in  other  settings. 

3.  NIOSH-supported  graduates  considered  ERC  training  to  be  high  quality. 


The  Inspector  General's  report  concluded  that  ".-ERCs  successfully  train  and  grad- 
uate students  in  occupational  safety  and  health,"  The  report  also  noted  that  ERCs  ob- 
tained $21.4  rrtillion  from  non-NlOSH  sources  of  funding  during  the  1993-1994  program 
year,  compared  with  $9.09  million  in  NTOSH  support.  "Tor  every  NIOSH  dollar,  ERCs 
obtained  $235  from  non-NIOSH  sources/' 
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In  conclusion,  Mr.  Chairman,  we  believe  that  our  programs  are  effective  and  effi- 
cient in  their  use  of  public  funds,  as  shown  by  the  recent  review  of  the  Office  of  the  In- 
spector General. 

Our  centers  of  education  provide  an  important  service  to  the  nation,  but  our  efforts 
are  severely  limited  by  the  funding  we  receive.  Our  programs  have  successfully  lever- 
aged NIOSH  funds  to  the  extent  we  can,  but  ongoing  and  increased  NIOSH  support 
will  be  necessary  to  address  the  persisting  shortages  of  health  and  safety  professionals 
and  the  continuing,  serious,  safety  and  health  problems  in  the  workplace. 


3  Office  of  Inspector  General,  Department  of  Health  and  Human  Services.  CDC s  Educational  Resource  Centers. 
November,  1995 
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Table  1.  NIOSH-funded  Educational  Resource  Centers  (ERCs) 


University  of  Alabama  Birmingham 
School  of  Public  Health 

University  of  California  at  Berkeley 
School  of  Public  Health 

University  of  Cincinnati  Medical  Center 
Institute  of  Environmental  Health 

University  of  Illinois  at  Chicago 
Occupational  Health  and  Safety  Center 

University  of  Michigan 

Center  for  Occupational  Health  and  Safety  Engineering 

University  of  Minnesota 
School  of  Public  Health 

Midwest  Center  for  Occupational  Health  and  Safety 

University  of  North  Carolina 

North  Carolina  Educational  Resource  Center 

University  of  Southern  California 

Southern  California  Educational  Resource  Center 

University  of  Texas  Houston 
School  of  Public  Health 

University  of  Utah  Medical  Center 

Rocky  Mountain  Center  for  Occupational  Health 

University  of  Washington 
School  of  Public  Health 

Northwest  Center  for  Occupational  Health  and  Safety 

Harvard  University 
School  of  Public  Health 

Johns  Hopkins  University 

School  of  Hygiene  and  Public  Health 

Mt  Sinai  School  of  Medicine 

New  York /New  Jersey  Educational  Resource  Center 


Tuesday,  March  5,  1996. 


WITNESS 

MAURICE  E.  KEENAN,  M.D.,  AMERICAN  ACADEMY  OF  PEDIATRICS 

Mr.  Bonilla  [presiding].  Good  morning.  The  subcommittee  will 
now  come  to  order. 

My  name  is  Henry  Bonilla  from  Texas,  and  I'm  filling  in  this 
morning  for  Chairman  Porter  who  is  stuck  in  traffic.  It  took  one 
of  my  staffers  almost  two  hours  to  get  to  work  this  morning,  and 
we  apologize  for  the  delay. 

We  will  now  begin  our  hearing  this  morning.  We  would  like  to 
invite  Dr.  Maurice  Keenan,  President  and  a  practicing  pediatrician 
from  Boston,  representing  the  American  Academy  of  Pediatrics. 

Dr.  Keenan? 

Dr.  Keenan.  Thank  you,  Mr.  Chairman,  and  members  of  the 
committee.  I'm  Ed  Keenan.  Fm  a  practicing  pediatrician,  as  you 
heard.  On  behalf  of  the  Academy  and  the  endorsing  organizations, 
I  would  like  to  thank  the  subcommittee  for  allowing  us  to  talk  with 
you. 

We  recognize  that  the  current  budget  situation  makes  significant 
funding  increases  in  child  health  programs  difficult.  However,  we 
encourage  this  subcommittee  to  continue  to  be  cognizant  of  the 
enormous  possibilities  and  potential  of  research,  prevention,  train- 
ing and  services,  and  continue  to  appropriate  the  necessary  funds 
to  the  extent  possible. 

I  would  like  to  focus  my  remarks  on  three  programs  and  submit 
our  written  statement  for  the  hearing  record.  The  first  is  the  child- 
hood immunization  program.  The  cornerstone  of  preventive  health 
care  for  children  served  in  the  public  sector  is  the  CDC's  childhood 
immunization  program.  Tremendous  strides  in  establishing  effec- 
tive immunization  programs  have  been  made  over  the  past  few 
years. 

In  addition  to  the  cost  effectiveness  of  vaccines,  the  number  of  re- 
ported cases  of  vaccine  preventable  diseases  are  at  or  near  an  all 
time  low.  Furthermore,  immunization  levels  of  two  year  old  chil- 
dren are  the  highest  ever  reported.  We  attribute  this  in  part  to  the 
Vaccines  for  Children  program,  known  as  the  VFC,  and  encourage 
Congress  to  continue  its  commitment  to  ensuring  its  viability.  This 
program  combines  the  efforts  of  public  and  private  providers  to  ac- 
complish and  sustain  vaccine  coverage  goals  for  both  today's  vac- 
cines and  tomorrow's.  Its  successful  implementation  has  resulted  in 
the  enrollment  of  nearly  35,000  public  sites. 

Continued  investment  in  the  CDC  efforts  to  assist  States  in  de- 
veloping immunization  information  services  will  serve  to  sustain 
high  immunization  levels  by  reminding  parents  when  they  immu- 
nize and  providers  at  what  level  their  children  are  immunized  at. 
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Immunizations  are  an  important  investment  in  our  children.  Our 
funding  recommendation  includes  support  for  the  key  local  strate- 
gies mentioned  above  and  provides  for  an  increased  effort  to  pre- 
vent hepatitis  B,  which  kills  5,000  Americans,  mostly  older  adults, 
and  a  second  very  important  dose  of  the  measles,  mumps  and 
rubella  vaccine,  which  has  maimed  many  of  our  babies  prior  to  de- 
veloping that  vaccine. 

Materal  and  Child  Health  Service  Block  Grants  is  the  second 
program  Fd  like  to  talk  about.  The  essence  of  the  MCH  block  grant 
is  its  ability  to  provide  local  adaptations  to  community  needs.  As 
a  consequence,  national  priorities  are  adjusted  to  support  local 
child  health  needs  and  concerns.  One  important  component  of  the 
MCH  block  grant  is  that  is  stresses  both  the  physical  and  the  men- 
tal health  needs  of  adolescents.  At  a  time  when  coverage  of  health 
care  services  for  the  vulnerable  adolescent  may  be  in  question, 
these  activities,  such  as  health  care  programs  for  incarcerated 
youth,  health  care  services  for  minority  group  adolescents,  violence 
and  suicide  prevention  are  crucial. 

Fd  like  to  mention  just  one  example  where  the  adequate  funding 
for  the  MCH  block  grant  can  continue  to  do,  good  and  that's  in 
Vicksburg,  Mississippi,  a  small  city.  It  developed  at  the  Carey 
Christian  Health  Center,  a  multidiciplinary  perinatal  care  network. 
Perinatal  means  before  and  after  the  birth.  It  uses  an  alliance  of 
volunteer  providers  and  civic  institutions  to  provide  a  multi-tiered 
solution  to  lower  infant  mortality  in  this  community. 

Volunteers  are  trained  to  provide  home  visits  and  promote  great- 
er health  awareness.  They  even  provide  transportation,  which 
probably  prevents  many  people  who  need  health  care  from  receiv- 
ing it.  Perinatal  education  is  available  to  parents,  also.  Child  abuse 
prevention  and  how  to  recognize  child  abuse  is  also  provided. 

As  this  example  reflects,  the  MCH  block  grant  is  a  block  grant 
that  works.  It  is  logically  organized  around  similar  programs  and 
expertise.  It  emphasizes  preventive  health  care,  which  is  the  major 
stone  of  our  health  care,  and  should  be  the  major  stone  of  our 
health  care  system.  It  targets  similar  populations  and  problems.  It 
utilizes  similar  public  and  private  provider  networks  and  it  is  the 
crucial  framework  upon  which  States  have  built  and  maintained 
their  system  of  care  for  children  and  women. 

Finally,  I  must  mention  one  other  vital  program,  and  that's  the 
Emergency  Medical  Services  for  Children.  In  1993,  the  Institute  of 
Medicine  issued  a  report  describing  the  serious  deficiencies  of 
emergency  care  for  children.  For  example,  many  ambulance  serv- 
ices and  hospital  emergency  departments  do  not  have  child  size 
equipment,  small  masks  to  provide  oxygen,  I.V.  tubing,  neck 
braces.  Can  you  imagine  a  huge  neck  brace  around  a  two  year  old 
that's  been  in  an  automobile  accident? 

Many  emergency  medical  personnel  need  additional  training  to 
adequately  treat  children  whose  medical  needs  are  very  different 
from  those  of  adults.  A  dramatic  example  is  the  Oklahoma  City 
bombing.  The  city  paramedics  had  received  pediatric  EMS  training 
a  year  earlier  as  a  result  of  an  EMS-C  grant,  and  thus  were  better 
able  to  help  the  children  hurt  in  the  bomb  blast.  In  addition,  part 
of  the  Oklahoma  grant  is  being  used  to  develop  a  debriefing  pro- 
gram for  emergency  medical  personnel. 
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Several  States,  and  this  is  the  important  part,  Mississippi,  Iowa 
and  Kansas,  have  not  yet  received  basic  EMS-C  grants.  At  the 
very  least,  we  are  recommending  funding  to  allow  for  nine  new 
basic  grants  and  additional  support  to  address  identified  problems 
in  other  States. 

I  want  to  thank  you  for  this  opportunity  to  address  you  in  regard 
to  funding  recommendations  for  fiscal  year  1997.  Children  and  ado- 
lescents thank  you  also. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  members  of  the  Committee.  I  am  Maurice  E.  Keenan,  MD,  President  of  the  American  Academy  of 
Pediatrics.  I  am  a  practicing  pediatrician  from  Boston.  Massachusetts.  On  behalf  of  the  Academy  and  the  endorsing 
organizations,  the  Society  for  Adolescent  Medicine  and  the  Ambulatory  Pediatric  Association,  1  would  like  to  thank 
the  subcommittee  for  the  opportunity  to  present  this  statement. 

Fortunately,  most  infants  are  born  healthy  and  continue  to  grow  and  develop  if  they  have  access  to  and  receive 
basic  health  care  services.  Unfortunately,  there  are  still  far  too  many  that  suffer  needlessly  from  disease,  injury, 
abuse,  or  a  host  of  societal  problems.  Our  task  as  pediatricians  is  to  treat  them  all,  to  provide  such  services  as  we 
are  able.  Your  task  is  to  provide  the  funds  to  allow  vital  federal  programs  to  continue.  We  ask  that  you  recognize 
the  correlation  among  preventive  and  chronic  health  services,  research,  and  the  training  of  new  health  professionals 
and  not  increase  one  program  for  infants  and  children  at  the  expense  of  another.  As  pediatricians  we  see  the 
integral  tie  between  basic  research  and  the  care  we  provide;  we  see  the  impact  of  poverty  and  violence  on  the 
health  of  our  children  and  adolescents;  and  we  know  that  the  future  of  our  workforce  depends  on  the  decisions  we 
make  today.  We  recognize  that  the  current  budget  situation  makes  significant  funding  increases  in  child  health 
programs  difficult.  However,  the  Academy  and  the  endorsing  organizations  encourage  this  subcommittee  to  be 
cognizant  of  the  enormous  possibilities  and  potential  of  research,  prevention,  training  and  services  and  continue  to 
appropriate  the  necessary  funds  to  the  extent  possible. 

A  chart  at  the  end  of  this  statement  will  offer  funding  recommendations  for  many  programs,  but  we  would  like  to 
focus  on  a  few. 

Childhood  Immunization  Program 

The  CDC*s  childhood  immunization  program  is  the  cornerstone  of  preventive  health  care  for  children  served  in  the 
public  sector  and  we  applaud  the  high  priority  assigned  to  this  program  by  the  Administration.  Tremendous  strides 
in  establishing  effective  immunization  programs  have  been  made  over  the  past  few  years.  In  addition  to  the  cost- 
effectiveness  of  vaccines,  the  number  of  reported  cases  of  vaccine  preventable  diseases  are  at  or  near  all  time  lows 
and  immunization  levels  of  two-year  old  children  are  the  highest  ever  recorded.  We  attribute  this,  in  part,  to  the 
Vaccines  for  Children  (VFC)  Program  and  encourage  Congress  to  continue  its  commitment  to  ensuring  its  viability. 
The  VFC  program  combines  the  efforts  of  public  and  private  prov  iders  to  accomplish  and  sustain  vaccine  coverage 
goals  for  both  today's  and  tomorrow's  vaccines.  It  removes  vaccine  cost  as  a  barrier  to  immunization  for  some  and 
reinforces  the  concept  of  a  "medical  home."  Its  successful  implementation  has  resulted  in  the  enrollment  of  almost 
35,000  public  and  private  provider  sites.  Continued  investment  in  CDC  efforts  to  assist  states  in  developing 
immunization  information  systems  will  serve  to  sustain  high  immunization  levels  by  reminding  parents  when 
immunizations  are  due/overdue  and  reminding  providers  of  the  immunization  levels  of  the  children  they  serv  e. 
Also,  in  order  to  most  effectively  access  children  at  highest  risk  for  under-immunization,  the  Academy  strongly 
supports  CDC's  efforts  to  collaborate  closely  with  the  WIC  program.  Immunizations  are  an  important  investment  in 
our  children.  Our  request  for  funding  includes  support  for  the  key  strategies  mentioned  above,  which  when 
implemented  locally,  are  critical  to  raising  immunization  coverage  levels  among  our  nation's  children.  In  FY  199"7 
the  Academy  and  the  endorsing  organizations  recommend  $650  million  for  CDC's  Childhood  Immunization 
program. 

Maternal  and  Child  Health  Service  Block  Grant 

Authorized  under  Title  V  of  the  Social  Security  Act,  the  MCH  Block  Grant  is  a  "block  grant"  that  works.  It 
exemplifies  key  elements  in  any  successful  block  grant  —  it  is  logically  organized  around  similar  programs  and 
expertise,  emphasizes  preventive  health,  targets  similar  populations  and  problems  and  utilizes  similar  public  and 
private  provider  networks.  It  is  the  crucial  framework  upon  which  States  have  built  and  maintained  their  systems  of 
care  for  children  and  women.  Currently,  the  MCH  Block  Grant  provides  preventive  and  primary  care  services  to 
nearly  8  million  infants,  children  and  adolescents  as  well  as  preventive  services  to  approximately  4.2  million 
women  -  including  one-third  of  all  pregnant  women  in  the  US.  Moreover,  it  provides  specialized  health  and  family 
support  services  to  755.000  children  with  chronic  conditions  and  disabilities;  one-half  of  the  nation's  children  with 
severe  disabilities,  and  approximately  20%  of  those  with  chronic  conditions  receive  serv  ices  through  the  MCH 
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Block  Grant.  It  is  the  "glue"  that  brings  together  multiple  services  and  agencies  for  children  and  adolescents  by 
coordinating,  integrating  and  filling  gaps.  Another  important  component  of  the  MCH  Block  grant  is  addressing  the 
health  needs  of  adolescents  --  both  physical  and  mental  health.  The  Office  of  Adolescent  Health  supports  initiatives 
such  as  health  care  programs  for  incarcerated  youth,  health  care  services  for  minority  group  adolescents,  violence 
and  suicide  prevention,  and  interdisciplinary  adolescent  health  training  programs  to  foster  professional  development 
in  the  management  of  adolescent  health  needs.  In  a  time  when  coverage  of  health  care  services  for  vulnerable 
adolescents  is  in  question,  the  activities  of  this  office  are  crucial.  The  MCH  Block  Grant  includes  an  important  set- 
aside  of  15%  percent  to  support  the  Special  Projects  of  Regional  and  National  Significance  (SPRANS)  to  improve 
maternal  and  child  health  and  promote  more  effective  delivery  systems.  We  support  the  funding  of  the  MCH  Block 
Grant  program  at  its  full  authorization  of  S705  million 

Emergency  Medical  Services  for  Children 

In  1993,  the  Institute  of  Medicine  issued  a  report  describing  the  serious  deficiencies  in  emergency  medical  services 
for  children  (EMS-C);  for  example,  many  ambulance  services  and  hospital  emergency  departments  do  not  even 
have  child-sized  equipment,  such  as  oxygen  masks,  IV-tubes,  and  neck  braces,  needed  to  treat  critically  ill  and 
injured  children.  Many  emergency  medical  personnel  need  additional  training  to  adequately  treat  children,  whose 
medical  needs  are  very  different  than  those  of  adults.  (Children  have  more  serious  breathing  problems,  are  less 
tolerant  of  blood  loss,  are  more  vulnerable  to  head  injuries,  have  different  time  requirements  for  procedures  and 
transport,  and  require  special  splints,  airway  devices,  drugs  and  dosages.) 

To  date,  approximately  40  states  have  received  some  form  of  EMS-C  funding  under  this  program.  Grantees  have 
developed  training,  research,  and  injury'  prevention  programs  which  other  states  and  localities  have  replicated, 
increasing  the  cost-effectiveness  of  federal  dollars.  A  dramatic  example  of  this  program's  incredible  value  was 
provided  by  the  Oklahoma  City  bombing  last  April.  The  city's  paramedics  had  received  pediatric  EMS  training  a 
year  earlier  as  a  result  of  an  EMS-C  grant  and,  thus,  were  better  able  to  help  the  children  hurt  in  the  bomb  blast. 
In  addition,  part  of  the  Oklahoma  grant  had  been  used  to  develop  a  de-briefing  program  for  emergency  medical 
personnel,  which  helped  them  deal  with  the  psychological  trauma  of  this  terrible  tragedy. 

Seventeen  states  and  territories,  including  Mississippi,  Iowa,  and  Kansas,  have  not  yet  received  a  basic  EMS-C 
grant.  At  the  verv  least,  we  recommend  funding  this  program  at  S12.5  million,  which  would  allow  funding  for 
nine  new  basic  grants  and  additional  support  to  address  identified  problems  in  other  states. 

Lead  Poisoning  Prevention  Program 

Lead  poisoning  is  the  leading  environmental  health  problem  affecting  children  and  is  the  number  one  preventable 
cause  of  childhood  disability.  Furthermore,  there  may  currently  be  low-risk  communities  that  do  not  require  lead 
screening,  yet  no  explicit  guidance  has  been  developed  for  determining  a  communities*  lead  risk.  Clearly,  funding 
to  provide  more  data  concerning  prevalence  in  specific  regions  and  locales  is  needed.  The  Lead  Poisoning 
Prevention  Program  at  the  CDC  is  a  technical  assistance  and  grant  program  for  the  start-up  and  expansion  of 
projects  to  detect  and  prevent  lead  poisoning  In  previous  years,  CDC  has  been  able  to  fund  programs  and  provide 
technical  assistance  at  the  state  and  local  level,  including  programs  in  Illinois,  Wisconsin,  Ohio,  New  York,  and 
Mary  land.  CDC  also  works  with  other  agencies  to  implement  primary  prevention  demonstration  programs  for 
preventing  exposure  to  hazardous  lead  from  birth.  We  strongiy  support  this  program  and  recommend,  at  a 
minimum,  level  funding  of  S37  million  for  FY  1997. 

Centers  for  Disease  Control  and  Prevention  Injury  Prevention 

Injury  is  the  leading  cause  of  death  among  children  ages  one  through  nineteen  and  all  Americans  ages  1-44.  and  is 
a  major  cause  of  long-term  disability  for  both  children  and  adults.  Injury  is  costly  on  multiple  levels  --  in  the 
emotional  toll  it  takes  on  its  victims  and  on  their  families;  in  direct  medical  expenses  (acute  and  chronic);  and  in 
long-term  economic  costs  due  to  the  years  of  potential  life  and  productivity  lost  (especially  with  respect  to 
children).  Therefore,  efforts  to  reduce  the  incidence  and  severity  of  injury  are  extremely  cost-effective,  and  the 
National  Center  for  Injury  Prevention  and  Control  (NCIPC)  fulfills  a  unique  function  in  this  undertaking.  The 
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NCIPC  works  closely  with  other  federal  agencies,  national,  state,  and  local  organizations,  state  and  local  health 
departments,  and  research  institutions  in  its  study  of  home  and  recreational  injuries  and  violence  prevention.  For 
example,  in  several  states,  including  Illinois  and  Texas,  the  CDC  is  working  to  evaluate  school  and  community 
based  violence  prevention  programs  including  mentoring,  peer  mediation,  public  information  campaigns,  and 
conflict  resolution  education.  In  Oklahoma,  Maryland,  and  Arkansas,  the  CDC  is  funding  projects  to  promote  the 
use  of  smoke  detectors  to  reduce  residential  fires  and  to  promote  the  use  of  bicycle  helmet  to  reduce  related  head 
injuries  to  children   In  some  of  these  areas,  projects  are  sponsored  in  collaboration  with  the  Indian  Health  Service 
for  the  establishment  of  injury  prevention  programs  in  Native  American  communities.  We  recommend  that  the 
CDC  injury  prevention  program  be  funded  at  $65  million. 

Family  Planning 

Reducing  infant  mortality  and  the  number  of  low  birth-weight  babies  are  paramount  goals  of  the  pediatric 
community.  A  method  to  achieve  these  goals  is  better  education  and  delaying  pregnancies.  For  25  years,  Title  X 
of  the  Public  Health  Service  Act  has  funded  over  4000  clinics  across  the  United  States  to  provide  confidential 
information  and  contraceptive  services  for  low-income  women.  The  clinics  also  provide  other  essential  services, 
such  as  screening  for  sexually  transmitted  diseases,  hypertension,  diabetes,  and  anemia.    Such  information  is 
intended  to  help  reduce  the  incidence  of  unintended  pregnancy,  to  improve  maternal  health,  and  to  reduce  abortion. 
We  are  concerned  that  decreased  funding  of  the  Title  X  program  could  lead  to  higher  infant  mortality  rates,  an 
increase  in  the  number  of  unintended  pregnancies,  and  an  increase  in  the  number  of  low  birth-weight  babies. 
Therefore,  we  recommend  that  in  order  to  maintain  current  services,  and  allow  for  a  slight  expansion  in  services, 
that  $199  million  be  allocated  for  this  program  in  FY  1997. 

Health  Professions  Training 

Title  VII  of  the  Public  Health  Service  Act,  Primary  Care  Training  Grants  for  General  Internal  Medicine  and 
General  Pediatrics,  remains  a  small  but  vital  incentive  program  for  the  generalist  training  of  pediatricians.  If  we  are 
going  to  have  an  adequate  supply  of  primary  care  pediatricians  to  meet  the  anticipated  demand  for  their  services, 
then  we  must  protect  and  expand  graduate  medical  education  funding  now.  These  funds  are  at  work  in 
communities  such  as  the  University  of  Massachusetts  Medical  Center  which  has  developed  nationally  and 
internationally  recognized  programs  that  have  moved  primary  care  residency  training  into  the  community  and 
established  an  effective  program  to  enhance  the  community  physicians  as  educators  and  role  models.  The  residency 
training  program  has  been  consulted  and  copied  by  over  40  other  pediatric  programs.  The  faculty  development 
program  has  trained  directly,  or  indirectly  through  programs  modeled  on  it,  over  300  community  physicians, 
including  many  community  health  center-based  practitioners.  With  funding  since  1988,  the  rate  of  residents  entering 
primary  care  increased  to  67%  in  the  first  few  years  and  has  been  83%  the  past  two  years.  The  Academy  and  the 
endorsing  organizations  support  $25  million  for  General  Internal  Medicine/General  Pediatrics  and  joins  with  the 
Health  Professions  and  Nursing  Education  Coalition  in  supporting,  level  funding  of  $290  million  in  total  funding 
for  Title  VII  and  Title  VIII. 

The  National  Health  Service  Corps  is  a  key  component  of  any  effort  to  remove  barriers  to  health  care.  The 
scholarship  and  loan  repayment  programs  are  another  integral  part  of  national  efforts  to  increase  opportunities  for 
minorities  to  become  health  professionals.  We  support  funding  of  $120.2  million. 

Pediatric  AIDS 

The  incidence  of  HIV  infection  in  infants,  children,  and  adolescents  is  on  the  rise.  As  of  June  of  1995,  6,61 1  cases 
of  AIDS  in  children  aged  13  and  younger  had  been  reported  to  the  CDC.  The  Pediatric  AIDS  demonstration 
program  within  Title  IV  of  The  Ryan  White  CARE  Act,  provides  grants  for  developing  therapeutic  drugs  and 
providing  services  to  pediatric  AIDS  patients.  The  Ryan  White  CARE  Act,  particularly  Title  IV-  pediatric  AIDS 
demonstrations  -  provides  delivery  of  health,  prevention  and  research  services  to  states  and  metropolitan  areas 
dealing  with  those  afflicted  with  HIV  and  AIDS.  We  recommend  an  appropriation  of  $723  million  for  the  Ryan 
White  CARE  Act,  which  includes  $32  million  for  the  pediatric  demonstrations  under  Title  IV. 
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Head  Start 

For  thirty  years  Head  Start  has  been  a  major  source  of  support  for  over  12  million  children.  Head  Start  is  more 
than  a  preschool  education;  it  also  enhances  children's  school  readiness  and  general  well-being  by  providing 
preventive  health  services,  including  immunizations,  health  screening,  and  follow-up  treatment.  In  addition,  it  helps 
parents  develop  better  child-rearing  skills.  Cuts  in  the  program,  and  even  level  funding,  are  causing  programs 
either  to  cut  current  enrollees,  or  prevent  them  from  adding  more  children  to  the  rolls.  Accordingly,  we  request 
that  Head  Start  be  funded  at  $3.935  billion. 

Child  Abuse 

Over  one  million  cases  of  child  abuse  and  neglect  are  substantiated  each  year  and  thousands  of  children  die 
annually  as  a  result  of  maltreatment.  The  Child  Abuse  Prevention  and  Treatment  Act  grant  programs  are  crucial  in 
attempts  to  reduce  these  tragedies.  This  is  accomplished  through  a  series  of  grants  for  promoting  prevention  and 
treatment  programs,  and  for  funding  non-profit  organizations  to  prevent,  identify,  and  treat  child  abuse  and  neglect, 
as  well  as  for  investigating  and  prosecuting  such  cases.  We  recommend  $23  million  for  the  state  grants,  and  $15.4 
million  for  the  discretionary  grants. 

Child  Care  and  Development  Block  Grant 

The  demand  for  quality  child  care  has  dramatically  increased  over  the  past  25  years,  primarily  caused  by  the  need 
for  mothers  to  enter  the  work  force.  The  Child  Care  and  Development  Block  Grant  (CCDBG)  is  intended  to 
provide  child  care  services  for  low-income  families  and  to  increase  the  availability,  affordability,  and  quality  of 
child  and  development  services.    The  serious  dearth  of  safe  and  affordable  child  care  in  this  country  that  must  be 
addressed  to  ensure  the  safety  and  well-being  of  our  children.  We  recommend  that  the  CCDBG  be  fully  funded  at 
$1  billion  for  FY  1997. 

National  Institutes  of  Health 

Pediatric  research  today  is  not  only  exciting,  but  rapidly  changing.  Pediatric  research  covers  the  entire  spectrum  of 
research  -  -  basic,  clinical,  applied,  and  health  services  -  -  and  is  supported  substantially  by  the  federal  government 
through  NIH.  For  example,  vaccines  provide  enormous  savings  through  the  prevention  of  infectious  diseases;  a 
new  vaccine  developed  in  NICHD  intramural  laboratories  for  the  prevention  of  Hemophilus  influenza  type  B  (Hib) 
disease  in  young  children  could  save  the  nation  an  estimated  $460  million  each  year  by  preventing  meningitis  and 
consequent  mental  retardation.  These  savings  are  attributed  to  decreased  expenditures  for  both  health  care  services 
and  the  cost  of  custodial  care.  We  join  with  the  Ad  Hoc  Group  for  Medical  Research  Funding  in  recommending  a 
6.5  percent  increase  for  NIH  consistent  with  the  collective  recommendations  of  agency  personnel  as  well  as  national 
advocacy  groups  within  the  AD  Hoc  Group.  We  also  join  the  Friends  on  NICHD  in  supporting  $634  million  for  the 
National  Institute  of  Child  Health  and  Human  Development.    We  believe  that  these  requests  represent  the  best  and 
most  reliable  estimate  of  the  level  of  funding  needed  to  sustain  the  high  standard  of  scientific  achievement 
embodied  by  the  NIH. 

Agency  for  Health  Care  Policy  and  Research 

The  AHCPR  is  the  primary  federal  agency  charged  with  developing  clinically-based,  policy  relevant  information  for 
use  in  improving  the  health  care  system,  providing  leadership  in  health  services  research,  including  primary  care 
and  the  effectiveness  of  primary  care  and  providing  training  for  new  health  service  researchers,  such  as 
pediatricians.  Important  outcomes  research  and  practice  guidelines  supported  by  AHCPR  have  shown  that 
improving  quality  of  care  can  save  taxpayers  hundreds  of  millions  of  dollars  per  year.  For  example,  universal 
implementation  of  AHCPR*s  guideline  on  the  treatment  of  otitis  media  with  effusion,  a  common  condition  of  the 
middle  ear  in  young  children,  could  save  over  $700  million  annually.  In  addition,  funding  from  AHCPR  has 
supported  the  management  of  acute  asthma  in  pediatric  practices  and  the  assessment  of  fevers  in  very  young 
infants.  The  latter  study,  according  to  very  preliminary  estimates  by  the  Academy,  could  potentially  save  $20 
million  per  year  that  if  physicians  can  learn  to  identify  seriously  ill  febrile  infants  under  two  months  of  age  without 
hospitalizing  them  for  a  work-up.  Practice  guidelines  would  eventually  be  developed  from  this  study.    We  support 
funding  of  $160  million  for  FY  97. 
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In  summary,  the  following  list  highlights  programs,  along  with  funding  recommendations,  of  importance  to  children. 
The  Academy  joins  with  its  many  friends  in  other  organizations  and  coalitions  in  presenting  these  recommendations. 

Recommendations  for  FY  1997 

Centers  for  Disease  Control 

Childhood  Immunization  Program  $650,000,000 

Lead  Poisoning  Prevention  $37,000,000 

Injury  Prevention  $65,000,000 

Health  Resources  and  Services  Administration 

Consolidated  Health  Centers  $757,000,000 

Maternal  and  Child  Health  Block  Grant  $705,000,000 

Pediatric  Emergency  Medical  Services  $12,500,000 

Title  X.  Family  Planning  $199,000,000 

Health  Professions  Training  (Titles  VH/VIil)  -  $290,000,000 

General  Internal  Medicine  and  General  Pediatrics  $25,000,000 

National  Health  Service  Corps  $120,200,000 

Ryan  White  CARE  Act  $723,000,000 

Title  IV  (Pediatric  Demos)  $32,000,000 

National  Institutes  of  Health  $  1 2,7 1 5,000,000 

National  Institute  of  Child  Health  and  Human  Development  $634,000,000 

Agency  for  Health  Care  Policy  and  Research  $160,000,000 

Administration  for  Children  and  Families 

Child  Care  Block  Grants  $1,000,000,000 

Head  Start  $3,935,000,000 
Child  Abuse 

State  Grants  $23,000,000 

Discretionary  Grants  $15,400,000 

Indian  Health  Service 

Health  Services  and  Facilities  $2,500,000,000 


Children's  Mental  Health  (SAMHSA) 


$80,000,000 


606 


Mr.  BONILLA.  Dr.  Keen  an,  thank  you  very  much  for  your  testi- 
mony this  morning.  And  your  testimony  will  be  entered  in  the 
record  for  every  member  of  this  committee  to  review,  and  the  excel- 
lent staff  people  that  also  work  very  hard  on  behalf  of  this  commit- 
tee. And  we  appreciate  your  being  here  today. 

Dr.  Keenan.  Thank  you,  sir. 


Tuesday,  March  5,  1996. 

WITNESS 

JON  ABRAMSON,  M.D.,  SOCIETY  FOR  PEDIATRIC  RESEARCH 

Mr.  Bonilla.  I'd  now  like  to  call  on  Dr.  Jon  Abramson,  rep- 
resenting the  Public  Policy  Council.  Dr.  Abramson  is  President  of 
the  Society  for  Pediatric  Research,  and  professor  and  vice  chair  for 
the  Department  of  Pediatrics  at  Bowman  Gray  School  of  Medicine 
of  Wake  Forest. 

Welcome,  Doctor. 

Dr.  Abramson.  Thank  you. 

I'd  like  to  thank  you  for  the  opportunity  to  come  testify  before 
the  subcommittee  today.  Today,  I  would  like  to  make  three  points: 
first,  greater  emphasis  must  be  given  to  pediatric  clinical  research; 
second,  clinical  studies  offer  the  best  hope  for  improving  the  health 
care  of  our  children,  while  decreasing  the  medical  costs;  third,  all 
those  benefitting  from  clinical  research  need  to  share  in  the  costs 
of  clinical  research.  This  includes  insurance  companies  and  man- 
aged care  organizations. 

Currently,  the  actual  practice  of  medicine  is  too  often  based  on 
empiricism  rather  than  evidence  derived  from  well-controlled  clini- 
cal studies.  These  clinical  trials  can  establish  the  usefulness  of  the 
tested  treatment  and  examine  the  cost  effectiveness  of  past  and 
current  practices.  Unfortunately,  today  when  your  child  or  grand- 
child is  being  treated  for  an  illness,  there  is  less  than  a  50-percent 
chance  that  the  treatment  is  based  on  hard  data. 

In  the  current  era  of  constricting  Federal  dollars  of  health  care 
and  research,  most  of  my  colleagues  in  the  United  States  believe 
that  research  is  in  a  crisis.  We  recognize  that  the  NIH  received  a 
substantial  increase  in  monies  this  year,  and  applaud  the  high  pri- 
ority that  Congress  gives  to  health  care  research.  However,  we  re- 
main concerned  that  the  percentage  of  grants  being  funded  contin- 
ues to  decrease. 

There  is  also  growing  anxiety  that  the  focus  of  academic  institu- 
tions where  most  pediatric  research  occurs  is  shifting  away  from 
the  traditional  triple  role  of  clinical  care,  teaching  and  research, 
one  concern  predominantly  with  clinical  care.  This  change  in  em- 
phasis will  impair  the  training  of  future  generations  of  pediatric 
scientists.  Furthermore,  it  will  lessen  our  ability  to  prevent  disease 
in  children  and  eventually  leading  to  increased  numbers  of  adults 
who  are  medically  ill  and  less  productive. 

I'm  sure  members  of  the  committee  remember  the  crippling  ef- 
fects the  polio  virus  had  on  people,  both  during  their  childhood  and 
later  on  in  adulthood.  The  research  and  development  of  two  polio 
vaccines  proved  not  only  to  be  a  very  cost  effective  means  for  eradi- 
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eating  the  disease  in  the  United  States,  but  will  soon  eradicate  the 
disease  from  the  entire  world. 

The  opportunity  exists  to  utilize  research  as  the  primary  tool  to 
overcome  budget  constraints.  It  is  no  longer  enough  to  ask  if  a 
treatment  works,  but  also  whether  the  therapy  is  a  cost  effective 
utilization  of  our  resources.  If  a  significant  portion  of  these  cost 
savings  are  used  to  fund  additional  studies,  two  important  but 
seemingly  opposing  goals  can  be  achieved:  better  health  for  our 
U.S.  children  at  a  lower  cost. 

In  pediatrics,  there  are  some  spectacular  examples  of  how  well- 
controlled  multi-center  trials  can  effectively  reduce  health  care 
costs.  In  my  own  specialty  of  infectious  diseases,  a  recent  NIH- 
sponsored  study  examined  whether  Zidovudine,  a  medicine  used  to 
treat  people  with  AIDS,  could  also  be  given  to  HIV-infected  preg- 
nant women  to  prevent  mothers  from  passing  the  virus  on  to  their 
infants  during  pregnancy.  Remarkably,  this  drug  reduced  the  rate 
of  HIV  infection  in  infants  by  two-thirds,  from  25  to  8  percent.  If 
the  use  of  Zidovudine  in  pregnancy  was  adopted  universally,  ap- 
proximately 1,000  infants  a  year  would  avoid  developing  AIDS  and 
save  over  $100  million  annually. 

Unfortunately,  many  clinical  studies  proposed  to  examine  impor- 
tant issues  are  delayed  or  cancelled.  Numerous  examples  can  be 
cited.  One  that  occurred  in  my  own  department  involves  a 
neonatologist  who  submitted  a  study  to  the  AHCPR  to  examine 
cost  effective  approaches  to  discharge  and  follow-up  of  premature 
infants  with  chronic  lung  disease.  Despite  receiving  an  outstanding 
priority  score  in  the  top  four  percentile  of  all  grants,  funding  to  do 
this  study  remains  uncertain. 

Monies  for  clinical  trials  should  not  come  at  the  expense  of  basic 
research,  which  provides  the  foundation  for  clinical  studies.  There- 
fore, additional  sources  of  funds  should  be  sought.  I  believe  that  in- 
surance companies  and  managed  care  organizations  must  share 
equally  in  funding  clinical  research,  since  their  own  viability  is 
predicated  on  delivering  high  quality,  cost  effective  health  care.  In 
our  opinion,  increased  funding  for  research  should  be  based  on  a 
long  term  vision  rather  than  a  short  term  profit  based  bottom  line. 
Congress  should  encourage  and  explore  incentives  to  persuade  com- 
panies that  benefit  from  clinical  research  to  provide  the  needed 
funds. 

I  thank  you  for  the  opportunity  to  discuss  the  importance  of  clini- 
cal research  for  all  of  the  American  children.  And  I'll  be  happy  to 
answer  any  questions. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  members  of  the  committee,  I  am  Jon  Abramson,  M.D.,  Vice  Chairman 
of  the  Department  of  Pediatrics  at  Bowman  Gray  School  of  Medicine  of  Wake  Forest 
University,  Winston-Salem,  North  Carolina  and  President  of  the  Society  for  Pediatric 
Research.  I  come  here  today  on  behalf  of  the  Public  Policy  Council  which  represents 
the  Society  for  Pediatric  Research,  the  American  Pediatric  Society  and  the 
Association  of  Medical  School  Pediatric  Department  Chairmen. 

On  behalf  of  the  pediatric  academic  societies,  I  would  like  to  thank  the  subcommittee 
for  the  opportunity  to  present  this  statement.  These  organizations  represent 
thousands  of  pediatric  researchers  involved  in  basic,  clinical  and  health  services 
research  with  the  goal  of  improving  the  quality  of  life  for  all  of  America's  children. 
These  scientists  come  from  medical  schools,  children's  hospitals  and  other  research 
facilities.  They  are  the  driving  force  behind  advances  in  science  that  benefit  children 
and  also  are  the  mentors  for  training  our  next  generation  of  pediatric  scientists.  In 
addition  to  the  specific  recommendations  listed  below,  we  also  support  the  FY  1997 
National  Institutes  for  Health  (NIH)  recommendation  presented  by  the  Ad  Hoc  Group 
for  Medical  Research  Funding  and  the  overall  health  spending  recommendations  of 
the  Coalition  for  Health  Funding. 

In  the  next  few  minutes,  I  would  like  to  focus  my  remarks  on  four  main  points:  First, 
greater  emphasis  must  be  given  to  pediatric  clinical  research;  second,  clinical  studies 
offer  the  best  hope  for  reducing  the  cost  of  medical  care  while  improving  the  health  of 
our  children,  and  indeed,  all  of  our  citizens;  third,  all  that  benefit  from  clinical  studies 
need  to  share  their  cost,  this  includes  insurance  companies  and  managed  care 
organizations;  and  fourth,  children  need  more  opportunities  to  participate  in  clinical 
trials. 

Clinical  Research: 

We  are  in  an  age  of  great  technological  innovation  that  has  allowed  for  a  better 
understanding  of  the  pathogenesis  of  disease,  enhancing  diagnostic  capabilities  and 
improving  the  treatment  of  patients.  However,  the  actual  practice  of  medicine  is  too 
often  based  on  empiricism  rather  than  evidence  derived  from  well-controlled  clinical 
trials.  Clinical  trials  when  done  well  can  establish  the  usefulness  of  a  particular  test  or 
treatment  and  examine  their  cost  effectiveness  compared  to  current  practice. 
Unfortunately,  only  10-20  percent  of  medical  practices  are  based  on  data  from  well- 
controlled  studies  according  to  the  Government  Accounting  Office.  Thus,  when  your 
child  or  grandchild  is  being  treated  for  an  illness  today  there  is  only  about  a  one  in 
five  chance  that  the  therapy  is  based  on  solid  evidence  that  it  will  be  helpful. 

Clinical  Studies  and  Cost-Benefit: 

In  the  current  era  of  constricting  federal  dollars  for  health  care  and  research,  most  of 
my  colleagues  believe  that  U.S.  medical  research  is  currently  in  a  crisis.  We 
recognize  that  the  NIH  received  a  substantial  increase  in  funding  this  year  and 
applaud  the  high  priority  Congress  and  this  subcommittee  in  particular  has  given  to 
health  care  research.  However,  we  remain  concerned  that  the  percentage  of  grants 
being  funded  continues  to  decrease.  There  is  also  growing  concern  that  the  focus  of 


610 


academic  institutions,  where  most  of  the  nation's  pediatric  research  occurs,  is  shifting 
away  from  the  traditional  triple  role  of  patient  care,  teaching  and  research  to  one 
concerned  predominately  with  clinical  care.  In  the  long  run  such  a  shift  in  focus  will 
be  detrimental  to  the  health  of  our  children  and  very  costly.  This  change  in  emphasis 
will  impair  the  quality  of  the  training  of  future  generations  of  pediatric  medical 
scientists.  Furthermore,  a  decreased  emphasis  on  research  will  lessen  our  ability  to 
prevent  disease  in  children  and  eventually  lead  to  an  increase  in  the  number  of  adults 
who  are  medically  ill  and  therefore  less  productive.  I  am  certain  that  the  members  of 
this  subcommittee  remember  the  crippling  effects  the  polio  virus  had  on  people,  both 
during  their  childhood  and  later  on  when  they  became  adults.  The  development  of 
two  polio  vaccines  proved  not  only  to  be  a  very  cost-effective  means  for  preventing 
this  disease  in  the  United  States,  but  will  likely,  in  the  near  future,  bring  about  the 
elimination  throughout  the  world. 

It  is  my  belief  that  this  current  crisis  also  allows  us  an  opportunity  to  utilize  research 
as  the  primary  tool  to  overcome  the  constraints  of  a  constricting  budget.  We  must  use 
research  not  only  to  manage  or  cure  disease,  but  also  to  decide  how  we  can  most 
effectively  spend  our  health  care  dollars.  It  is  no  longer  enough  to  ask  if  a  treatment 
works.  The  question  is  also  whether  the  therapy  is  a  cost-effective  use  of  our 
resources.  If  we  have  the  foresight  to  put  a  significant  portion  of  these  cost  savings 
back  into  additional  research  endeavors,  I  believe  we  can  achieve  two  important  but 
seemingly  opposing  goals;  i.e.,  better  health  for  our  citizens  at  a  lower  cost. 

In  pediatrics  we  have  some  spectacular  examples  of  how  well-controlled  multi-center 
trials  can  improve  the  health  of  our  children  in  a  cost  effective  manner.  For  example, 
in  my  own  specialty  of  infectious  disease,  a  recent  NIH-sponsored  study  examined 
whether  Zidovudine  (ZDV),  a  medicine  used  to  treat  patient  with  AIDS,  could  be  given 
to  HIV-infected  pregnant  women  to  prevent  them  from  passing  the  HIV  virus  on  to 
their  infants  during  pregnancy.  The  findings  in  this  study  showed  that  such  treatment 
reduced  the  rate  of  HIV  infection  in  their  infants  by  two-thirds,  from  25  percent  to  8 
percent.  This  remarkable  study  showed  for  the  first  time  that  we  could  use  a  medicine 
to  prevent  HIV  infection.  Obviously,  the  ability  to  prevent  rather  than  treat  HIV 
infection  allows  for  substantial  cost  saving.  If  ZDV  were  adopted  universally,  between 
650  and  1300  infants  would  avoid  AIDS  each  year,  saving  an  estimated  $85.8  million 
-  $171.6  million  annually. 

Unfortunately,  many  excellent  clinical  studies  that  are  proposed  to  examine  these 
types  of  clinical  issues  are  delayed  or  canceled.  Numerous  examples  can  be  cited. 
One  case  that  occurred  in  my  own  department  involves  a  neonatologist  who 
submitted  a  study  to  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR)  to 
examine  cost-effective  approaches  for  discharge  and  follow-up  of  premature  infants 
with  chronic  respiratory  disease.  Despite  receiving  an  outstanding  priority  score  at  the 
3.6  percentile  the  funding  to  do  this  study  remains  uncertain. 
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Cost  Sharing: 

I  do  not  believe  that  the  monies  to  do  these  clinical  studies  should  come  at  the 
expense  of  basic  or  translational  research,  for  these  provide  the  foundation  upon 
which  clinical  studies  are  based.  Therefore,  we  must  find  additional  funding  to  do 
well-controlled  clinical  studies.  The  pediatric  academic  societies  have  long  recognized 
the  need  to  increase  the  amount  of  clinical  research  in  children  and  recently  have 
established  a  program  designed  to  help  initiate  multi-center  clinical  trials  in  children. 

Other  means  to  enhance  our  clinical  research  capabilities  must  also  be  explored.  I 
believe  that  insurance  companies  and  managed  care  organizations  must  share 
equally  in  funding  clinical  research,  since  their  viability  is  predicated  on  delivering 
high  quality,  cost-effective  health  care.  Congress  should  encourage  and  explore 
incentives  to  persuade  companies  that  benefit  from  clinical  research  to  provide 
substantial  funding  for  these  endeavors. 

Other  health  care  companies,  such  as  those  in  the  pharmaceutical  industry  should 
also  be  encouraged  to  contribute  more  resources  to  research.  In  our  opinion, 
increased  funding  in  research  is  a  long-term  investment  as  opposed  to  a  short-term 
view  based  on  bottom  line  profitability.  The  June  1995  Research lAmerica  Harris  poll 
showed  that  61  percent  of  those  surveyed  urged  Congress  to  provide  tax  incentives 
for  private  industry  to  conduct  medical  research. 

Inclusion  of  Children  in  Clinical  Trials: 

Finally,  in  the  past  the  tendency  has  been  to  exclude  children  from  many  relevant 
clinical  trials.  This  was  done  under  the  guise  that  new  procedures  and  treatments 
should  first  be  tested  in  adults.  Multiple  studies,  such  as  those  involving  HIV-infected 
children,  show  that  children  can  benefit  greatly  from  inclusion  in  well  designed  clinical 
trials,  some  of  which  can  be  conducted  while  similar  studies  are  ongoing  in  adults. 
The  pediatric  academic  societies  believe  that  this  issue  needs  to  be  addressed.  We 
will  be  holding  a  symposium  in  May  to  more  closely  examine  this  issue  ourselves. 
Moreover,  the  NIH  will  convene  a  workshop  in  June  on  the  "Inclusion  of  Children  in 
Clinical  Research."  The  workshop  will  examine  the  participation  of  children  in  clinical 
research,  including  clinical  trials,  sponsored  by  all  Institutes,  Centers  and  Divisions  of 
the  NIH.  We  are  pleased  that  this  Committee  also  shares  similar  concerns  as 
evidenced  by  the  FY  1996  Committee  Report  language  which  included  the  following: 

The  Committee  strongly  encourages  the  NIH  to  strengthen  its  portfolio  of  basic, 
behavioral  and  clinical  research  conducted  and  supported  by  all  of  its  relevant 
Institutes  to  establish  priorities  for  pediatric  research,  and  to  ensure  the  adequacy  of 
translational  research  from  the  laboratory  to  the  clinical  setting.  The  Committee 
encourages  the  NIH  to  establish  guidelines  to  include  children  in  clinical  research 
trials  conducted  and  supported  by  NIH. 

We  would  further  hope  that  other  agencies  with  a  research  agenda,  such  as  the  FDA 
and  the  CDC  also  further  examine  this  important  issue. 
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Summary: 

I  thank  you  for  the  opportunity  to  discuss  the  importance  of  clinical  research  for  all 
American  children  and  would  like  to  provide  my  full  written  statement  for  the  record.  I 
would  be  pleased  to  answer  any  questions. 
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Mr.  Porter  [presiding].  Dr.  Abramson,  thank  you  very  much  for 
your  testimony.  We  appreciate  your  being  here.  And  I  would  like 
to  apologize  to  everyone  for  arriving  late.  There  was  a  major  tie- 
up  on  the  14th  Street  bridge  coming  in,  and  I  want  to  thank  my 
colleague,  Henry  Bonilla  of  Texas,  for  standing  in  for  me. 

Thank  you  very  much,  Dr.  Abramson. 


Tuesday,  March  5,  1996 

WITNESS 

JOSEPH  A.  BUCKWALTER,  M.D.,  AMERICAN  ACADEMY  OF  ORTHOPEDIC 
SURGEONS 

Mr.  Porter.  Joseph  A.  Buckwalter,  M.D.,  Professor  of 
Orthopaedic  Surgery,  University  of  Iowa  Hospital,  testifying  in  be- 
half of  the  American  Academy  of  Orthopaedic  Surgeons. 

Dr.  Buckwalter? 

Dr.  Buckwalter.  Thank  you,  Mr.  Chairman. 

I'm  also  the  Chairman  of  the  American  Academy  of  Orthopaedic 
Surgeons  Council  on  Research  and  Scientific  Affairs.  On  behalf  of 
the  Academy,  our  16,000  members  and  our  patients,  I  want  to 
thank  you  for  this  opportunity  to  present  several  areas  of  concern 
to  orthopaedic  surgeons  and  the  patients  that  we  serve.  Disorders 
and  diseases  of  the  musculoskeletal  system  affect  millions  of  Amer- 
icans of  all  ages.  They  exact  a  tremendous  toll  on  the  health  and 
the  economy  of  this  country. 

The  spectrum  of  diseases  cared  for  by  orthopaedic  surgeons  is 
wide.  It  includes  traumatic  injuries  to  bones,  tendons,  joints  and 
muscles,  osteoarthritis,  bone  and  soft  tissue  tumors,  congenital  de- 
formities of  the  skeletal  system,  such  as  clubfoot,  spina  bifida,  sco- 
liosis, and  dysplasia  of  the  hip.  It  includes  genetic  and  congenital 
conditions,  such  as  osteogenesis  imperfecta. 

Although  the  National  Institute  of  Arthritis  and  Musculoskeletal 
and  Skin  Diseases  has  made  tremendous  contributions  to  improv- 
ing the  health  care  of  Americans  suffering  with  these  problems, 
there  is  much  yet  to  be  done.  Fd  like  to  take  this  opportunity  to 
touch  on  three  areas  of  particular  concern:  traumatic  injuries  and 
sports-related  injuries;  osteoarthritis  and  low  back  pain. 

Trauma  and  other  injuries  to  the  musculoskeletal  system  include 
fractures,  dislocated  joints,  muscle  and  tendon  injuries.  These  are 
painful  and  often  disabling.  They  affect  an  increasing  number  of 
Americans  as  individuals  participate  in  recreational  and  competi- 
tive sports.  They  also  affect  individuals  in  the  work  place  and  in 
the  home. 

Motor  vehicle  accidents  produce  nearly  one  in  ten  of  musculo- 
skeletal injuries  for  Americans.  I'm  pleased  to  say  that  over  the 
last  20  years,  weVe  made  tremendous  progress  in  caring  for  people 
suffering  from  these  injuries.  New  internal  fixation  devices  have 
made  it  possible  to  restore  function  to  severely  damaged  limbs. 
Microvascular  surgery  has  made  it  possible  to  re-attach  severed 
limbs,  restore  soft  tissue  coverage  to  very  severely  injured  individ- 
uals, save  their  limbs  and  restore  them  to  economically  productive 
lives  and  improve  their  quality  of  life. 
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But  despite  these  advances,  there  is  much  that  needs  to  be  done. 
We  have  serious  problems  in  healing  certain  types  of  fractures  and 
restoring  severe  joint  injuries  in  young  people.  We  have  an  increas- 
ing proportion  of  our  population  that  is  reaching  the  point  in  life 
where  they  are  likely  to  sustain  hip  fractures,  spine  fractures  and 
wrist  fractures.  Much  can  be  done  to  prevent  what  is  virtually  an 
epidemic  of  injuries  to  these  people. 

Osteoarthritis,  the  most  common  form  of  arthritis,  affects  almost 
every  American  who  reaches  the  age  of  50  to  60  years.  It  is  the 
least  understood  clinically  and  the  area  perhaps  where  we  need  the 
most  work.  Although  we're  all  familiar  with  the  tremendous  suc- 
cess of  joint  replacement,  unfortunately  we  have  begun  to  learn 
that  joint  replacements  suffer  from  wear  and  tear,  from  loosening, 
and  that  in  fact,  even  in  the  very  best  of  hands  and  the  most  suc- 
cessful joint  replacement,  the  chances  of  that  implant  lasting  more 
than  10  or  15  years  are  fairly  slim. 

So  we're  about  to  enter  a  period  of  time  when  we  have  an  in- 
creasing number  of  individuals  who  are  suffering  from  failure  of  a 
joint  implant  that  was  placed  in  the  last  several  decades.  Basic  re- 
search into  wear  and  loosening  of  these  implants  could  prevent  a 
number  of  these  individuals  from  going  through  a  second  or  even 
third  surgery.  Clearly,  this  is  an  area  that  should  receive  increased 
emphasis. 

In  the  public  media,  there's  been  considerable  attention  in  the 
last  several  months  to  the  possibility  of  regenerating  articular  car- 
tilage to  prevent  the  development  of  osteoarthritis.  This  is  a  very 
exciting  idea,  and  the  fact  that  so  many  patients  and  physicians 
have  seized  upon  this  idea  and  are  pursuing  it  illustrates  the  need. 
But  we  have  a  tremendous  vacuum  of  information  about  the  effi- 
cacy of  these  procedures,  about  the  patients  that  will  benefit  from 
it  most,  and  lastly,  about  the  durability  of  these  strategies. 

Lastly,  Fd  like  to  mention  the  problem  with  low  back  pain.  It  is 
a  disabling  problem.  An  estimated  80  percent  of  our  population  suf- 
fers from  it,  at  some  point  in  their  life.  And  as  the  NIH  has  said 
in  their  national  research  plan,  more  young  adults  are  disabled, 
temporarily  or  permanently,  in  their  most  productive  and  active 
years,  by  back  disorders  than  any  other  health  problem. 

The  American  Academy  of  Orthopaedic  Surgeons,  along  with 
NIH,  sponsored  a  symposium  in  November  of  this  year  that 
brought  together  experts  throughout  the  world  that  have  an  inter- 
est in  low  back  pain.  They  identified  a  number  of  very  creative  and 
innovative  strategies  that  may  help  us  solve  this  problem,  or  at 
least  decrease  its  impact.  These  will  require  increased  funding  and 
attention  to  the  problem  of  low  back  pain. 

So  in  summary,  Mr.  Chairman  and  members  of  the  committee, 
increased  funding  for  future  research  is  needed  to  allow  scientists 
and  physicians  to  improve  on  existing  diagnostic  techniques,  opera- 
tive and  non-operative  treatments  for  musculoskeletal  injuries  and 
disorders. 

We  urge  the  committee  to  provide  $261  million  in  fiscal  year 
1997  for  the  National  Institute  of  Arthritis  and  Musculoskeletal 
and  Skin  Diseases.  And  on  behalf  of  the  American  Academy  of 
Orthopaedic  Surgeons  and  patients  that  we  serve,  I  would  like  to 
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thank  you  very  much  for  the  opportunity  to  present  our  concerns 
to  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Committee  - 

I  am  Joseph  Buckwalter,  M.D.,  Professor  of  Orthopaedic  Surgery,  University 
of  Iowa,  and  Chairman  of  the  Council  on  Research  and  Scientific  Affairs  of  the 
American  Academy  of  Orthopaedic  Surgeons. 

On  behalf  of  the  16,000  members  of  the  Academy,  I  appreciate  this  opportunity 
to  present  our  position  on  the  need  for  continued  and  expanded  funding  for  research  at 
the  National  Institutes  of  Health  in  fiscal  year  1997,  and  in  particular  musculoskeletal 
research  conducted  at  the  National  Institutes  of  Arthritis  and  Musculoskeletal  and  Skin 
Diseases. 

Diseases  and  disorders  of  the  musculoskeletal  system  continue  to  affect  millions 
of  Americans  of  all  ages,  exacting  a  tremendous  toll  on  their  health  and  on  the 
economy  of  this  country.  These  diseases  are  acute,  chronic,  and  disabling,  and  include 
such  conditions  as  traumatic  injuries  to  the  bones,  tendons,  muscles  and  joints;  bone 
tumors;  osteoarthritis;  congenital  disorders  such  as  club  foot  and  spina  bifida;  and 
inherited  conditions  such  as  osteogenesis  imperfecta. 

Though  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin 
Diseases  continues  to  make  remarkable  advances  in  research,  the  causes  and  cures  of 
many  musculoskeletal  diseases  remain  unknown  or  are  poorly  understood.  Without 
support  for  musculoskeletal  research,  new  and  effective  treatments  will  not  be  pursued. 
And  our  society  will  continue  to  suffer  from  debilitating  musculoskeletal  diseases  and 
will  continue  to  spend  billions  of  dollars  on  their  care.  For  example: 

Trauma  and  Sports  Related  Injuries 

The  NIH  Task  Force  on  Trauma  stated  in  its  1994  report  that  "Injury  is  the 
leading  cause  of  death  for  Americans  under  the  age  of  45.  It  is  also  the  most  expensive 
health  care  problem  in  the  United  States,  costing  the  Nation  almost  $1.5  trillion  per 
year  in  damage,  death,  disability,  and  loss  of  productivity."   Musculoskeletal  trauma 
is  by  far  the  most  common  type  of  injury  requiring  treatment. 

Trauma  and  sports-related  injuries  to  the  musculoskeletal  system  include 
fractured  bones;  dislocated  joints;  fractured  vertebrae;  muscle  sprains,  strains,  and 
tears;  and  tears  of  the  ligaments  that  hold  joints  together  and  the  tendons  that  allow 
joints  to  move.  Such  injuries  are  usually  painful  and  can  be  temporarily  or 
permanently  debilitating. 

Approximately  61  million  Americans  sustain  injuries  annually.  Nearly  33 
million  of  these  injuries  are  musculoskeletal  in  nature.  These  injuries  occur  in  and 
around  the  home  and  at  work.  And  given  that  millions  of  Americans  participate  in 
organized  sports,  it  is  not  surprising  that  20%  of  musculoskeletal  injuries  occur  during 
sports  activities  or  on  school  grounds.  Motor  vehicle  accident  victims  are  also  likely  to 
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sustain  musculoskeletal  trauma;  slightly  more  than  1  in  every  10  musculoskeletal  injury 
occurs  in  a  car  accident. 

Over  the  past  20  years,  numerous  new  technologies  have  been  developed  to 
assist  in  the  treatment  of  musculoskeletal  injuries.  These  new  developments  have 
reduced  the  lengths  of  time  people  are  disabled.   A  variety  of  devices,  such  as  plates 
and  rods,  have  been  developed  from  new  and  improved  metals  and  with  enhanced 
designs  that  permit  early  and  accurate  repositioning  of  fractured  bones  and  injured 
tissues,  while  simultaneously  permitting  early  ambulation  and  rehabilitation.  Advances 
in  vascular  microsurgery  have  permitted  surgeons  to  reattach  completely  severed  limbs. 
And  arthroscopic  surgery  has  advanced  to  the  point  where  ligaments  which  fail  to  heal 
naturally  can  be  replaced,  thereby  allowing  individuals  to  resume  their  athletic 
activities. 

Despite  the  advances  made  in  the  treatment  of  musculoskeletal  injuries,  much 
remains  to  be  done.  The  tremendous  costs  of  lost  productivity  and  emergency  medical 
care  for  musculoskeletal  injuries  mandate  further  improvement  to  treatments  and  a 
heightened  emphasis  on  preventing  injuries  from  occurring  in  the  first  place. 
Traumatic  injury  is  the  leading  public  health  problem  in  the  United  States  and  deserves 
a  high  level  of  attention.  Additional  funding  in  this  area  would  allow  us  to: 

•  Educate  all  Americans  about  the  importance  of  using  proper  body  mechanics  and 
taking  safety  precautions  while  at  work,  at  play,  in  the  car,  and  in  the  home.  The 
American  Academy  of  Orthopaedic  Surgeons  has  in  place  several  patient  education 
campaigns  to  assist  patients  in  preventing  injuries.  We  call  these  campaigns  Live  it 
Safe,  Play  it  Safe,  Lift  it  Safe,  and  Drive  it  Safe. 

•  Gain  a  better  understanding  of  the  molecular  signals  that  control  repair  and  growth 
functions  in  the  cells  of  the  musculoskeletal  system. 

•  Develop  synthetic  replacements  for  muscle,  soft  tissue,  and  bone  damaged  beyond 
repair  or  lost  as  a  consequence  of  trauma. 

•  More  safely  manipulate  the  body's  immune  system,  thereby  permitting  us  to 
increase  transplants  of  donated  bone  and  ligaments. 

Osteoarthritis 

Osteoarthritis,  the  most  common  form  of  arthritis,  remains  one  of  the  least 
understood  clinically.  This  disease  causes  the  protective  cartilage  on  the  ends  of  the 
bones  forming  the  joints  to  fray,  wear  out,  and  in  some  instances  disappear  entirely. 
The  result  is  pain,  deformity,  and  loss  of  joint  motion. 
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Under  normal  circumstances,  the  joints'  extremely  slippery  cartilage  covering 
permits  the  joint  surfaces  to  glide  against  each  other.  However,  as  damage  to  the 
protective  cartilage  covering  proceeds,  the  sensitive  bone  ends  are  exposed  and  begin  to 
wear  out.  Since  cartilage  has  no  blood  supply,  the  major  source  of  healing  that  other 
tissues  of  the  body  use  for  repair  is  eliminated.  Thus,  the  joint  becomes  painful  as  the 
damaged  joint  surfaces  progresses  inexorably  towards  total  destruction. 

Osteoarthritis  (OA)  is  not  necessarily  a  disease  of  old  age.  Age  of  onset  varies 
depending  on  the  involved  joint.  OA  of  the  hip  or  knee  is  particularly  disabling 
because  it  limits  ambulation,  but  the  disease  also  strikes  the  hands,  the  spine  and  the 
feet  with  the  same  destructive  joint  process.    The  disease  can  also  result  from  trauma. 

Total  joint  replacements  of  the  knee  and  hip  have  been  very  successful  in 
restoring  near  normal,  pain  free,  mobility  of  the  joints.  However,  despite  the  success 
of  joint  replacement  surgery,  we  still  have  not  been  able  to  cure  osteoarthritis  or 
prevent  the  disease  from  progressing  to  the  point  where  surgery  is  necessary. 
Furthermore,  wear  and  tear  on  joint  replacement  parts  make  it  necessary  to  replace 
10%  of  all  hip  and  knee  implants  after  10  to  18  years  of  service  life. 

An  exciting  new  area  of  interest  among  scientists  and  physicians  is  the 
possibility  of  restoring  osteoarthritic  joints.  Recent  reports  have  lead  patients  who 
have  OA  to  seek  treatments  that  would  repair  or  regenerate  the  cartilage  rather  than 
replace  the  joint.  Reports  of  experimental  methods  for  facilitating  the  repair  of 
cartilage  have  encouraged  patients  to  expect  that  current  treatments  for  OA  will  soon  be 
replaced.  However,  much  work  needs  to  be  done  before  this  approach  to  the  repair  or 
regeneration  of  cartilage  can  be  accepted  as  effective  treatment.  Increased  funding  for 
OA  research  will  allow  scientists  to  undertake  the  studies  to  develop  the  full  potential 
of  this  promising  new  approach. 

Low  Back  Pain 

One  of  the  most  common  musculoskeletal  disorders  is  low  back  pain.  It  is  a 
disabling  problem,  manifesting  itself  as  pain  in  the  back  and  sometimes  legs.  Low 
back  pain  is  associated  with  many  disorders  of  the  spine,  such  as  disc  degeneration, 
ruptured  discs,  pinched  nerves,  and  muscle  strains.  An  estimated  80  percent  of  the 
population  experience  low  back  pain  at  some  point  in  their  lives.  The  National  Institute 
of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  states  in  its  National  Research  Plan 
that  "More  young  adults  are  disabled,  temporarily  or  permanently,  in  their  most 
productive  and  active  years  by  back  disorders  than  any  other  health  problem." 

People  whose  occupations  expose  them  to  vibration  and  prolonged  driving,  and 
those  with  occupations  requiring  repetitive  lifting  are  at  a  higher  risk  for  low  back 
pain.  Most  people  who  experience  low  back  pain  recover  within  4-6  weeks,  but 
approximately  10%  develop  chronic  back  pain  that  lasts  for  months,  years  or  life. 
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The  Academy,  in  conjunction  with  the  NIAMS,  sponsored  a  symposium  in 
November  1995  on  "New  Horizons  in  Low  Back  Pain."  Experts  in  the  field  were 
convened  to  address  current  medical  approaches  and  future  research  needs  in  order  to 
improve  our  understanding  and  care  of  the  patient.  It  was  the  consensus  of  the  group 
that  overall  there  is  a  tremendous  need  for  expanded  research  in  this  area.  And  that  the 
disciplines  of  biomechanics,  muscle,  neurophysiology,  pathology,  anatomy, 
epidemiology,  and  biostatistics,  as  well  as  clinical  and  diagnostic  medicine,  working 
together  will  be  the  most  fruitful  in  finding  solutions  to  a  problem  for  which  there  are 
currently  few  answers. 

Increased  funding  for  future  research  would  allow  scientists  and  physicians 
to  improve  on  existing  diagnostic  techniques,  non-operative  treatments,  and  surgical 
procedures,  and  develop  new  ones;  and  reduce  the  incidence  of  low  back  pain  in  the 
population  by  continuing  efforts  to  educate  people  regarding  activities,  especially  high 
risk  activities  that  jeopardize  their  backs.  Also,  there  is  a  need  to  further  define 
mechanisms  of  injury  in  order  to  formulate  means  of  prevention.  For  example,  since 
discs  in  the  low  back  degenerate  with  age,  more  basic  research  is  necessary  to 
understand  the  degenerative  process  and  how  it  affects  the  load  discs  can  safely  carry 
as  they  age. 

Mr.  Chairman,  we  urge  the  Committee  to  provide  $261  million  in  fiscal  year 
1997  for  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases. 

On  behalf  of  the  Academy,  I  would  like  to  thank  the  Committee  for  the  high 
value  it  has  placed  on  biomedical  research  and  thank  you  for  the  opportunity  to  testify 
before  you  today.  I  will  be  happy  to  answer  questions. 
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Mr.  Porter.  Dr.  Buckwalter,  particularly  the  last  area,  the  back 
pain  area,  it's  an  area  where  we're  spending  a  great  deal  of  money 
in  terms  of  lost  hours  of  work  and  medical  costs  as  well  as  in  the 
work  force,  is  that  not  true? 

Dr.  Buckwalter.  Yes,  that's  correct.  In  fact,  industry  is  ex- 
tremely concerned  about  the  impact  not  only  on  the  cost  of  health 
care,  but  losses  of  workers  that  are  permanently  disabled  and  lost 
to  injury,  and  have  urged  the  Academy  and  other  organizations  to 
increase  our  efforts  to  prevent  back  pain. 

And  in  fact,  several  recent  studies  have  shown  that  low  fre- 
quency vibration  in  the  work  place  is  one  of  the  predisposing  fac- 
tors to  low  back  pain.  Eliminating  that  could  have  a  significant  im- 
pact. And  that  research,  incidentally,  was  funded  through  the  Na- 
tional Institutes  of  Arthritis  and  Musculoskeletal  and  Skin  Dis- 
eases. 

Mr.  Porter.  Thank  you  very  much  for  your  testimony  this  morn- 
ing. 


Tuesday,  March  5,  1996. 

WITNESS 

SUSAN  PERSONS,  FRIENDS  OF  NICHD  COALITION 

Mr.  Porter.  Our  next  witness  is  Susan  Persons,  the  Chair  of 
Friends  of  NICHD  Coalition. 
Ms.  Persons? 

Ms.  Persons.  Mr.  Chairman,  it's  my  pleasure  to  testify  on  behalf 
of  the  Friends  of  NICHD,  a  coalition  of  approximately  100  organi- 
zations that  support  the  extraordinary  work  of  the  National  Insti- 
tutes of  Health,  with  a  special  focus  on  the  National  Institute  of 
Child  Health  and  Human  Development.  Our  coalition,  now  in  its 
tenth  year,  represents  scientists,  health  professionals  and  advo- 
cates for  the  health  and  welfare  of  women,  children,  families  and 
people  with  disabilities. 

Thank  you,  Mr.  Chairman,  and  members  of  the  subcommittee, 
for  your  tenacious  efforts  to  ensure  that  the  physical  and  mental 
health  of  our  Nation's  people  remains  a  top  Federal  priority.  We 
fully  appreciate  that  these  are  critical  times  for  our  fiscal  health 
as  well.  In  spite  of  the  very  difficult  funding  decisions  you  have  had 
to  make  for  fiscal  year  1996,  we  commend  you  for  having  wisely 
held  to  two  time-tested  maxims:  "Save  from  the  top,"  and  "look  to 
your  health,  for  without  it,  not  much  else  matters." 

Saving  from  the  top  was  advice  my  grandmother  often  gave.  She 
meant  that  before  spending  one  cent  of  your  paycheck,  you  should 
put  away  a  certain  percentage  for  the  future.  Investing  in  the 
world's  finest  biomedical  and  behavioral  research  institution,  the 
National  Institutes  of  Health,  would  be  exactly  what  she  had  in 
mind.  Having  lived  through  the  Depression,  she  also  had  a  very 
strong  sense  of  how  easily  good  times  could  slip  away. 

This  past  year,  we  were  all  sadly  reminded  through  Christopher 
Reeves'  accident  of  how  quickly  and  perhaps  irrevocably  one's  life 
could  change  because  of  an  accident  or  disease.  Saving  from  the  top 
will  probably  never  fully  guarantee  that  we  will  have  a  treatment 
or  cure  for  every  malady.  But  it  certainly  will  make  a  difference. 
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In  this  testimony,  I  will  discuss  the  meaningful  difference  that  the 
NICHD  is  making. 

I'll  start  by  talking  about  learning  disabilities.  Did  you  know  that 
if  your  five-year-old  child  has  difficulty  writing,  he  or  she  might 
have  a  reading  disability?  NICHD  research  has  shown  that  even 
kids  with  high  IQs  may  have  a  problem  distinguishing  individual 
sound  units  called  phonemes.  As  many  as  15  to  20  percent,  that's 
one  out  of  five,  of  our  kids  have  trouble  writing  a  simple  word  like 
cat.  Now  teachers  can  easily  assess  kids  for  this  problem  with  a 
test  developed  by  NICHD.  With  this  early  screening,  every  child 
can  get  the  help  he  or  she  needs  to  become  a  good  reader.  And 
that's  making  a  difference. 

Adolescent  pregnancy.  Out  of  the  total  number  of  out-of-wedlock 
births  in  the  United  States,  how  many  would  you  guess  can  be  at- 
tributed to  teenage  girls?  Eighty,  90  percent?  NICHD  recently  pub- 
lished an  important  study  that  dispelled  some  common 
misperceptions.  The  study  found  that  less  than  30  percent  of  out- 
of-wedlock  births  occur  to  teens.  NICHD  is  helping  set  the  record 
straight,  and  that's  making  a  difference. 

Fatherhood  initiative.  Father  knows  best.  Well,  not  always.  But 
the  truth  is,  we  just  don't  know  enough  about  fathers'  role  in  child 
care,  child  support  and  other  aspects  of  parenting.  NICHD  is  com- 
mitted to  providing  information  about  the  factors  that  influence  fa- 
thers' parental  roles,  and  that  will  make  a  difference. 

NICHD  is  making  tremendous  advances  with  its  cost  saving  re- 
search. Did  you  know  that  we  could  save  $80  million  annually  if 
only  clinically  indicated  ultrasounds  were  given  to  low  risk  women? 
Did  you  know  that  we  could  save  $150  million  in  annual  hospital 
and  physician  expenditures  if  women  at  risk  of  premature  delivery 
used  antenatal  steroids?  Did  you  know  we  could  save  $460  million 
and  virtually  eliminate  15,000  cases  of  meningitis  with  a  new  vac- 
cine developed  by  NICHD?  Well,  now  you  know,  complements  of 
NICHD. 

When  fiscal  decisions  are  made,  we  have  to  consider  this  simple 
fact:  every  person  in  the  United  States  is  touched  by  the  research 
of  NICHD.  Every  childhood  illness  that  is  prevented  changes  an 
entire  life.  Every  planned  pregnancy  gives  a  child  and  a  family  a 
better  chance  to  succeed.  Every  case  of  AIDS  prevented  stops  a 
tragedy  in  its  tracks. 

On  behalf  of  the  Friends  of  NICHD  Coalition,  I  urge  you  to  con- 
tinue your  support  of  this  invaluable  work,  and  recommend  that 
NICHD  receive  $634  million  in  funding  for  fiscal  year  1997.  We 
also  concur  with  the  Ad  Hoc  Group  for  Medical  Research's  rec- 
ommendation of  a  6.4-overall  increase  for  the  National  Institutes  of 
Health. 

Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  it  is  my  pleasure  to  testify  on  behalf  of  the  Friends  of  NICHD,  a  coalition  of 
approximately  1 00  organizations  that  support  the  extraordinary  work  of  the  National  Institutes  of 
Health  with  a  special  focus  on  the  National  Institute  of  Child  Health  and  Human  Development.  Our 
coalition,  now  in  its  tenth  year,  represents  scientists,  health  professionals,  and  advocates  for  the 
health  and  welfare  of  women,  children,  families,  and  people  with  disabilities. 

I  shall  begin  by  thanking  you,  Mr.  Chairman,  and  this  Subcommittee  for  your  tenacious 
efforts  to  ensure  that  the  physical  and  mental  health  of  our  Nation's  people  remains  a  top  federal 
priority.  We  fully  appreciate  that  these  are  critical  times  for  our  fiscal  health  as  well.  In  spite  of  the 
very  difficult  funding  decisions  you  have  had  to  make  for  FY  1996,  we  commend  you  for  having 
wisely  held  to  two  time-tested  maxims:  '"Save  from  the  top"  and  "Look  to  your  health,  for  without 
it,  not  much  else  matters." 

"Saving  from  the  top"  was  advice  my  grandmother  often  gave.  She  meant  that  before 
spending  one  cent  of  your  paycheck,  you  should  put  away  a  certain  percentage  for  the  future. 
Investing  in  the  world's  finest  biomedical  and  behavioral  research  institution,  the  National  Institutes 
of  Health,  would  be  exactly  what  she  had  in  mind.  Having  lived  through  the  depression,  she  also 
had  a  very  strong  sense  of  how  easily  good  times  could  slip  away.  This  past  year  we  were  all  sadly 
reminded,  through  Christopher  Reeves'  accident,  of  how  quickly  and  perhaps  irrevocably  one's  life 
could  change  because  of  an  accident  or  disease.  "Saving  from  the  top"  will  probably  never  fully 
guarantee  that  we  will  have  a  treatment  or  cure  for  every  malady,  but  it  certainly  will  make  a 
difference.  In  this  testimony,  I  will  discuss  the  meaningful  difference  that  the  National  Institute  of 
Child  Health  and  Human  Development  (NICHD)  is  making. 

NICHD  devotes  its  research  to  ensuring  the  birth  of  healthy  babies  and  the  opportunity  for 
each  infant  to  reach  adulthood  and  achieve  full  potential,  unimpaired  by  physical  or  mental 
disabilities.  This  is  clearly  a  mission  that  deserves  our  support  and  gratitude.  To  accomplish  this 
laudable  goal,  we  need  to  continue  to  invest  in  this  important  research  Institute.  The  Friends  of 
NICHD  therefore  recommend  that  NICHD  receive  S634  million  in  funding  for  FY  1997.  We 
also  concur  with  the  Ad  Hoc  Group  for  Medical  Research's  recommendation  of  a  6.5  percent 
overall  increase  for  the  National  Institutes  of  Health. 

In  order  to  accomplish  its  broad  mission,  NICHD  is  structured  by  an  intramural  program, 
which  largely  targets  basic  research  related  to  human  development,  and  an  extramural  program 
which  includes  the  Center  for  Population  Research,  the  Center  for  Research  for  Mothers  and 
Children,  and  the  National  Center  for  Medical  Rehabilitation  Research.  I  will  highlight  many 
examples  of  the  specific  research  that  is  conducted  at  the  centers  later  in  my  testimony,  but  I  would 
like  to  take  this  opportunity  to  invite  you  to  visit  one  or  more  of  these  centers.  Reading  about 
NICHD 's  cutting-edge  research  is  one  thing,  but  seeing  it  in  progress  is  another.  I  guarantee  that 
you  will  come  away  with  an  even  stronger  appreciation  for  how  well  our  federal  funds  are  being 
spent. 

Before  I  share  specific  examples  of  the  difference  the  research  at  NICHD  has  made  in  the 
health  of  women  and  children  both  nationally  and  internationally.  I  would  like  to  call  to  your 
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attention  three  additional  characteristics  of  NICHD  that  contribute  to  the  excellence  of  the  National 
Institutes  of  Health  as  a  whole.  First,  you  may  have  read  that  two  long-term  NICHD  grantees, 
Edward  B.  Lewis  of  the  California  Institute  of  Technology  and  Eric  Wieschaus  of  Princeton, 
received  the  1995  Nobel  prize  for  medicine  for  research  relevant  to  birth  defects.  Such  wonderful 
prizes  honor  not  only  the  scientists  and  the  Institute,  but  the  entire  NIH  enterprise  as  well. 

Besides  contributing  to  the  overall  reputation  of  the  NIH  with  its  stellar  research,  NICHD  is 
an  institute  that  fosters  the  development  and  leadership  abilities  of  its  staff.  Two  examples  of 
former  NICHD  staffers  who  now  serve  in  leadership  positions  at  the  NIH  are  Wendy  Baldwin, 
Ph.D.,  former  Deputy  Director  of  the  NICHD,  now  Director  of  Extramural  Research  for  all  of  the 
NIH;  and  Richard  Klausner,  M.D.,  former  Chief  of  NICHD's  Cell  Biology  and  Metabolism  Branch, 
who  has  recently  become  Director  of  the  National  Cancer  Institute.  I  believe  you  are  familiar  with 
the  reevaluation  of  peer  review  that  Dr.  Baldwin  is  currently  directing  to  guarantee  that  the  NIH's 
grant  award  system  is  equitable,  efficient,  and  leads  to  funding  the  very  best  science.  This  is  clearly 
an  institute  that  puts  into  practice  what  it  studies~how  to  enable  human  beings  to  achieve  their  full 
potential. 

A  second  way  in  which  NICHD  has  contributed  to  the  excellence  of  the  whole  of  NIH  is  in 
its  balanced  portfolio.  NICHD  has  long  served  as  a  strong  example  of  an  institute  that  looks  not 
only  to  the  physiological  factors  affecting  health,  but  recognizes  the  importance  of  behavioral, 
social,  environmental  and  genetic  factors  to  health  outcomes  as  well.  This  is  a  paradigm  of  health 
that  has  not  been  utilized  by  all  of  the  institutes.  However,  with  NICHD  as  a  model,  and  the 
leadership  of  Norman  Anderson,  Ph.D.,  Director  of  the  Office  of  Behavioral  and  Social  Sciences 
Research,  it  is  beginning  to  proliferate  and  flourish  throughout  the  NIH. 

Also,  I  would  like  to  highlight  NICHD's  ability  to  collaborate  with  other  institutes  and 
agencies.  Although  most  scientists  recognize  the  importance  of  multi-disciplinary  research,  all,  I 
believe,  would  say  that  collaborative  research  efforts  across  disciplines  and  institutes  and  agencies 
are  very  difficult  to  plan,  organize,  fund,  and  conduct.  NICHD  is  a  leader  at  NIH  in  collaborative 
research.  The  outstanding  new  vaccines  for  Hib  meningitis  and  for  pertussis,  as  well  as  the 
advances  in  treatment  of  pediatric  AIDS  have  all  come  from  important  inter-Institute  collaborations 
led  by  the  NICHD. 

I  know  that  one  of  the  concerns  of  this  Subcommittee  is  that  the  public  is  not  fully  aware  of 
the  quality  and  importance  of  the  research  conducted  at  the  NIH.  The  links  to  the  work  of  the  NIH 
and  the  improvement  in  people's  health  are  just  not  as  appreciated  as  they  should  be.  This  frustrates 
me  as  an  advocate  as  well.  Fortunately,  NICHD,  from  its  Director,  Duane  Alexander,  to  its 
legislative  liaison,  George  Gaines,  to  program  chiefs  like  Christine  Bachrach,  to  researchers  funded 
by  the  Institute,  all  go  the  extra  mile  to  make  sure  that  our  efforts  to  educate  our  constituencies 
about  important  research  initiatives  and  findings  are  informed  and  accurate.  NICHD's  Advisory 
Council  meetings,  which  are  in  part  open  to  the  public  by  law,  also  contribute  greatly  to  an 
understanding  of  how  NICHD  fulfills  its  mandate.  Some  institutes  are  better  at  this  than  others,  and 
after  attending  approximately  eighteen  NIH  Council  meetings  annually  for  the  past  four  years,  I  can 
tell  you  that  NICHD,  again,  is  an  excellent  model. 
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And  now  on  to  the  truly  exciting  research  being  conducted  at  NICHD.  Because  time  and 
space  do  not  permit  a  full  accounting  of  NICHD's  portfolio,  I  will  present  examples  of  research  in 
two  categories:  1)  Research  that  has  demonstrated  tremendous  cost  savings;  and  2)  Research  that  is 
truly  making  a  difference  in  people's  lives. 

NICHD's  cost  saving  research: 

•  $80  million!  A  recent  NICHD-supported  study  determined  that,  if  only  clinically-indicated 
ultrasounds  were  given  to  low-risk  women,  the  nation  could  save  $80  million  annually  in 
sonography  costs  alone.  More  that  one-fourth  of  these  savings,  or  $22.6  million,  would 
accrue  to  Medicaid.  Routine  use  of  ultrasounds  do  not  improve  perinatal  outcomes  when 
compared  to  the  selective  use  of  ultrasounds,  based  on  a  clinician's  judgment. 

•  $157  million!  Most  women  at  risk  of  premature  delivery  will  benefit  from  the  use  of 
antenatal  steroids,  according  to  a  collaborative  effort  between  the  CDC  and  NICHD.  Using 
data  from  the  CDC,  a  special  study  commissioned  by  NICHD  concluded  that  if  the  average 
rate  of  antenatal  steroid  use  for  premature  births  was  increased  from  just  15%  to  60%,  the 
nation  could  save  $157  million  in  annual  hospital  and  physician  expenditures. 

•  $460  million!  A  new  Hib  vaccine  developed  by  NICHD  with  support  from  the  NIAID, 
would  virtually  eliminate  the  10,000  to  15,000  cases  of  H.  Influenzae  type  b  meningitis  each 
year,  the  most  common  cause  of  acquired  mental  retardation  in  the  U.S.,  and  the  cause  of 
nearly  800  child  deaths.  This  vaccine  which  can  be  safely  given  to  infants  as  young  as  two 
months  old,  will  save  $460  million  in  reduced  costs  for  health  care  services,  custodial 
activity,  and  improved  productivity. 

Of  course  no  one  can  quote  the  monetary  worth  of  saving  the  life  of  an  individual  child.  We 
all  would  agree  that  protecting  a  newborn  from  contracting  AIDS,  saving  an  infant  from  early  death 
from  SIDS,  or  preventing  an  adolescent  from  death  by  injury  is  priceless. 


NICHD's  Research—the  Difference  it  Makes: 

•  Learning  Disabilities— Did  you  know  that  if  your  five  year  old  child  has  difficulty  rhyming, 
he  or  she  might  have  a  reading  disability?  NICHD  research  has  shown  that  even  kids  with 
robust  IQ's  may  have  a  problem  distinguishing  individual  sound  units  called  phonemes.  As 
many  as  15-20%  of  our  kids  have  trouble  rhyming  a  simple  word  like  cat.  Until  recently  we 
didn't  know  that  the  ear  cannot  distinguish  these  sounds— it  is  the  brain  that  does  it.  Now 
teachers  can  easily  assess  kids  for  this  problem  with  a  test  developed  by  NICHD,  the  Test  of 
Phonological  Awareness  (TOPA).  With  this  early  screening  every  child  can  get  the  help  he 
or  she  needs  to  become  a  good  reader.. ..That's  making  a  difference! 

•  Sudden  Infant  Death  Syndrome  (SIDS)-  The  phrase,  "Back  to  Sleep,"  is  a  simple  way  to 
remember  that  to  help  protect  an  infant  (ages  two  weeks-one  year)  from  SIDS,  the  major 
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cause  of  death  during  this  age  span,  parents  should  place  infants  on  their  back  or  side  to 
sleep,  because  the  carbon  monoxide  infants  breathe  out  into  the  bedclothes  can  build  up  and 
suffocate  them.  We  know  this  because  NICHD  has  been  the  primary  federal  agency 
responsible  for  conducting  research  into  SIDS.  Each  year  6000  infants  have  been  dying  as  a 
result  of  SIDS.  That  number  is  now  diminishing  That's  making  a  difference! 

Pediatric  AIDS-It  is  very  sad  to  realize  that  there  are  now  1 5,000  children  in  the  U.S.  with 
HIV.  Approximately  80  percent  were  infected  either  in  the  womb  and/or  during  birth. 
NICHD  in  collaboration  with  NIAID  has  found  a  way  to  significantly  reduce  perinatal  HIV 
transmission  by  administering  AZT  during  pregnancy,  labor,  and  for  a  short  term  to  the 
newborn.  NICHD's  research  has  also  enabled  physicians  to  slow  the  progression  of  the 
disease  in  children  who  are  infected.  NICHD,  is  in  some  cases  preventing,  and  in  other 
cases  ameliorating,  the  effects  of  HIV/AIDS  for  thousands  of  children.... That's  making  a 
difference! 

Autism—If  you  can  remember  seeing  Dustin  Hoffman  star  in  the  film  Rain  Man.  you  know 
how  critical  it  is  that  we  find  a  cure  for  autism.  A  conference  organized  by  NICHD  last  year 
made  great  strides  in  assessing  the  state  of  the  science,  identifying  gaps  in  knowledge,  and 
making  recommendations  for  future  research.  Current  studies  indicate  that  brain 
abnormalities  in  the  fetus  early  in  a  woman's  pregnancy  may  lead  to  autism,  but  what  causes 
those  abnormalities  is  still  not  known.  While  scientists  work  to  identify  genetic  factors  that 
will  help  prevent  autism,  persons  with  autism  can  make  remarkable  progress  with  behavioral 
and  social  interventions.  NICHD  is  fighting  disease  on  all  fronts-  biomedical,  behavioral, 
and  social. ...That's  making  a  difference! 

Infant  Mortality— The  high  infant  mortality  rate  in  1962  was  one  of  the  major  reasons  for 
the  establishment  of  the  NICHD.  Since  the  NICHD  began,  there  has  been  a  69  percent 
decrease  in  infant  mortality,  and  most  of  this  decline  over  the  years  is  clearly  attributable  to 
NICHD  research.  Although  more  work  needs  to  be  done  to  reduce  the  infant  mortality  rate 
of  black  infants,  recent  new  advances  in  treating  Respiratory  Distress  Syndrome  (RDS)  and 
Sudden  Infant  Death  Syndrome  (SIDS)  has  brought  the  overall  infant  mortality  rate  in  the 
U.S.  to  an  all  time  low  of  7.9  per  thousand  live  births.. ..That's  making  a  difference! 

Medical  Rehabilitation-Little  things  mean  a  lot.  Being  able  to  feed  oneself,  write  a  quick 
note  to  a  friend,  hold  an  infant,  are  all  things  that  are  easy  to  take  for  granted.  Being 
independent  is  a  very  important  goal  for  people  with  disabilities.  Research  leading  to 
significant  advances  in  artificial  limbs  and  orthopedic  braces,  as  well  as  protections  against 
skin  breakdown  in  the  treatment  of  decubitus  ulcers,  and  new  methods  of  treating  bowl  and 
bladder  incontinence  in  persons  with  spinal  cord  injury  are  just  a  few  of  the  important  areas 
of  rehabilitation  research  that  the  NICHD  has  underway.  NICHD  cares  about  the  quality  of 
life  of  people  with  disabilities,  and  is  proving  it  every  day  with  their  research 
efforts. ...That's  making  a  difference! 
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•  Contraceptive  research— Of  the  six  million  pregnancies  that  occur  in  the  U.S.  each  year, 
three  million  are  unintended,  and  nearly  half  of  those  end  in  abortion.  Unfortunately,  only  a 
handful  of  private  pharmaceutical  firms  conduct  research  and  development  into  new 
contraceptive  methods,  leaving  the  public  sector~and  NICHD  in  particular-to  take  the  lead 
in  this  critical  area.  NICHD  is  on  the  cutting  edge:  in  conjunction  with  NIAID,  it  is 
conducting  research  into  microbicides,  products  that  could  prevent  sexually  transmitted 
diseases,  including  HIV,  as  well  as  prevent  pregnancy.  If  successfully  identified,  such 
products  would  allow  women  to  fully  protect  themselves  from  serious  health  risks  and 
unintended  pregnancy. ...That's  making  a  difference! 

•  Adolescent  pregnancy~Out  of  the  total  number  of  out-of-wedlock  births  in  the  U.S.,  how 
many  would  you  guess  can  be  attributed  to  teenage  girls?  Eighty... ninety  percent?  NICHD 
recently  published  an  important  study  on  out-of-wedlock  childbearing  that  dispelled  some 
common  misperceptions.  For  example,  the  study  found  that  leTs~thanone"Third  of  out-of 
wedlock  births  occur  to  teens.  At  the  same  time,  NICHD  continues  to  study  family 
structure,  including  the  impact  of  delayed  marriage  on  the  well-being  of  America's  families. 
NICHD,  helping  to  set  the  record  straight.. ..That's  making  a  difference! 

•  Fatherhood  Initiative-Father  knows  best.  Well,  not  always.  But  the  truth  is  we  just  don't 
know  enough  about  fathers'  role  in  child  care,  child  support,  and  other  aspects  of  parenting. 
NICHD  is  committed  to  providing  information  about  the  factors  that  influence  fathers' 
parental  roles,  such  as  marital  stability  and  out-of-wedlock  childbearing.  Most  current 
research  is  based  on  the  mothers'  perspective.  It's  time  to  learn  more  about  what  fathers 
know,  and  NICHD  is  setting  out  to  accomplish  this.... That's  making  a  difference! 

•  Minority  Youth  Research— Because  minority  youth  often  face  unique  risks  as  they  grow  to 
adulthood,  NICHD  is  committed  to  finding  behavioral  interventions  that  will  decrease  the 
generally  higher  levels  of  violence,  disease,  and  early  sexual  activity.  Working  in 
cooperation  with  the  NIH  Office  of  Research  on  Minority  Health,  NICHD  will  identify, 
implement,  and  evaluate  these  interventions.  NICHD  is  responding  to  calls  from  the 
community  for  what  really  works.. ..That's  making  a  difference! 

When  fiscal  decisions  are  made  we  have  to  consider  this  simple  fact:  every  person  in  the 
U.S.  is  touched  by  the  research  of  the  NICHD.  Every  childhood  illness  that  is  prevented  changes  an 
entire  life.  Every  planned  pregnancy  gives  a  child  and  a  family  a  better  chance  to  succeed.  Every 
case  of  AIDS  prevented  stops  a  tragedy  in  its  tracks.  Every  brain  trauma  that  is  treated  helps 
preserve  health  and  the  ability  to  function.  Who  can  price  the  value  of  preventing  a  birth  defect  or 
an  unexplained  sudden  death  of  an  infant?  Prevention  of  a  disease  or  a  disorder  is  the  ultimate  cost 
savings.  On  behalf  of  the  Friends  of  NICHD  Coalition,  I  urge  you  to  continue  your  important 
support  of  this  invaluable  work. 
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FRIENDS  OF  NICHD  COALITION  MEMBERSHIP  LIST 


Advocates  for  Youth 

American  Academy  of  Child  &  Adolescent  Psychiatry 
American  Academy  of  Orthotists  &  Prosthetists 
American  Academy  of  Pediatrics 

American  Academy  of  Physical  Medicine  &  Rehabilitation 

American  Anthropological  Association 

American  Association  of  University-Affiliated  Programs 

for  Persons  with  Developmental  Disabilities 
American  Association  on  Mental  Retardation 
American  College  of  Medical  Genetics 
American  College  of  Nurse  Midwives 
American  College  of  Obstetricians  &  Gynecologists 
American  Congress  on  Rehabilitation  Medicine 
American  Federation  for  Clinical  Research 
American  Institute  of  Nutrition 
American  Medical  Student  Association 
American  Nurses  Association 
American  Orthotic  &  Prosthetic  Association 
American  Pediatric  Society 
American  Psychiatric  Association 
American  Psychological  Association 
American  Psychological  Society 
American  Public  Health  Association 
American  Society  for  Cell  Biology 
American  Society  for  Clinical  Nutrition 
American  Society  for  Microbiology 
American  Society  for  Parental  &  Enteral  Nutrition 
American  Society  for  Reproductive  Medicine 
American  Sociological  Association 
American  Speech-Language-Hearing  Association 
American  State-of-the-Art  Prosthetics 
Amputee  Coalition  of  America 
Andrology  Society 

Association  for  Health  Service  Research 
Association  of  American  Medical  Colleges 
Association  of  Medical  School  Pediatric  Department 

Chairmen 
Association  of  Population  Centers 
Association  of  Reproductive  Health  Professionals 
Association  of  SIDS  Program  Professionals 
Association  of  Women's  Health,  Obstetric,  &  Neonatal 

Nurses 

Autism  Society  of  America 
Child  Welfare  League  of  America 
Children's  Defense  Fund 
Consortium  of  Family  Organizations 
Consortium  of  Social  Science  Associations 
Epilepsy  Foundation  of  America 


Family  Service  America 

Federation  of  American  Society  for  Experimental  Biology 
Federation  of  Behavioral,  Psychological  &  Cognitive 
Sciences 

International  Rett  Syndrome  Association 

Juvenile  Diabetes  Foundation  International 

Latina  Roundtable  on  Health  &  Reproductive  Rights 

Learning  Disabilities  Association  of  America 

March  of  Dimes  Birth  Defects  Foundation 

Muscular  Dystrophy  Association 

National  Association  of  Children's  Hospitals  & 

Related  Institutions 
National  Association  of  Pediatric  Nurse  Associates  & 

Practitioners 
National  Black  Child  Development  Institute 
National  Center  for  Human  Genome  Research 
National  Center  for  Learning  Disabilities 
National  Council  on  Family  Relations 
National  Down  Syndrome  Society 
National  Easter  Seal  Society 
National  Family  Planning  &  Reproductive  Health 

Association 
National  Pediatric  HIV  Resource  Center 
National  SAFE  KIDS  Campaign 
National  Women's  Health  Network 
National  Women's  Law  Center 
Planned  Parenthood  Federation  of  America,  Inc. 
Population  Association  of  America 
Population  Resource  Center 
Resolve,  Inc. 
SIDS  Alliance 

Society  for  Gynecologic  Investigation 

Society  for  Neuroscience 

Society  for  Pediatric  Research 

Society  for  Research  on  Adolescence 

Society  for  the  Study  of  Reproduction 

Society  of  Behavioral  Medicine 

Spina  Bifida  Association  of  America 

Teratology  Society 

The  Alan  Guttmacher  Institute 

The  Jeffrey  Modell  Foundation 

The  American  Society  of  Human  Genetics 

The  Arc,  formerly  the  Association  for  Retarded  Citizens 

of  the  United  States 
The  Endocrine  Society 
The  Joseph  P.  Kennedy,  Jr.  Foundation 
The  Orton  Dyslexia  Society 

ZERO  TO  THREE/National  Center  for  Clinical  Infant 
Programs 
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Mr.  Porter.  Ms.  Persons,  thank  you  for  your  good  testimony. 
We're  going  to  try  and  take  your  advice.  You  might  talk  to  John 
Kasich  for  us  over  at  the  Budget  Committee,  also. 

Ms.  Persons.  I'll  be  glad  to  do  that.  Thank  you. 


Tuesday,  March  5,  1996. 

witnesses 

GLORIA  E.  REICH,  Ph.D,  WILLIAM  SHATNER,  AMERICAN  TINNITUS  AS- 
SOCIATION 

Mr.  Porter.  Gloria  E.  Reich,  Ph.D.,  and  Executive  Director,  and 
William  Shatner,  Honorary  Director,  representing  the  American 
Tinnitus  Association. 

Welcome.  Glad  to  have  you  here. 

Ms.  Reich.  Good  morning,  Chairman  Porter,  Mr.  Bonilla,  and 
guests.  I'm  Gloria  Reich,  Director  of  the  American  Tinnitus  Asso- 
ciation. I'm  hearing  impaired  and  have  tinnitus,  a  condition  of  ring- 
ing in  the  ears,  or  head  noises,  that's  shared  by  approximately  50 
million  Americans. 

In  the  25  years  since  our  Association  began,  we've  seen  nearly 
3,000  research  papers  and  a  dozen  books  dealing  with  tinnitus. 
However,  from  the  sufferers'  point  of  view,  research  still  hasn't 
found  a  cure.  This  past  year,  the  NIDCD  has  taken  some  signifi- 
cant steps  toward  further  tinnitus  research  with  the  strategy  plan- 
ning workshop  and  most  recently  an  announcement  of  a  request  for 
applications  for  tinnitus  research.  That's  wonderful  progress,  and 
we  sincerely  hope  that  the  committee  will  fund  the  NIDCD  budget 
to  its  fullest,  so  that  that  work  can  continue. 

Now,  let's  hear  from  Mr.  Shatner. 

Mr.  Shatner.  Thank  you. 

I'm  here  as  a  personal  witness.  I  have  tinnitus,  discovered  after 
about  seven  or  eight  years  of  a  ringing  in  the  ears  that  gradually 
got  worse,  to  the  point  where  it  occupied  my  attention.  And  I  began 
to  look  for  help,  and  went  far  afield  in  the  country,  ended  up  in 
Maryland,  as  a  matter  of  fact,  the  University  of  Maryland,  got 
some  success  by  some  mechanical  means,  white  noise  that  obliter- 
ated the  sound  and  started  to  educate  my  brain  into  accepting  the 
sound  that  is  in  my  head. 

This  sound  can  range  from  an  annoyance  to  overwhelming,  in 
some  cases,  to  the  point  where  people  have  committed  suicide  and 
have  gone  insane.  The  fear  is,  how  far  will  it  go,  how  long,  how 
much  farther  will  this  sound  grow? 

So  I'm  here  to  ask  you  today  to  allow  us  funds  to  continue  the 
research.  I  am  told  that  we're  close  to  breakthroughs  that  require 
funding  on  a  national  level.  And  there  are  10  to  12  million  Ameri- 
cans who  have  what  I  have,  and  perhaps  worse.  Fifty  million 
Americans  suffer  from  it  to  one  degree  or  another.  But  12  million 
Americans  are  wandering  around,  and  I've  spoken  to  some  and  had 
letters  from  others  to  that  effect. 

So  I'm  here  as  an  individual  citizen  to  ask  your  help. 

[The  prepared  statement  follows:] 
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Respectfully  submitted  to  the  House  Committee  on  Appropriations  on  Labor, 
Health  and  Human  Services,  Education  and  Related  Agencies  Subcommittee 


With  Respect  to  the  allocations  for  Fiscal  Year  1997  appropriations 
to  the  National  Institute  on  Deafness  and  Other  Communication  Disorders 


March  5,  1996 
10:00  a.m. 

Appearing  for  ATA  are  Gloria  E.  Reich,  Ph.D.  Executive  Director 

and 

Mr.  William  Shatner,  Honorary  Director 


Submitted  by 
Gloria  E.  Reich,  Ph.D. 
Executive  Director 
American  Tinnitus  Association 
P.  O.  Box  5 
Portland,  OR  97207 
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American  Tinnitus  Association  Testimony  1 

Good  morning,  I  am  Gloria  Reich,  Executive  Director  of  the  American 
Tinnitus  Association.  I  am  hearing-impaired  and  I  experience  tinnitus,  a  condition 
shared  by  50,000,000  Americans.  Thank  you  for  inviting  me  to  speak  to  you  about 
the  budget  for  the  National  Institute  on  Deafness  and  Other  Communication 
Disorders.  Those  of  us  with  tinnitus  support  the  NIDCD  and  its  full  funding  for 
research  into  various  hearing  problems.  After  this  brief  introduction  Mr.  William 
Shatner  will  tell  you  of  his  personal  experiences  with  tinnitus. 

REDUCING  TINNITUS  THROUGH  RESEARCH 

WHAT  IS  TINNITUS? 

Tinnitus  is  most  often  described  as  the  perception  of  sound  when  no  external 
sound  is  present.  It  can  take  the  form  of  ringing,  hissing,  roaring,  whistling,  chirping, 
or  clicking.  The  noise  can  be  intermittent  or  constant,  single  or  multiple  tones,  subtle 
or  at  a  life-shattering  level.  It  can  strike  people  of  all  ages  and  for  most,  it  does  not 
go  away. 

BACKGROUND 

There  are  currently  more  than  50  million  Americans  who  experience  some 
degree  of  tinnitus.  For  the  10  to  15  million  who  suffer  from  severe  tinnitus,  help  is 
sought  through  the  health  care  system.  Both  knowledge  and  treatment  of  tinnitus  has 
improved  during  the  last  two  decades  with  increased  research.  There  are,  however, 
still  many  questions  that  remain  unanswered.  The  mechanism  that  causes  tinnitus  is 
unknown.  That  fact  makes  it  impossible  to  properly  diagnose  and  treat  this  elusive 
symptom.  Furthermore,  the  personal  and  social  consequences  of  tinnitus, 
particularly  depression  and  anxiety  disorders,  have  generally  been  ignored  in  favor 
of  a  strictly  hearing  based  approach  relying  on  the  definition  of  tinnitus  as  a 
symptom  of  auditory  dysfunction.  Many  people  who  are  the  most  troubled  by 
tinnitus  have  relatively  normal  hearing  and  thus  are  deprived  of  the  cachet  of  a 
legitimate  illness.  Their  head  noises  are  for  the  most  part  subjective  and  idiopathic, 
and  poorly  understood  not  only  by  themselves  but  by  those  health  professionals  who 
treat  them. 

TINNITUS  SUFFERERS  WANT  A  CURE 

The  mission  of  the  American  Tinnitus  Association  is  to  support  and 
encourage  research  and  education  about  tinnitus  with  the  goal  that  a  cure  be  found 
in  the  next  decade.  Since  ATA's  inception  in  1971,  we've  seen  nearly  three  thousand 
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scholarly  papers  written  about  tinnitus,  at  least  a  dozen  books  dealing  with  tinnitus 
as  a  subject,  and  the  formation  of  workshops,  seminars,  and  support  groups  to  aid 
tinnitus  management.  However,  from  the  point  of  view  of  a  tinnitus  sufferer, 
research  still  hasn't  produced  a  cure.  And  a  cure,  let  me  assure  you,  is  what  sufferers 
want! 

RECENT  DEVELOPMENTS 

Last  spring  the  National  Institute  on  Deafness  and  Other  Communication 
Disorders  (NIDCD)  conducted  a  tinnitus  workshop  and  recommended  the  following 
three  strategies  in  addition  to  a  general  need  for  more  basic  research  about  tinnitus. 
(1)  To  examine  the  use  of  electrical  stimulation  of  the  cochlear  nerve  as  an  approach 
to  alleviate  tinnitus;  (2)  To  conduct  multicenter  trials  to  study  the  use  of  medicines 
that  could  be  of  benefit  for  tinnitus,  and;  (3)  To  evaluate  behavioral  techniques  that 
would  allow  the  tinnitus  sufferer  to  acclimate  to  their  perceived  sound.  They  also 
have  recently  announced  a  Request  for  Applications  which  will  support  research 
that  addresses  the  physiologic  and  molecular  bases  of  tinnitus.  These  events 
represent  a  great  stride  forward  for  tinnitus  research  within  the  NIDCD  and  for  that, 
we  are  truly  grateful.  Just  two  years  ago  the  word  tinnitus  was  not  even  mentioned 
in  the  NIDCD  plan. 

WHAT  OUR  ASSOCIATION  DOES 

ATA,  working  with  very  limited  funding,  supports  tinnitus  research  on  a  more 
modest  scale  often  funding  clinical  studies  that  can  produce  more  efficacious 
treatment  for  immediate  use  or  collect  the  pilot  data  needed  to  enable  a  researcher  to 
apply  for  a  larger  NIDCD  grant. 

WHY  CONGRESS  SHOULD  FUND  TINNITUS  RESEARCH 
It  is  extremely  important  for  congress  not  only  to  fund  medical  research,  but  to 
require  that  the  institutes  receiving  that  funding  truly  respond  to  the  public's  need. 
Hearing  problems,  and  tinnitus  specifically,  are  the  most  prevalent  health  issue  in 
this  country  but  receive  little  attention  in  comparison  to  the  more  visible  "life- 
threatening"  diseases. 

WHAT  DOES  TINNITUS  COST  SOCIETY? 

People  with  tinnitus  do  exert  a  social  cost  on  this  country  through  loss  of 
employment,  social  withdrawal,  greater  demands  on  medical  resources,  and 
dependence,  in  more  severe  cases,  on  social  security  or  other  avenues  of 
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compensation.  Surveys  during  the  last  decade  have  shown  that  from  9  to  14%  of 
those  with  tinnitus  had  to  change  jobs  or  quit  working  altogether  because  of  it. 
Fourteen  percent  of  the  estimated  50  million  tinnitus  cases  means  that  there  are  7 
million  people  who  are  no  longer  productive  members  of  our  society.  As  you  look 
for  ways  to  trim  the  cost  of  government,  here  is  a  classic  example  of  how  money 
spent  for  research  and  treatment  development  can  directly  affect  the  economy.  If 
tinnitus  could  be  alleviated,  the  people  mentioned  above  who  are  lost  to  the 
workforce  would  be  able  to  resume  employment  and  enjoy  productive  and  better 
lives. 

ACTION  REQUESTED 

We  ask  you  to  generously  support  the  funding  for  the  National  Institute  on  Deafness 
and  Other  Communication  Disorders  and  to  urge  the  NIDCD  to  provide  more 
funding  for  studies  specifically  about  tinnitus. 

TESTIMONY  OF  WILLIAM  SHATNER 

Congressman  Porter,  Committee  Members: 

Thank  you  for  giving  me  the  opportunity  to  talk  with  you  today  about  the  critical 
need  for  continued  -  and  increased  -  funding  of  the  research  efforts  of  the  National 
Institute  on  Deafness  and  Other  Communication  Disorders. 

I  am  not  here  as  a  celebrity  but  as  tinnitus  sufferer.  I  know  first-hand  the  terrible 
impact  it  can  have  on  your  life.  Thirty  years  ago,  a  routine  explosion  on  the  Star 
Trek  set  damaged  my  hearing.  It  also  affected  fellow  actor  Leonard  Nimoy  who  was 
on  the  other  side  of  the  explosion.  For  years,  thereafter,  I  had  a  constant  ringing  in 
my  ears  -  tinnitus.  Recently  it  has  gotten  worse  and  affects  my  thinking,  my  future, 
my  life  and  I  no  longer  want  to  just  put  up  with  it.  It  started  by  sounding  like  the 
hiss  of  waves  as  they  retreat  from  the  beach  and  has  gotten  louder  to  where  the  hiss 
and  tone  seem  at  times  overwhelming.  It  makes  you  want  to  rip  your  skull  open  and 
get  at  the  noise. 

I'm  not  alone.  Gloria  Reich  gave  you  the  vital  statistics.  Fifty  million  Americans 
suffer  from  some  kind  of  tinnitus.  Those  figures  don't  provide  me  any  comfort  but 
what  does  is  the  thought  that  -  with  research  -  there  might  be  hope  for  improved 
treatment  and,  possible,  a  cure.  The  American  Tinnitus  Association  (ATA)  has 


635 


American  Tinnitus  Association  Testimony  4 

been  able  to  fund  some  research  but,  as  Gloria  outlined,  it  takes  the  sort  of  budget 
that  you  are  considering  to  really  make  a  difference. 

You  and  I  are  in  the  position  to  really  help.  By  coming  forward  and  talking  about 
my  personal  experiences  with  tinnitus,  I  can  give  hope  to  those  who  have  it  and 
develop  understanding  among  those  who  don't.  You  have  the  ability  to  facilitate  the 
research  that  will  put  a  stop  to  the  pain  and  suffering. 

What  we  suffer  from,  no  one  without  tinnitus  can  truly  understand.  They  can  only 
stand  by  and  try  to  keep  us  from  losing  our  minds  and  our  selves.  The  thing  that 
keeps  me  going  is  the  possibility  that  there  will  be  a  magic  bullet  some  day  soon. 
But  to  find  it,  we  need  more  research. 

I  am  asking,  in  fact  begging,  you  to  respond  positively  to  this  appeal  to  fund  the 
research  that  will  find  a  way  to  alleviate  this  tragic  condition. 

Thank  you. 
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Mr.  Porter.  Mr.  Shatner,  can  you  tell  us  how  long  you've  had 
this,  and  what  do  they  think  it  comes  from,  or  do  they  know? 

Mr.  Shatner.  Yes,  seven  or  eight  years  ago,  an  explosion  on  a 
set  set  my  ears  to  ringing.  My  friend,  Leonard  Nimoy,  has  the 
same  thing,  and  was  on  the  Star  Trek  set.  About  a  year  ago,  it  got 
worse,  and  my  personal  physician,  to  whom  I  went,  said,  "There's 
nothing  that  can  be  done.  I  have  it  as  well." 

And  every  time  I  brought  the  subject  up  at  groups,  somebody  or 
more  than  one  would  raise  their  hand  and  say,  "I  have  it  too".  It's 
one  of  those  unspoken  things  that  people  have.  And  it  lacks  the 
drama  of  diseases  like  AIDS.  But  it's  insidious,  it  permeates  the 
entire  population.  And  it's  debilitating  in  some  instances. 

Mr.  Porter.  We're  getting  closer  to  the  kind  of  medicine  they 
practiced  on  Star  Trek.  [Laughter.] 

And  perhaps  we  will  soon  get  to  the  point  where  we  can  cure 
these  kinds  of  diseases,  or  head  them  off. 

Mr.  Shatner.  I  believe  we  can,  Mr.  Porter,  with  your  help.  It  is 
not  necessarily  a  science  fiction-related  thing. 

Mr.  Porter.  That's  right.  I  think  it's  very  important,  also,  that 
people  like  yourself,  people  in  the  public  eye,  bring  these  matters 
to  our  attention  and  provide  the  leadership,  because  it  makes  peo- 
ple across  the  country  much  more  aware  of  this. 

Mr.  Shatner.  Exactly.  And  to  that  purpose,  I  am  going  to  be 
leading  a  campaign,  the  message  of  which  is,  protect  your  hearing, 
because  this  is  all  part  of  hearing-related  things.  It  may  be  through 
old  age,  it  may  be  through  mechanical  means,  it  may  be  through 
antibiotics  that  have  caused  it.  There  are  a  variety  of  reasons  why 
this  happens. 

Mr.  Porter.  Mr.  Bonilla? 

Mr.  Bonilla.  Thank  you,  Chairman. 

Mr.  Shatner,  I'm  intrigued  by  your  appearance  here  today.  I've 
watched  you  for  years,  as  so  many  Americans  have.  I  was  review- 
ing your  testimony  before  you  appeared  before  us  today.  The  quote 
that  you  have  here  is  that  it  makes  you  want  to  rip  your  skull  open 
to  get  at  the  noise. 

So  my  question  to  you,  you  mentioned  how  it's  constantly  with 
you.  But  does  it  become  more  acute  somehow  where  you  actually 
feel  this  severe  about  it,  or  does  it  come  and  go? 

Mr.  Shatner.  It's  hard  to  tell.  It  never  comes  and  goes.  It's  akin 
to  chronic  pain,  in  that  if  you  have  a  feeling  of  well  being,  if  all 
is  well,  if  there  are  additional  noises,  there  are  ambient  noises,  you 
don't  hear  it  as  much.  If  you're  not  well,  if  there's  complete  silence, 
it  seems  overwhelming.  There  have  been  times  I've  been  unable  to 
sleep.  There  have  been  times  when  things  have  been  well  and  I 
have  a  sense  of  well  being  that  it's  less. 

It's  hard  to  tell  whether  it's  actually  happening  or  whether  it's 
your  perception  of  it.  My  sense  is  that  it  is  not  varying  in  intensity. 
I've  gone  to  the  people  in  Maryland  and  have  had  it  measured.  Ap- 
parently it's  not  increasing  in  my  case  in  the  last  year,  although 
I  hear  it  from  time  to  time  differently. 

But  it  is  deep  inside  the  head,  and  you  can't  get  away  from  it. 
That  perhaps  is  one  of  the  other  fears.  You  can't  get  away  from  it. 
I  have  been  in  pain  before,  and  been  able  to  take  pills.  I've  been 
able  to  walk  it  off.  I've  been  able  to  ride  through  it.  We've  seen 
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football  players  play  through  the  pain.  You  can't  play  through  this. 
You  can't  walk  away  from  it.  It  is  a  hell  of  our  own  making. 

Mr.  Bonilla.  It's  incredible  that  you  can  perform  still  as  you  do 
on  television  and  on  programs,  because  from  watching  you,  you 
can't  tell.  So  it  must  be  tremendous  mental  discipline. 

Mr.  Shatner.  There  is  a  mental  discipline  involved.  There  is  a 
focus  involved.  There  is  a  whole  biofeedback  involved  in  this.  One 
of  the  potential  goods  of  this,  if  you  can  say  that,  is  that  by  work- 
ing more  intensely,  by  giving  yourself  more  things  to  do,  you  fa- 
tigue yourself  enough  by  the  end  of  the  day  so  that  you  can  sleep 
at  night. 

Mr.  Bonilla.  Well,  good  luck  to  you,  and  we'll  certainly  do  all 
we  can  on  this  committee. 
Mr.  Shatner.  Thank  you.  I  look  forward  to  that. 
Mr.  Porter.  Do  you  have  this  right  now? 

Mr.  Shatner.  Oh,  yes,  I'm  hearing  it  right  now,  as  though  a 
radio  station  is  left  open  without  any  sound  on  it,  that  kind  of  stat- 
ic. But  it's  characterized  in  many  different  ways.  Some  people  hear 
a  roaring.  My  assistant  hears  a  chirping.  It  comes  in  many  sounds. 

There  are  many  show  business  personalities,  I  don't  think  it 
would  be  protocol  to  name  them,  but  I'm  in  the  process  of  contact- 
ing them  and  trying  to  put  together  a  work  force  for  not  only 
tinnitus,  but  for  hearing  in  general.  There  has  been  a  much  higher 
incidence  of  tinnitus  as  a  result  of  this  loud  society  that  we  have. 
And  the  military,  the  loud  sounds. 

Is  that  somebody  coming  with  a  hook? 

Mr.  Porter.  It's  a  loud  sound.  [Laughter.] 

But  we  very  much  appreciate  your  testimony  today  and  your 
leadership  on  this  issue,  and  Dr.  Reich,  thank  you  for  being  here 
as  well.  We  will  do  our  very  best. 


Tuesday,  March  5,  1996. 

WITNESS 

SUSAN  HOLLANDER,  SUDDEN  INFANT  DEATH  SYNDROME  ALLIANCE 

Mr.  Porter.  Susan  Hollander,  President,  CJ  Foundation  for 
SIDS.  Ms.  Hollander,  thank  you  for  being  with  us. 

Ms.  Hollander.  Thank  you  for  inviting  me. 

Mr.  Chairman  and  members  of  the  subcommittee,  my  name  is 
Susan  Hollander,  from  Pine  Brook,  New  Jersey.  I  appear  before 
you  today  with  the  honor  and  distinction  of  being  a  founder  and 
current  President  of  the  CJ  Foundation  for  Sudden  Infant  Death 
Syndrome,  and  a  board  member  of  the  SIDS  Alliance. 

More  importantly,  I  appear  before  you  today  as  a  SIDS  parent. 
My  daughter,  Carly  Jenna,  died  of  SIDS  on  April  10th,  1993.  She 
was  four  and  one-half  months  old.  Sudden  Infant  Death  Syndrome 
is  a  life  ending  phenomena  that  knows  no  socioeconomic  or  cultural 
boundaries.  Usually  an  apparently  healthy  baby  is  put  to  bed  with- 
out any  prior  indication  that  something  is  wrong.  Some  time  later, 
the  baby  is  found  dead.  Prior  medical  history,  a  complete  autopsy 
and  a  thorough  investigation  of  the  death  scene  provide  no  expla- 
nation for  the  cause  of  death. 
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Until  research  reveals  the  multiple  causes  of  SIDS,  it  will  remain 
a  diagnosis  of  exclusion.  I  come  from  a  family  of  one  brother  and 
two  sisters,  one  of  which  is  a  twin.  Having  grown  up,  surrounded 
by  a  large  family,  it  was  natural  for  me  to  want  a  large  family  of 
my  own. 

Ten  years  ago  my  husband  Joel  and  I  thought  we  would  never 
have  one  child  of  our  own,  let  alone  three.  After  three  miscarriages, 
years  of  infertility  drugs,  and  a  small  miracle,  I  finally  gave  birth 
to  a  healthy  baby  boy,  which  we  named  Samuel.  Three  years  later, 
two  more  miscarriages  and  a  round  of  infertility  drugs,  I  gave  birth 
to  a  healthy  baby  girl,  which  we  named  Jacqueline. 

Leaving  well  enough  alone,  my  husband  and  I  were  satisfied  that 
our  family  was  complete.  Thirteen  months  later,  quite  naturally,  I 
became  pregnant  with  our  third  child.  It  seemed  that  God  wanted 
me  to  have  a  large  family  after  all. 

On  November  23rd,  1992,  we  were  blessed  with  another  healthy 
little  girl  which  we  named  Carry.  On  April  10th,  1993,  the  tragedy 
of  SIDS  forever  changed  our  lives.  That  Saturday  morning  was  a 
typical  Saturday  morning,  with  my  son  Sammy  and  my  daughter 
Jacqueline  happily  playing.  It  was  7:45  a.m.  and  Carly  had  just 
begun  sleeping  through  the  night.  We  were  grateful  for  a  few  extra 
minutes  of  sleep. 

I  asked  my  husband  to  please  go  in  and  get  Carly  so  I  could 
nurse  her.  My  husband  went  to  Carry's  crib  and  found  her  lifeless 
and  blue.  He  began  CPR  as  I  dialed  911.  The  police  and  para- 
medics arrived  within  minutes.  They,  too,  tried  to  breathe  life  back 
into  her,  but  Carly  was  gone  forever,  a  victim  of  SIDS. 

In  this  country,  approximately  7,000  infants  die  each  year  as  a 
result  of  SIDS,  nearly  one  baby  every  hour  of  every  day.  Despite 
the  fact  that  SIDS  is  the  number  one  cause  of  death  for  infants  one 
week  to  one  year  of  age  in  the  United  States,  we  still  do  not  know 
what  causes  SIDS  or  how  to  prevent  it  from  being  the  leading 
cause  of  infant  mortality  in  this  country. 

In  the  aftermath  of  Carry's  death,  both  my  husband  and  I 
searched  for  information  on  SIDS.  We  soon  realized  there  was  a 
tremendous  void  of  current  information  due  to  a  lack  of  funding  in 
this  country  for  support  services  and  research.  My  husband  and  I 
decided  we  wanted  to  organize  an  effort  to  make  a  major  contribu- 
tion to  SIDS.  We  founded  the  CJ  Foundation  for  SIDS,  named  in 
honor  of  Carly  Jenna. 

With  the  help  of  radio  personality  Don  Imus  and  WFAM  Sports 
Radio  66,  where  my  husband  Joel  is  the  general  manager  and  vice 
president,  we  have  conducted  three  hugely  successful  radiothons. 
Last  week,  we  held  our  third  annual  WFAM  sponsored  radiothon 
for  SIDS.  These  radiothons  have  increased  public  awareness  about 
SIDS,  and  we  have  raised  nearly  $3  million  with  the  CJ  Founda- 
tion grants  to  various  organizations  for  SIDS  research  and  support 
services. 

Organized  scientific  research  into  the  cause  of  SIDS  has  only  cur- 
rently begun  to  make  some  significant  strides.  The  primary  Federal 
agency  responsible  for  conducting  research  into  SIDS  is  the  Na- 
tional Institute  of  Child  Health  and  Development  at  the  National 
Institutes  of  Health.  Mr.  Chairman,  thanks  to  the  funding  that  has 
been  provided  by  this  subcommittee,  researchers  supported  by  the 
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NICHD's  program  have  been  making  real  progress  in  the  fight 
against  SIDS. 

In  1988,  at  the  request  of  Congress,  NICHD  assembled  a  group 
of  scientists  to  examine  the  current  state  of  knowledge  about  SIDS, 
and  articulate  future  SIDS  research  needs.  The  result  of  these  ef- 
forts was  the  SIDS  five-year  plan.  The  five-year  plan  was  so  suc- 
cessful and  productive  that  a  second  five-year  plan  was  initiated  for 
fiscal  year  1995.  Through  research  projects  sponsored  by  NICHD, 
scientists  have  begun  to  expand  our  base  knowledge  of  SIDS  and 
make  inroads  into  its  causes  and  underlying  mechanisms. 

We  are  grateful  for  the  subcommittee's  past  support.  We  urge  the 
subcommittee  to  continue  to  support  SIDS  research  by  increasing 
the  funding  to  NICHD  to  a  level  of  $650  million.  This  would  des- 
ignate $16,330  million  for  SIDS  research,  which  is  a  critical  factor 
in  our  continued  progress.  In  the  past,  there  have  been  no  answers 
as  to  why  a  baby  dies  of  SIDS.  For  new  and  expectant  parents, 
there  have  been  no  answers  in  how  to  prevent  SIDS  from  claiming 
their  child. 

But  today,  we  are  beginning  to  find  some  of  the  answers  such  as 
factors  that  increase  the  risk  for  SIDS  and  actions  parents  can  take 
to  reduce  these  risks.  However,  there  is  still  a  great  deal  more  that 
needs  to  be  done.  We  have  an  unprecedented  opportunity  to  de- 
crease the  number  of  SIDS  deaths.  It  would  truly  be  a  tragedy  if 
research  efforts  were  halted  or  delayed  at  this  point  because  funds 
were  not  available  to  move  forward  with  the  progress  already 
achieved. 

In  memory  of  Carly,  on  behalf  of  the  thousands  of  families  who 
have  been  devastated  by  the  loss  of  a  baby  to  SIDS,  and  the  mil- 
lions of  concerned  and  frightened  new  parents  each  year,  I  thank 
you  for  your  past  support  and  for  allowing  me  to  provide  this  testi- 
mony. I  ask  each  of  you  to  reflect  for  only  a  moment  on  those  lives 
briefly  lived,  on  the  faces  of  those  infants  who  only  grow  old  with 
our  memories  and  whose  precious  breath  was  so  quickly  extin- 
guished by  this  silent  killer. 

I  urge  you  to  once  again  allocate  full  funding  in  the  amount  of 
$16,330  million  for  the  second  year  of  the  five  year  SIDS  research 
plan,  so  that  NICHD  can  complete  its  critical  initiatives.  Further 
research  is  essential  to  determine  the  causes  behind  SIDS,  and 
most  importantly,  to  develop  the  methodologies  for  preventing  Sud- 
den Infant  Death  Syndrome. 

Thank  you  for  your  time  and  for  your  anticipated  cooperation  in 
stopping  SIDS. 

[The  prepared  statement  follows:] 


24-311  96-21 
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Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity  to  present  testimony 
to  you  regarding  the  federal  government's  response  to  and  funding  of  Sudden  Infant  Death  Syndrome 
(SIDS). 

SIDS  is  a  frightening  disease  that  knows  no  economic  or  cultural  boundaries;  it  can  strike  an  infant  from 
any  country,  culture,  or  socio-economic  background.  In  the  typical,  but  always  tragic  SIDS  case,  an 
apparently  healthy  child  is  put  to  bed  without  any  indication  that  something  is  wrong.  Sometime  later, 
the  infant  is  found  dead.  The  infant's  prior  medical  history,  a  complete  postmortem  examination,  and 
a  thorough  investigation  of  the  death  scene  provide  no  explanation  for  the  cause  of  death. 

In  this  country  approximately  7,000  infants  die  each  year  as  a  result  of  SIDS  --  nearly  one  baby  every 
hour,  every  day.  SIDS  is  the  number  on  cause  of  death  for  infants  one  week  to  one  year  of  age.  It 
is  a  major  component  of  the  high  rate  of  infant  mortality  in  the  United  States,  yet  we  still  do  not  know 
what  causes  SIDS  nor  how  to  prevent  it  from  claiming  so  many  young  lives. 

Although  cases  of  the  syndrome  have  been  noted  since  biblical  times,  organized  scientific  research  into 
the  cause  of  SIDS  is  recent,  dating  to  the  mid-1 970's.  After  decades  of  scientific  study,  we  are  just 
beginning  to  make  real  progress  in  reducing  the  number  of  babies  dying  of  SIDS  and  are  starting  to 
unravel  the  mystery.  The  U.S.  "Back  to  Sleep"  campaign  has  heightened  awareness  about  SIDS  and 
offered  parents  an  opportunity  to  reduce  their  infant's  risk  for  SIDS.  An  exciting  new  finding  was 
announced  this  year  by  a  researcher  supported  by  both  federal  and  private  grants.  Studies  done  on 
the  brains  of  normal  infants,  as  compared  to  those  who  died  of  SIDS  indicated  that  many  of  the  infants 
who  died  of  SIDS  have  an  abnormality  in  a  region  of  the  brain  thought  to  play  a  role  in  heart  and  lung 
control.  This  defect  may  hamper  normal  respiratory  activity,  and  though  not  the  sole  cause  of  SIDS, 
it  may  contribute  to  a  larger  respiratory  impairment  leading  to  the  baby's  death.  Whereas  healthy 
babies'  nervous  systems  detect  breathing  difficulties  and  arouse  them,  it  is  believed  that  SIDS  babies 
may  not  be  able  to  detect  reduced  levels  of  oxygen  or  elevated  levels  of  carbon  dioxide.  Therefore  they 
do  not  respond  by  gasping  for  breath,  crying,  or  turning  their  heads  like  a  non-impaired  infant,  leaving 
them  more  vulnerable  to  SIDS.  This  is  an  important  breakthrough,  expanding  our  understanding  about 
SIDS;  it  offers  renewed  hope  that  with  further  research  we  will  be  able  to  identify  babies  that  are  most 
vulnerable  and  ultimately  prevent  all  SIDS  death. 

The  primary  federal  agency  responsible  for  conducting  research  into  SIDS  is  the  National  Institute  of 
Child  Health  and  Human  Development  at  the  National  Institutes  of  Health.  In  addition  to  federal  funding 
of  SIDS  research,  there  are  other  agencies  involved  in  SIDS  efforts.  Since  1975,  the  Maternal  and  Child 
Health  Bureau  (MCHB)  of  the  Health  Resources  and  Services  Administration  (HRSA)  has  supported 
specific  programs  for  SIDS  family  counseling  and  for  public  and  professional  education  about  SIDS. 
Currently,  MCHB  is  implementing  SIDS  initiatives  recommended  by  the  federally  funded  "Nationwide 
Survey  of  Sudden  Infant  Death  Syndrome  Service."  The  Centers  for  Disease  Control  are  working  on 
establishing  a  standardized  death  scene  investigation  protocol  for  SIDS  incidents.  An  Interagency  Panel 
on  SIDS,  which  includes  the  Health  Resources  and  Services  Administration,  National  Institutes  of  Health, 
Centers  for  Disease  Control  and  Prevention,  Indian  Health  Services,  Food  and  Drug  Administration, 
Substance  Abuse  and  Mental  Health  Service  Administration,  US  Consumer  Product  Safety  Commission, 
Department  of  Defense,  Administration  for  Children  and  Families,  and  the  Department  of  Justice  help 
coordinate  SIDS  activities  between  government  agencies. 
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National  Institute  of  Child  Health  and  Human  Development 

Mr.  Chairman,  thanks  to  the  funding  which  has  been  provided  by  this  Subcommittee,  researchers 
supported  by  the  NICHD  SIDS  Program  have  been  making  real  progress  in  the  fight  against  SIDS.  In 
1988,  at  the  request  of  Congress,  the  NICHD  assembled  a  group  of  scientists  to  examine  the  current 
state  of  knowledge  about  SIDS  and  articulate  future  SIDS  research  needs.  The  result  of  this  effort  was 
the  SIDS  Five  Year  Research  Plan.  The  Five  Year  Plan  was  so  successful  and  productive  that  a  second 
SIDS  Five  Year  Plan  was  initiated  in  FY95.  Through  research  projects  sponsored  by  NICHD,  scientists 
have  expanded  our  base  knowledge  of  SIDS  and  our  understanding  of  the  causes  and  underlying 
mechanisms  of  the  syndrome.  Research  objectives  have  focused  on:  identifying  infants  at  risk  for 
becoming  victims  of  SIDS  including  developing  markers  to  detect  which  babies  are  most  vulnerable; 
clarifying  the  relationship  between  high-risk  pregnancy,  high-risk  infancy,  and  SIDS;  investigating  factors 
which  place  babies  at  higher  risk  and  stresses  that  may  trigger  a  SIDS  occurrence;  and  exploring 
mechanisms  and  interventions  that  may  prevent  SIDS  deaths. 

Provided  below  are  a  few  highlights  of  the  accomplishments  of  the  first  SIDS  Five  Year  Research  Plan, 
as  well  as  some  indications  of  the  direction  of  future  research  concentrations  outlined  in  the  second 
SIDS  Five  Year  Research  Plan. 

*  NICHD  funded  the  establishment  of  a  repository  for  brain  and  tissue  specimens  from  infants  and 
children  with  various  neurodevelopmental  disorders.  Greatly  enhancing  the  resources  available  for  SIDS 
investigation,  the  accessibility  of  brain  and  tissue  samples  have  lead  to  an  improved  understanding  of 
the  causes  of  SIDS  and  the  abnormalities  of  SIDS  infants.  One  picture  that  has  emerged  is  that  SIDS 
infants  may  be  born  with  a  brain  deficit  that  makes  them  vulnerable  because  they  do  not  respond 
appropriately  to  decreased  oxygen  or  increased  carbon  dioxide  during  sleep. 

*  Another  study  focused  on  the  effectiveness  of  apnea  monitors  in  identifying  and  describing  life 
threatening  events.  The  hope  is  that  information  gained  from  this  research  will  aid  in  the  development 
of  home  monitoring  systems  that  will  be  simpler,  more  specific,  and  have  greater  potential  to  identify 
infants  poised  to  have  a  life-threatening  episode  in  time  to  save  the  infant.  In  a  follow-up  study,  NICHD 
established  a  clinical  network  of  investigators  to  conduct  a  standard  protocol  for  high  risk  infants  and 
develop  centralized  data  collection  and  analysis.  In  addition  to  assisting  the  development  of  new 
monitoring  technology,  this  study  has  added  to  our  understanding  about  the  maturation  of  heart  and 
respiratory  functions  in  sleeping  infants.  The  ultimate  goal  is  to  establish  specific  variables  (such  as  an 
infant's  cry,  cardiorespiration  and  sleep  characteristics)  which  may  be  used  to  predict  life  threatening 
events  in  high  risk  infants. 

*  NICHD  carried  out  a  multi-disciplinary  project  on  the  maturation  of  sleep  states  in  the  infant  and 
the  maturation  of  life  sustaining  mechanisms  during  sleep.  It  is  hypothesized  that  the  rapid 
developmental  changes  in  these  mechanisms  and  their  interactions  may  make  an  infant  vulnerable  to 
sudden  death  during  a  sleep  period. 

*  In  cooperation  with  the  Indian  Health  Service  and  the  Centers  for  Disease  Control  and 
Prevention,  NICHD  conducted  a  study  that  investigated  the  causes  of  and  risk  factors  for  the  high  rate 
of  SIDS  incidents  in  the  Native  American  population  in  the  Aberdeen  area.  A  case  controlled  study  of 
sudden  unexpected  infant  deaths  in  Chicago,  Illinois,  was  also  initiated  in  collaboration  with  CDC  to 
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identify  possible  behavioral,  social  and  environmental  risk  factors  for  SIDS  in  an  inner  city, 
predominantly  black  population. 

*  NICHD-sponsored  researchers  investigated  reports  of  studies  performed  in  Australia,  New 
Zealand  and  the  United  Kingdom  which  suggested  a  significantly  increased  incidence  of  SIDS  for  infants 
put  to  sleep  in  the  prone  (stomach-down)  position.  The  initial  reports  from  abroad  resulted  in  a 
recommendation  by  the  American  Academy  of  Pediatrics  in  1992  to  place  infants  on  their  backs  or 
sides  to  sleep.  In  a  subsequent  conference  sponsored  by  NICHD  U.S.  scientists  concluded  that  there 
is  convincing  evidence  that  side  or  back  sleeping  appears  to  have  been  responsible  for  declines  in 
SIDS  rates  of  as  much  as  50-70%  in  other  countries.  As  a  result,  in  May  1994,  the  NICHD  and  other 
members  of  the  U.S.  Public  Health  Service,  along  with  the  American  Academy  of  Pediatrics,  the  SIDS 
Alliance,  and  the  Association  of  SIDS  Program  Professionals  launched  the  "Back  to  Sleep"  campaign 
in  the  U.S.  to  encourage  parents  to  put  healthy  babies  to  sleep  on  their  backs  or  sides.  NICHD  has 
actively  monitored  the  change  in  infant  sleep  practices  subsequent  to  the  campaign.  A  few  states  have 
just  begun  to  report  reductions  in  their  SIDS  rates,  attributing  the  decline  to  the  "Back  to  Sleep" 
campaign.  Additional  research  and  public  awareness  efforts  are  needed  to  accomplish  the  results 
achieved  abroad,  but  perhaps  over  the  next  several  years  the  U.S.  will  be  able  to  report  similar 
progress  in  the  fight  against  SIDS. 

Beginning  in  FY95,  thanks  to  the  funding  generously  provided  by  this  Subcommittee,  the  second  SIDS 
Five  Year  Research  Plan  was  initiated,  enabling  NICHD  to  continue  to  support  its  active  research  into 
the  etiology,  pathogenesis  and  prevention  of  SIDS.  Existing  programs  were  extended  and  expanded 
during  FY95  and  FY96,  including  the  high  risk  infant  monitoring  study,  the  Chicago  infant  mortality 
study,  and  the  "Back  to  Sleep"  campaign.  Beginning  in  FY96  NICHD  is  working  with  the  Office  of 
Research  on  Minority  Health  to  establish  community  based  centers  in  areas  with  a  substantial  under- 
represented  minority  population  to  develop  common  biomedical  research  protocols;  and  to  train 
minority  researchers.  At  the  request  of  the  Government  of  the  Russian  Federation,  NICHD  led  a 
delegation  of  scientists  and  health  professionals  at  a  conference  on  Perinatal  Pathology  to  discuss  the 
problem  of  SIDS  in  Russia  and  plan  areas  of  collaboration. 

If  adequate  funds  are  allocated  in  FY97,  NICHD  plans  to  extend  the  Infant  Mortality  Study  in  the 
Aberdeen  Area  of  the  Indian  Health  Service,  continue  the  evaluation  and  documentation  of  infant  care 
practices  such  as  sleep  position  and  other  risk  factors,  and  improve  and  expand  the  distribution  of  the 
"Back  to  Sleep"  campaign.  A  prospective  study  to  validate  potential  predictive  biologic  tests  for  SIDS 
risk  and  studies  to  increase  our  knowledge  of  the  infant's  immune  response  to  infection  and  its  affect 
to  the  autonomic  nervous  system  are  new  efforts  to  be  initiated  this  year. 

The  SIDS  Alliance  is  grateful  for  the  Subcommittee's  past  support.  We  urge  you  to  again  provide  full 
funding  in  the  amount  of  $16,330,000  for  the  third  year  of  the  second  Five  Year  SIDS  Research  Plan 
so  that  NICHD  can  complete  critical  initiatives.  Further  research  is  essential  to  find  the  reasons  for,  and 
means  of  preventing,  the  tragedy  of  Sudden  Infant  Death  Syndrome. 

Centers  for  Disease  Control 


Due  to  inconsistencies  from  state  to  state  at  the  scene  of  an  unexplained  infant  death,  in  1993 
Congress  recommended  that  a  standard  death  scene  protocol  be  established.  The  hope  was  that  the 
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death  scene  protocol  would  be  adopted  by  states  as  a  means  of  developing  a  better  statistical  grasp 
on  SIDS  cases,  and  would  help  to  avoid  awkward  and  sometimes  emotionally  charged 
misunderstandings  at  the  scene.  In  July  1993,  the  Centers  for  Disease  Control  and  Prevention  and  the 
National  Institute  of  Child  Health  and  Human  Development  held  a  workshop  on  "Guidelines  for  Scene 
Investigation  of  Sudden  Unexplained  Infant  Deaths".  The  proceedings  of  the  workshop  were  published 
in  the  American  Journal  of  Forensic  Sciences.  The  actual  protocol  is  expected  to  be  published  in  the 
next  few  months  in  the  Mortality  Morbidity  Weekly  Report.  The  long  term  goal  of  the  Alliance  is  to 
encourage  each  state's  adoption  of  the  guidelines. 

Maternal  and  Child  Health  Bureau 

The  MCHB  supports  a  number  of  SIDS  related  services  and  issues,  including  the  National  SIDS 
Resource  Center,  a  major  source  of  current  information  about  SIDS.  The  Center  maintains  a  national 
database  of  approximately  5,000  books,  reports,  and  articles  on  SIDS  and  bereavement,  and  publishes 
information  for  national  distribution.  The  National  SIDS  Resource  Center  has  played  a  significant  role 
in  the  "Back  to  Sleep"  campaign,  staffing  the  800  hotline  number  and  processing  the  more  than  3  million 
pieces  of  campaign  materials. 

MCH  Service  Block  Grant  funds  are  used  by  MCH  State  Directors,  either  alone  or  in  combination  with 
non-federal  funds,  to  provide  a  range  of  services  to  SIDS  families.  Block  grant  funds  support  activities 
such  as  contact  with  families  immediately  after  death;  discussion  of  the  autopsy  results  with  the  family; 
and  family  support  through  the  first  year  of  bereavement.  In  many  jurisdictions  across  the  country, 
funds  for  these  services  have  decreased  or  even  been  eliminated  because  of  budgetary  difficulties. 

In  response  to  a  request  of  Congress,  MCHB  funded  the  "Nationwide  Survey  of  Sudden  Infant  Death 
Syndrome  Services"  in  1992.  Last  year,  MCHB  contracted  the  development  and  field  testing  of  a 
curriculum  to  train  health  care  providers  in  the  case  management  of  families  who  have  experienced  an 
infant  death,  as  recommended  by  the  Survey.  To  date,  100  health  professionals  have  participated  in 
the  training  program;  more  than  150  people  are  currently  on  the  waiting  list  for  future  training  sessions. 
MCHB  is  also  supporting  the  development  of  model  programs  to  meet  the  needs  of  families  - 
particularly  the  underserved  and  minorities  --  who  experience  an  infant  death,  as  recommended  by  the 
Survey.  Four  demonstration  grants  in  California,  Massachusetts,  Missouri  and  New  York  have  been 
initiated  to  target  services  for  specific  populations. 

Currently,  there  are  no  funds  set  aside  to  address  SIDS  service  issues  at  the  federal  level  on  an 
ongoing  basis.  We  request  that  Congress  direct  MCHB  to  develop  and  fund  a  SIDS  program  support 
center  to  facilitate  implementation  of  the  recommendations  of  the  "Nationwide  Survey  of  SIDS  Services" 
as  well  as  respond  to  program  priority  needs  associated  with  grief  and  bereavement  support  and 
prevention.  An  annual  federal  commitment  of  $500,00  is  needed  to  fund  these  efforts. 

Fourth  SIDS  International  Conference 

The  SIDS  Alliance,  in  conjunction  with  SIDS  International  is  hosting  the  Fourth  SIDS  International 
Conference  on  June  23-26,  1996  in  Bethesda,  Maryland.  The  partnership  of  countries  provided  by  the 
International  Conference  will  result  in  a  heightened  awareness  of  SIDS  throughout  the  world,  as  well 
as  a  vital  link  allowing  the  rapid  exchange  of  high  quality  international  research,  prevention,  and  service 
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data.  The  global  focus  of  efforts  facilitates  scientific  breakthroughs  and  enables  the  development  of 
innovative  public  health  strategies  to  combat  SIDS  and  assist  families.  NICHD  and  MCHB  are  both 
participating  in  this  event  and  a  request  for  support  is  still  pending  at  CDC.  The  collaboration  between 
private  organizations  and  federal  agencies  is  important  in  moving  forward  with  all  aspects  of  activities 
relating  to  SIDS  including  research,  death  scene  protocol  and  local  SIDS  services. 

As  we  are  all  too  painfully  aware,  Sudden  Infant  Death  Syndrome  has  historically  been  a  mystery, 
leaving  in  its  wake  devastated  families  and  bewildered  physicians.  In  the  past  there  have  been  no 
answers  to  why  a  baby  dies  of  SIDS.  For  new  and  expectant  parents  there  have  been  no  answers  on 
how  to  prevent  SIDS  from  claiming  their  child.  But  today,  we  are  beginning  to  find  some  of  the  answers 
such  as  factors  that  increase  the  risk  for  SIDS  and  actions  parents  can  take  to  reduce  the  risks.  Recent 
research  has  provided  us  with  an  unprecedented  opportunity  to  decrease  the  number  of  SIDS  deaths 
by  alerting  new  parents  about  a  few  simple  steps  that  they  can  take.  It  is  important  to  realize  however, 
that  while  following  the  recommendations  presented  may  help  to  prevent  some  SIDS  deaths,  it  will  not 
save  all  babies;  we  still  do  not  know  what  causes  SIDS  nor  do  we  know  how  to  predict  which  babies 
are  vulnerable. 

There  is  still  a  great  deal  more  that  needs  to  be  done  in  the  fight  against  SIDS.  It  would  truly  be  a 
tragedy  if  research  efforts  were  halted  or  delayed  at  the  point  when  so  much  progress  is  being  made. 
Research  capability  and  technology  are  available  to  conduct  additional  studies  that  will  advance  our 
abilities  to  eliminate  SIDS.  Now  is  the  time  for  us  to  do  something  about  SIDS  and  prevent  babies  from 
dying  of  SIDS  in  the  future. 

We  urge  the  subcommittee  to  support  SIDS  research  by  funding  the  NICHD  at  a  level  of  $650,000,000, 
a  9.2%  increase  over  the  FY96  budget.  Designating  $16,330,000  for  SIDS  research  in  FY97  is  a  critical 
factor  in  our  continued  progress. 

On  behalf  of  the  thousands  of  families  who  have  been  devastated  by  the  toss  of  a  baby  to  SIDS,  and 
the  millions  of  concerned  and  frightened  new  parents  each  year,  we  thank  you  for  your  past  support 
and  for  enabling  the  Sudden  Infant  Death  Syndrome  Alliance  to  provide  this  testimony.  If  you  have  any 
questions,  please  do  not  hesitate  to  contact  us. 
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Mr.  Porter.  Ms.  Hollander,  can  you  remind  us  of  the  age  where 
this  strikes,  from  birth  to  what? 
Ms.  Hollander.  From  birth  to  one  year. 
Mr.  Porter.  One  year? 

Ms.  Hollander.  Yes,  it's  mostly  prevalent  between  birth  to  four 
months  or  anywhere  between  two  and  four  months  is  the  critical 
age  where  you  find  most  SIDS  deaths. 

Mr.  Porter.  I  can't  think  of  anything  more  tragic  or  horrible  for 
a  family  to  experience  than  something  like  that.  And  obviously,  we 
want  to  do  our  very  best  to  provide  funds  to  find  an  answer  to  it. 
In  our  family,  we  have  a  new  grandchild  that  I  worried  about, 
knowing  something  about  this,  worried  about  for  a  long,  long  time, 
as  she  got  through  that  period.  I  can't  think  of  anything  worse  to 
happen.  And  we  want  to  be  as  helpful  as  we  possibly  can. 

Thank  you  for  testifying  today. 

Ms.  Hollander.  Thank  you. 


Tuesday,  March  5,  1996. 

WITNESS 

PAUL  KATZ,  M.D.,  AMERICAN  COLLEGE  OF  RHEUMATOLOGY 

Mr.  Porter.  Paul  Katz,  M.D.,  Professor  of  Microbiology  and  Im- 
munology at  Georgetown  University  Medical  Center,  testifying  in 
behalf  of  the  American  College  of  Rheumatology. 

Dr.  Katz.  Thank  you,  Mr.  Chairman. 

I'm  here  on  behalf  of  the  American  College  of  Rheumatology, 
which  is  the  largest  professional  organization  in  this  country  com- 
prised of  physicians,  scientists  and  health  care  professionals  who 
are  devoted  to  the  treatment  and  research  of  musculoskeletal  con- 
ditions. 

I  want  to  begin  by  thanking  you  and  your  colleagues  for  your 
continued  support  of  funding  for  the  National  Institute  of  Arthritis 
and  Musculoskeletal  and  Skin  Diseases.  We  know  that  you  will 
again  be  supportive  this  year. 

This  is  our  December  issue  of  one  of  our  journals,  the  Arthritis 
Care  and  Research  journal.  This  is  an  issue  which  was  solely  de- 
voted to  looking  at  the  impact  of  arthritis  on  individuals,  family 
members  and  society,  both  now  and  in  the  future.  This  was  an  im- 
portant choice  for  us,  I  think,  because  as  the  baby  boomers  began 
to  get  older,  and  given  the  prevalence  of  arthritis  in  individuals 
over  the  age  of  60,  this  is  going  to  become  an  increasingly  impor- 
tant problem,  we  feel. 

It  is  clear  that  no  condition  impairs  the  quality  of  life  of  more 
older  adults  than  does  arthritis.  It  is  also  apparent  that  the  provi- 
sion of  care  to  people  with  musculoskeletal  conditions  contributes 
significantly  to  health  care  costs  and  the  costs  that  are  paid  for  by 
the  Government. 

I  want  to  just  cite  a  couple  of  figures.  The  total  cost  of  arthritis 
and  related  diseases  amounts  to  about  $55  billion  per  year.  Right 
now,  arthritis  ranks  number  one  among  the  ten  leading  health 
problems  of  individuals  over  the  age  of  50.  Right  now,  one  in  seven 
Americans  has  some  form  of  arthritis.  By  the  year  2020,  it's  ex- 
pected that  this  will  increase  to  one  in  five. 
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In  your  State  of  Illinois,  Mr.  Porter,  right  now  1.8  million  Ameri- 
cans have  arthritis.  There  are  studies,  supported  by  the  Centers  for 
Disease  Control  and  NIAMS,  which  suggest  that  that  will  rise  to 
2.4  million  by  the  year  2020,  with  the  changing  prevalence  from 
about  16  percent  to  about  19  percent.  Similar  figures  are  apparent 
in  Representative  Pelosi's  and  Representative  Bonilla's  States  as 
well.  So  it's  clearly  a  problem  which  is  important  now  and  which 
will  be  increasingly  important. 

An  example  of  one  of  the  areas  in  which  we  have  made  some 
progress  is  rheumatoid  arthritis.  This  is  a  disease  which  affects  2 
million  Americans.  It  costs  about  2  million  work  days  per  year 
being  lost  due  to  this  disease.  The  cost  of  caring  for  a  person  with 
rheumatoid  arthritis  is  about  three  times  the  cost  of  that  of  caring 
for  people  who  don't  have  that  illness. 

NIAMS  has  done  some  exciting  work  in  this  area.  There  have 
been  studies  looking  at  the  combination  therapies  with 
methotrexate  and  cyclosporin,  which  has  shown  a  lot  of  promise 
and  not  much  in  the  way  of  toxicity.  Similarly,  I  know  you're  aware 
of  the  studies  using  minocycline  in  patients  with  rheumatoid  ar- 
thritis. We're  excited  about  those  opportunities  and  will  look  to 
those  in  the  future. 

Another  area  that  we're  particularly  concerned  about  is  our  abil- 
ity to  support  the  training  of  new  scientists.  We  are  very  concerned 
that  if  we  don't  get  these  individuals  into  the  laboratory,  we're  not 
going  to  be  able  to  continue  the  progress  that  we've  made. 

It's  clear,  Mr.  Porter,  that  the  public  is  in  favor  of  this.  In  1992, 
a  public  opinion  poll  showed  that  91  percent  of  adults  favored  high- 
er spending  on  medical  research.  We  urge  that  you  and  your  col- 
leagues increase  NIAMS  funding  for  fiscal  year  1997.  We  support 
at  least  a  6.5  percent  increase  for  NIAMS  and  for  the  NIH.  This 
would  raise  NIAMS  from  about  $242  million  to  $258  million. 

We  appreciate  this  opportunity  to  support  this  increase.  We  ap- 
preciate your  continued  support  on  behalf  of  the  NIH.  We  would  be 
happy  to  work  with  you  and  the  subcommittee  in  any  way  possible. 

Mr.  Porter.  Dr.  Katz,  I  wonder  if  you  would  share  with  us  the 
survey  where  that  91  percent  came  from.  I'd  like  to  see  those  fig- 
ures, if  you  can  provide  them.  Not  on  the  record,  but  simply  to  me 
personally. 

Dr.  Katz.  I  can  provide  that. 

Mr.  Porter.  I  would  appreciate  that.  Thank  you  very  much  for 
your  testimony. 
Dr.  Katz.  Thank  you. 
[The  prepared  statement  follows:] 
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The  American  College  of  Rheumatology  (ACR)  is  the  professional  organization  of  rheumatologists.  It 
includes  practicing  physicians,  research  scientists,  nurses,  physical  and  occupational  therapists,  and 
other  associated  health  professionals  who  are  dedicated  to  preventing  disability,  healing  and  eventually 
curing  more  than  100  types  of  arthritis  and  related  disabling  and  sometimes  fatal  disorders  of  the  joints, 
muscles,  and  bones.  We  are  pleased  to  have  the  opportunity  to  provide  our  views  concerning  fiscal 
year  1997  funding  for  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS) 
within  the  National  Institute  of  Health  (NIH). 

The  entire  December,  1995  issue  of  our  journal,  Arthritis  Care  and  Research,  was  devoted  to  the 
impact  of  arthritis  and  related  conditions  on  the  individuals  who  have  them,  their  families,  and  on 
society;  now  and  in  the  future.  This  topic  was  a  logical  choice,  as  we  look  toward  the  end  of  the  century, 
when  the  "baby  boomer"  generation  approaches  the  stage  of  life  when  having  arthritis  becomes 
commonplace.  Overall,  the  importance  of  nonfatal  conditions  (such  as  arthritis)  in  determining  the 
health  of  the  population  has  become  predominant  over  recent  years,  since  the  prevalence  and  severity 
of  fatal  conditions  has  dramatically  declined  during  this  same  time  period.  No  condition  impairs  the 
quality  of  life  of  more  older  adults--and  does  so  to  a  greater  extent-than  does  arthritis.  In  the  elderly 
population,  there  is  an  increased  likelihood  that  an  individual  will  have  two  or  more  chronic  conditions, 
and  there  is  an  association  between  the  number  of  conditions  present  in  one  person  and  the  occurrence 
of  disability.  The  provision  of  care  to  people  who  are  disabled  contributes  significantly  to  the  financial 
costs  paid  by  the  government,  private  insurers,  and  to  society  as  a  whole;  and  this  is  expected  to 
increase  in  the  decade  ahead. 

Arthritis  means  swelling,  pain  and  loss  of  motion  in  the  joints  of  the  body.  There  are  more  than  1 00 
diseases  that  cause  this  condition.  These  diseases  are  typically  chronic-causing  cause  life-long  pain 
and  disability.  These  diseases  are  also  very  common,  and  extremely  costly.  Although  some  forms  of 
arthritis  are  predominant  in  older  individuals,  arthritis  also  affects  children  and  adults  of  all  ages. 

•  Arthritis  ranks  #1  among  the  ten  leading  health  problems  of  individuals  age  50  and  older. 

•  One  in  7  Americans  has  some  form  of  arthritis;  by  the  year  2020,  it  is  expected  that  this  will 
increase  to  one  in  5. 

•  Total  costs  of  all  types  of  arthritis  and  related  diseases  amount  to  about  $55  billion  each  year. 

Through  an  increased  investment  in  research,  better  treatments  and  management  strategies  can  be 
developed,  which  will  lead  to  reduced  costs,  and  improvements  in  the  quality  of  life  for  individuals  with 
these  diseases.  Our  ability  to  take  advantage  of  this  opportunity  will  become  increasingly  important  as 
arthritis  and  related  diseases  become  more  prevalent  in  our  nation's  aging  population.  (See  specific 
information  in  chart  form,  page  4). 

I.        Arthritis  research  advances  and  opportunities: 

Rheumatoid  arthritis  (RA)  is  a  chronic  disease  that  causes  pain,  swelling  and  loss  of  function  in  the 
joints  and  inflammation  in  other  organs.  RA  often  attacks  people  in  the  very  prime  of  life-between  ages 
20  and  45--and  it  affects  women  more  frequently  than  men.  Currently,  more  than  two  million  work  days 
are  being  lost  each  year  due  to  this  disease.  Total  health  care  costs  for  people  who  have  rheumatoid 
arthritis  (about  2  million  individuals)  average  three  times  higher  than  for  those  who  do  not  have  the 
disease. 
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NIAMS-sponsored  research  has  showed  that  a  combination  of  two  drugs,  one  used  in  chemotherapy  to 
fight  cancer,  (methotrexate)  and  the  other  used  to  prevent  rejection  of  transplanted  organs,  (cyclosporin) 
shows  promise  for  the  treatment  of  RA.  Although  methotrexate  has  provided  relief  for  many  people  with 
RA,  it  has  not  worked  well  in  all  patients.  This  study  showed  that  used  in  combination  with  cyclosporin 
methotrexate  becomes  more  effective.  A  NIAMS-sponsored  clinical  trial  found  that  the  antibiotic"^  ' 
minocycline  is  another  drug  that  can  be  added  to  the  arsenal  of  treatments  for  RA.  Patients  receiving 
minocycline  in  this  clinical  trial  had  reduction  in  joint  pain  and  swelling,  with  only  mild  side  effects.  How 
effective  minocycline  is--compared  to  other  treatments  for  RA--remains  to  be  determined,  however.  In 
addition,  more  research  must  be  conducted  to  begin  to  explain  how  minocycline  works,  something  this 
clinical  trial  did  not  address. 

Significant  research  opportunities  exist  in  research  relating  to  other  forms  of  arthritis  and  related 
diseases,  as  well.  For  example,  more  research  needs  to  be  done  on  osteoarthritis  (the  most  common 
form  of  the  disease)  to  understand  agents  which  may  prevent  progression  of  the  disease.  Innovative 
immunosuppressive  and  hormonal  therapies  must  be  studied,  aimed  at  improving  our  ability  to  treat 
lupus,  (also  called  SLE),  an  autoimmune  disease  which  affects  women  nine  times  more  frequently  than 
men,  and  black  women  three  times  more  often  than  white  women.  Scleroderma,  which  literally  means 
"hard  skin,"  is  potentially  life-threatening  due  to  damage  that  occurs  to  internal  organs  from  excessive 
accumulation  of  the  protein  collagen.  Research  on  immunosuppressive  therapy  of  this  disease  in  the 
lungs  is  just  one  example  of  an  important  area  for  further  study. 

Basic  research  also  has  direct  implications  for  finding  new  approaches  to  treatment  and  prevention  of 
disease.  A  sampler  of  recent  progress  made  by  NIAMS  scientists  and  grantees  includes  the  following: 

•  Cartilage  studies  in  mice  that  indicate  that  the  antibiotic  doxycycline  can  reduce  cartilage 
breakdown  and,  at  higher  doses,  stimulate  cartilage  growth.  The  drug  may  therefore  prove  to 
be  effective  against  rheumatoid  arthritis  and  osteoarthritis. 

•  New  evidence  that  rheumatoid  arthritis  can  be  induced  by  a  protein  present  in  bacteria;  this 
finding  offers  a  potential  new  focus  for  prevention  strategies.  Studies  that  show  several  genes 
may  make  people  susceptible  to  lupus;  NIAMS  has  just  funded  a  new  registry  and  repository  to 
help  identify  families  with  lupus  and  obtain  tissue  for  genetic  studies. 

•  New  mouse  models  of  lupus  that  have  shown  that  specific  features  of  this  disease  are 
associated  with  specific  genes.  Studies  of  these  models  help  increase  understanding  of  the 
causes  and  mechanisms  of  the  disease  and  also  provide  clues  for  new  therapies. 

•  The  identification  of  genetic  risk  factors  in  lupus  that  could  indicate  which  patients  risk  severe 
disease  and  therefore  may  warrant  early,  aggressive  treatment.  Recent  studies  yielded  two 
such  risk  factors-absence  of  the  C4a  gene  and  changes  in  the  Fc  receptor  gene.  C4a  and  the 
Fc  receptor  are  involved  in  removal  of  molecules  known  as  immune  complexes,  which 
otherwise  stay  in  the  body  and  may  cause  tissue  injury. 

•  Discovery  of  a  new  enzyme  (JAK3)  involved  in  regulating  white  blood  cell  growth  and 
development.  Defects  in  the  JAK3  enzyme  were  found  to  be  responsible  for  severe  immune 
deficiency  in  some  children.  This  finding  suggests  that  JAK3  will  be  a  good  target  for  designing 
new  drugs  to  treat  autoimmune  disease  and  transplant  rejection. 

Another  area  of  concern  to  us  is  support  for  training  new  scientists.  The  ACR  believes  that  there  is  an 
overwhelming  need  to  provide  for  the  renewal  and  expansion  of  the  intellectual  capital  that  is  essential 
to  the  research  enterprise.  When  the  likelihood  of  an  approved  research  grant  proposal  being  funded 
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declines,  the  brightest  young  scientists  become  discouraged  from  pursuing  research  careers- 
something  this  country  can  ill-afford.  Steps  must  be  taken  now  to  increase  the  grant  success  rate,  in 
order  to  actively  encourage  new  scientists  to  undertake,  and  remain  in,  research  careers.  The  ACR 
urges  that  additional  funds  be  provided  to  the  National  Research  Service  Award  (NRSA)  program,  which 
supports  both  pre-doctoral  and  post-doctoral  students.  These  additional  funds  would  permit  the  NIH  to 
support  the  same  number  of  trainees  in  FY  1 997  as  in  recent  years.  Over  the  past  two  decades,  the 
training  of  physician-scientists  (MD-PhDs)  has  proven  to  be  among  the  most  productive  ways  to 
integrate  basic  science  with  clinical  research.  We  therefore  also  support  a  modest  increase  in  the 
number  of  MD-PhD  students  trained  under  the  NIH  Medical  Scientists  Training  Program  (MSTP). 

II.        Funding  Recommendation  and  Justification: 

Discussion  of  medical  research  opportunities  and  the  emerging  health  care  needs  of  an  aging  nation  is 
properly  a  part  of  the  national  political  debate.  Even  at  a  time  when  policymakers  are  locked  in 
disagreement  over  the  role  of  the  government  in  our  daily  lives,  there  is  broad  consensus  that  the 
federal  government  must  continue  to  invest  in  biomedical  research.  Americans  understand  that  NIH- 
supported  research  saves  lives,  saves  dollars,  and  stops  human  suffering.  In  a  1992  poll  of  public 
opinion,  91%  of  adults  surveyed  favored  higher  spending  on  medical  research.  Specifically,  both 
policymakers  and  the  public  recognize  the  importance  of  research  funding  directed  to  chronic  conditions 
such  as  arthritis,  as  it  relates  to  savings  in  national  health  care  costs. 

Arthritis  research  is  cost-effective:  While  arthritis  and  related  diseases  cost  our  nation  more  than  $55 
billion  each  year,  we  have  the  potential  to  reduce  the  costs  through  research.  The  costs-savings  that 
have  been  made  possible  through  improved  therapy  for  kidney  disease  resulting  from  lupus  and  from 
bone  density  screening  and  hormone  replacement  therapy  in  women  at  risk  for  osteoporosis  are  only 
two  examples.  If  our  federal  commitment  can  be  strengthened,  biomedical  research  will  continue  to  yield 
improvements  in  treatment  for  patients  and  better  management  strategies.  As  such  advances  are 
made,  costs  of  insurance  and  other  costs  borne  by  the  government-including  costs  associated  with 
long-term  care  and  worker's  compensation-will  significantly  decline.  If  our  federal  investment  in  arthritis 
research  is  increased,  Members  of  Congress  can  feel  confident  that  research  progress  is  being  made  in 
disease  prevention  so  that  fewer  resources  will  be  needed  to  support  disability  care  of  our  aging 
population. 

ACR  asks  that  Congress  provide  adequate  funding  for  NIAMS  for  FY  97.  We  recommend  providing  the 
institute  with  an  increase  of  approximately  6.5%  for  FY  97:  from  $241 .8  million  to  $258  million.  This 
increase  is  by  no  means  sufficient  to  accommodate  the  vast  amount  of  highly-rated  research  proposals 
available.  It  does,  however,  represent  a  reasonable  step  toward  the  ultimate  goal  of  aligning  the  level  of 
our  arthritis  research  commitment  more  closely  with  actual  needs,  within  the  context  of  the  necessity  for 
constraint  in  discretionary  spending. 

According  to  the  NIH  institute  directors,  to  ensure  that  top-quality  research  opportunities  are  not  missed, 
the  NIH,  overall,  should  fund  at  a  minimum  one  out  of  three  meritorious  research  project  grant 
applications.  The  current  funding  of  only  one  of  five  meritorious  research  applications  has  resulted  in 
many  important  scientific  leads  being  delayed  or  lost.  The  ACR  supports  the  recommendation  of  the  Ad 
Hoc  Group  for  Medical  Research  Funding,  for  an  appropriation  of  $12.71  billion  in  funding  for  the  NIH, 
overall,  in  FY  97. 

We  appreciate  having  this  opportunity  to  support  a  6.5%  increase  in  funding  for  the  NIH,  and  particularly 
for  the  NIAMS,  for  FY  97.  We  pledge  to  work  with  the  subcommittee  to  support  this  result. 
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Table  3.    Estimated  1990  and  projected  2020  numbers  (in  thousands)  and  prevalence  rates  of 
arthritis  and  other  rheumatic  conditions  and  activity  limitations  attributed  to  these  conditions  in  the 
United  States,  by  state* 


Self-reported  arthritis.  Self-reported  activity  limitation  from 

and  other  rheumatic  conditions  arthritis  and  other  rheumatic  conditions 


1990 

2020 

1990 

2020 

Number 

Rate 

Number 

Rate 

Number 

Rate 

Number 

Rate 

United  States 

37.943 

15.0 

59.389 

18.2 

6.964 

2.8 

11.581 

3.6 

Alabama 

679 

16.7 

1.037 

19.8 

134 

3.3 

216 

4.1 

Alaska 

54 

10.0 

95 

11.0 

8 

1.5 

15 

1.8 

Arizona 

536 

14.6 

1.053 

18.4 

95 

2.6 

201 

3.5 

Arkansas 

417 

17.5 

646 

21.5 

81 

3.4 

132 

4.4 

California 

4.000 

13.4 

7.401 

15.4 

697 

2.3 

1.379 

2.9 

Colorado 

452 

13.6 

831 

17.1 

77 

2.3 

155 

3.2 

Connecticut 

476 

14.2 

625 

17.3 

82 

2.4 

114 

3.1 

Delaware 

108 

16.1 

172 

19.7 

21 

3.0 

35 

4.0 

D.C. 

99 

16.1 

116 

18.2 

23 

3.8 

27 

4.3 

Florida 

2.471 

19.1 

4.803 

24.7 

491 

3.8 

1.011 

5.2 

Georgia 

965 

14.8 

1.795 

19.0 

184 

2.8 

370 

3.9 

Hawaii 

131 

12.0 

266 

14.7 

20 

1.9 

48 

2.6 

Idaho 

143 

14.0 

265 

16.6 

25 

2.4 

49 

3.0 

Illinois 

1.822 

15.7 

2.416 

18.3 

347 

2.9 

484 

3.7 

Indiana 

897 

15.9 

1.248 

19.2 

163 

2.8 

241 

3.7 

485 

17.0 

607 

20.0 

89 

3.0 

115 

3.8 

Kansas 

406 

16.2 

592 

16.9 

75 

2.9 

113 

3.6 

Kentucky 

617 

16.6 

874 

20.3 

115 

3.1 

173 

4.0 

Louisiana 

638 

15.0 

939 

16.1 

126 

2.9 

196 

3.8 

178 

14.3 

250 

17.8 

29 

2.3 

44 

3.1 

Maryland 

745 

15.5 

1.158 

18.4 

141 

2.9 

243 

3.9 

Massachusetts 

863 

14.0 

1.091 

17.1 

148 

2.4 

198 

3.1 

Michigan 

1,469 

15.6 

1.908 

18.4 

273 

2.9 

384 

3.7 

N4mnesota 

695 

15.5 

1.056 

19.5 

123 

2.7 

198 

3.7 

M  ississi  ppi 

410 

15.8 

620 

20.0 

84 

3.2 

132 

4.3 

M  issouri' 

870 

16.7 

1.225 

20.0 

164 

3.1 

242 

3.9 

Montana 

121 

14.9 

183 

17.0 

21 

2.6 

34 

3.2 

Nebraska 

263 

16.3 

359 

19.1 

48 

2.9 

68 

3.6 

Nevada 

173 

14.4 

380 

17.7 

29 

2.5 

71 

3.3 

New  Hampshire 

148 

13.1 

242 

17.3 

24 

2.1 

42 

3.0 

New  Jersey 

1  093 

14.0 

1,494 

16.5 

194 

2.5 

277 

3.1 

New  rvlexico 

198 

13.0 

375 

16.0 

35 

2.3 

69 

3.0 

New  York 

2  488 

13.6 

3.056 

16.0 

458 

2.5 

578 

3.0 

North  Carolina 

1  087 

16.4 

1.882 

20.9 

210 

3.1 

392 

4.4 

North  Dakota 

105 

16  1 

134 

18.7 

19 

2.8 

25 

3.5 

1  793 

16.2 

2.333 

19.7 

333 

3.0 

462 

3.9 

ukianoma 

520 

16  3 

758 

18  9 

98 

3.1 

150 

3  7 

Oregon 

441 

15.4 

753 

17.2 

78 

2.7 

140 

3.2 

Pennsylvania 

1.839 

15.2 

2.240 

17.7 

319 

2.6 

409 

3.2 

Rhode  island 

150 

14.7 

190 

17.4 

26 

2.5 

34 

3.1 

South  Carolina 

547 

15.7 

945 

20.1 

107 

3.1 

199 

4.3 

South  Dakota 

116 

16.2 

159 

18.4 

21 

2.9 

30 

3.5 

Tennessee 

823 

16.7 

1.345 

20.1 

157 

3.2 

273 

4.2 

Texas 

2.273 

13.2 

4.626 

18.0 

441 

2.5 

909 

3.6 

Utah 

201 

11.6 

383 

13.9 

33 

1.9 

69 

2.5 

Vermont 

76 

13.3 

110 

16.7 

12 

2.1 

19 

2.9 

Virginia 

956 

15.5 

1.627 

19.4 

181 

2.9 

332 

4.0 

Washington 

704 

14.4 

1.350 

17.0 

121 

2.5 

249 

3.1 

West  Virginia 

331 

18.2 

394 

21.3 

62 

3.4 

78 

4.2 

Wisconsin 

799 

16.0 

1.158 

19.8 

143 

2.8 

3.8 

Wyoming 

62 

13.5 

96 

14.6 

11 

2.3 

17 

2.6 

*  See  text  for  methods  Rales  I'M  of  persons  <*ith  arthritis  and  other  rheumatic  conditions  or  activity  limitation  attributed  to  these 
conditions  applv  to  the  entire  population  of  the  state  For  example,  in  Alabama  in  2020  a  protected  19  ST.  of  the  state  s  population 
will  have  arthritis  and  other  rheumatic  conditions,  and  4  1"«  of  the  states  population  will  have  activity  limitation  attributed  to 
these  conditions 


Helmick  G..  Charles,  et  al..  Arthritis  and  Other  Rheumatic  Conditions:  Who  Is  Affected  Now.  Who  Will  Be  Affected 
Later?,  Arthritis  Care  and  Research,  Vol  8.  No.  4.  December  1995.  p.  207 
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Research]  America 

•  >.n  mi  i.«\rt  mhi  iMNcnv'FkiKS  is  health 
• 

MEDICAL  RESEARCH  AND  HEALTH  CARE  CONCERNS: 
A  SURVEY  OF  THE  AMERICAN  PUBLIC 
conducted  by  Louis  Harris  &  Associates 
November  1993 

Questions  and  Answers 

•  First,  I  am  going  to  read  you  a  list  of  several  different  types  of  scientific  research.  For  each  one,  please  tell 
me  if  you  feel  this  country  should  spend  a  lot  more,  a  Little  more,  a  little  less,  or  a  lot  less  on  it 

Type  of  research  A  lot    A  little  A  little  A  lot    No  change       Not  sure 

more    more  less  less 

Medical  research  to  better 
diagnose,  prevent  and  treat 

60%     31%  4%  2%       2%  1% 


Environmental  research  to  find 
ways  to  protect  the  environment 
without  hurting  economic 

competitiveness  41        36  13  5 

Energy  research  to  improve 
energy  efficiency  and 

conservation  35       42  16  4 

Transportation  research  for 
better  automobiles,  buses  and 

20       38  25  10 


Computer  research  to  Improve 

to  information  10        27  37  18 


Space  research  on  space 

exploration  and  development       9        19  34  32 

Defense  research  to  develop 

new  weapon  systems  8        19  33  35 

Electronic  research  on 
improved  television  and 

electronic  equipment  7         20  42  25 

(over) 


1522  King  Srreer.  Alexandria,  VA  22.314-2717  (703)  739-2577  Fax;  (703)  739-2372 
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•  Which  one  of  these  types  of  research  do  you  think  is  most  valuable? 


i**VAIIVrti  IW6MVH 

W  /Q 

Environmental  research 

Ifi 

Energy  research 

5 

Defense  research 

4 

Transportation  research 

1 

Computer  research 

1 

Space  research 

1 

Electronics  research 

1 

None  of  them/Other 

• 

Not  sure/Refused 

1 

•  Would  you  be  willing  to  pay  $1  per  week  more  in  taxes  for  more  health  research,  or  not? 

Yes  74% 
No  26 

•  Would  you  be  willing  to  spend  SI  more  for  each  prescription  drug  if  you  were  certain  that  all  the  money 
would  be  spent  for  additional  medical  research,  or  not? 

Yes  75% 
No  23 
Not  sure/Refused  1 

•  Would  you  be  willing  to  pay  $1  more  per  week  for  health  care  insurance  if  you  could  be  assured  it  would 
be  used  to  support  additional  medical  research,  or  not? 

Yes  77% 
No  23 

t  At  the  moment  about  three  cents  out  of  each  health  care  dollar  spent  in  the  U.S.  goes  for  medical  research. 
How  many  cents  out  of  each  health  care  dollar  do  you  think  we  ought  to  spend? 

3  or  less  14% 

4-9  23 

10-24  25                  mean  -  22 

25-49  11                 median  =  10 

50-74  13 

75  +  6 

Not  sure/Refused  8 

•  As  we  reform  the  health  care  system,  do  you  think  that  the  national  commitment  to  medical  research  should 
be  higher,  lower,  or  about  the  same? 

Higher  56% 

Lower  5 

About  the  same  38 

Not  sure/Refused  1 


#  #  # 
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Tuesday,  March  5,  1996. 

WITNESS 

GRANT  ANHALT,  M.D.,  AMERICAN  ACADEMY  OF  DERMATOLOGY 

Mr.  Porter.  Grant  Anhalt,  M.D.,  Professor  of  Dermatology  and 
Pathology,  Johns  Hopkins  Medical  School,  representing  the  Amer- 
ican Academy  of  Dermatology. 

Dr.  Anhalt. 

Dr.  Anhalt.  Thank  you,  Mr.  Chairman,  and  members  of  the 
committee. 

My  name  is  Dr.  Grant  Anhalt,  Fm  a  Professor  of  Dermatology 
and  Pathology  at  Johns  Hopkins  in  Baltimore,  Maryland.  I  am  a 
member  of  the  American  Academy  of  Dermatology,  and  on  the 
Academy's  liaison  committee  for  the  National  Institutes  of  Arthri- 
tis, Musculoskeletal  and  skin  disease. 

The  American  Academy  of  Dermatology  supports  the  funding  in- 
crease of  6.5  percent  for  NIH  in  fiscal  year  1997.  My  testimony  con- 
tains many  examples  of  the  critical  role  the  NIH  plays  in  our  coun- 
try's incredibly  productive  biomedical  research  industry,  and  spe- 
cific examples  of  those  that  are  applicable  to  the  members  of  the 
Academy  of  Dermatology  and  Skin  Disease  research. 

I  will  not  go  through  these  in  detail,  but  Fd  like  to  just  highlight 
a  couple  of  personal  observations  Fve  made  over  the  years.  I  have 
been  involved  in  biomedical  research  for  15  years,  of  which  the 
NIH  was  the  primary  source  of  support  for  my  laboratory  for  12  of 
those  years.  During  that  time,  myself  and  co-workers  studied  basic 
disease  mechanisms  and  a  severe  and  sometimes  fatal  disease 
called  pemphigus  vulgaris. 

Due  to  these  studies  and  understanding  the  basic  mechanisms  of 
disease,  mortality  rates  from  this  disease  has  been  decreased  from 
10  percent  to  approximately  zero  at  the  present  time.  Significant 
morbidity  and  disability  of  non-fatal  cases  has  also  decreased  dra- 
matically. Pemphigus  is  not  a  common  disease,  but  to  individuals 
who  are  affected  by  it,  it  is  the  most  critical  research  priority. 

There  are  other  examples  in  my  testimony  of  ongoing  NIH  sup- 
ported studies  in  things  like  melanoma  and  non-melanoma  skin 
cancers,  and  advances  in  these  areas  that  will  improve  the  quality 
of  life  and  in  fact,  reduce  the  costs  of  health  care  through  improved 
health.  In  fact,  almost  weekly,  one  can  read  in  the  newspapers  an 
announcement  of  a  major  breakthrough  in  the  genetic  basis  of  dis- 
ease or  in  novel  treatments. 

What's  also  striking  is  that  these  announcements  arise  almost 
exclusively  from  American  laboratories  and  investigators.  And  this 
is  no  accident.  The  core  support  of  the  NIH  intramural  and  extra- 
mural programs  is  key  to  this  explosive  productivity  that's  present 
in  this  country. 

I  was  born  and  raised  in  Canada,  received  my  basic  medical 
training  there.  However,  I  emigrated  to  this  country  in  1977,  where 
I  entered  into  training  and  later  a  career  in  biomedical  research. 
I  know  first  hand  that  the  quality  and  quantity  of  basic  research 
in  Europe,  Canada  and  even  Japan  pales  in  comparison  to  that 
which  exists  in  this  country.  This  is  due  primarily  to  the  broad  suc- 
cess of  the  NIH  in  supporting  research  broadly,  amongst  various 
institutions  and  many  disciplines. 
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So  in  summary,  I  have  many  reasons  to  be  a  strong  advocate  for 
ongoing  and  meaningful  support  of  the  NIH  and  other  life  sciences 
agencies.  I  thank  the  Chairman  and  members  of  this  committee  for 
hearing  my  testimony  and  taking  my  written  testimony  into  the 
record. 

Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee: 

My  names  is  Dr.  Grant  Anhalt  I  am  a  Professor  of  Dermatology  and  Pathology  at  the  Johns 
Hopkins  School  of  Medicine  in  Baltimore,  Maryland.  I  am  a  member  of  the  American  Academy 
of  Dermatology  (Academy)  and  sit  on  the  Academy's  Liaison  Committee  for  the  National 
Institute  of  Arthritis,  Musculoskeletal  and  Skin  Disease. 

My  colleagues  and  our  patients  thank  you,  Chairman  Porter,  and  members  of  the 
Subcommittee  for  your  continued  support  for  the  National  Institutes  of  Health  (NIH)  and  the 
Centers  for  Disease  Control  and  Prevention  (CDC).  Without  your  support  and  your  Herculean 
efforts  Mr.  Porter,  these  two  critical  federal  programs  would  be  without  funding  for  the  current 
fiscal  year. 

The  American  Academy  of  Dermatology  supports  a  funding  increase  of  6.5%  for  the  NIH  in 
fiscal  year  1 997.  We  concur  with  the  NIAMS  Coalition,  the  Ad  Hoc  Group  for  Medical  Research 
and  Federation  of  American  Societies  for  Experimental  Biology  (FASEB),  that  this  amount 
represents  the  investment  necessary  to  sustain  the  NIH  through  the  next  fiscal  year. 

Our  biomedical  research  complex  is  an  intricate  relationship  of  academia,  industry,  and  the 
federal  government.  The  NIH  is  the  primary  funding  source  for  basic  research  through 
universities  and  independent  research  institutions.  This  synergy  has  alleviated  suffering  for 
millions  of  Americans  by  fostering  the  development  of  innovative  drugs  and  vaccines.  Support 
for  biomedical  research  has  also  been  very  good  for  our  economy.  This  investment  has 
spawned  the  development  of  the  biotechnology  industry.  There  are  now  over  1 ,200  biotech 
firms  in  the  United  States.  According  to  the  FDA  Council,  medical  research  annually 
contributes  an  estimated  $40  billion  to  our  economy  in  non-health  areas  from  spin-off 
discoveries  in  fields  such  as  fiber  optics,  improved  freeze-drying  technologies,  and  detergent 
enzymes. 

The  work  supported  by  the  NIH,  and  especially  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Diseases  (NIAMS)  is  crucial  to  our  fight  against  chronic,  debilitating 
and  sometimes  fatal  skin  diseases.  Skin  disease  is  an  important  health  concern  for  this 
country.  This  year,  60  million  Americans  will  be  affected  by  a  skin  disease,  costing  our  economy 
over  $7  billion  in  medical  care  and  lost  wages.  A  6.5%  increase  in  the  budget  of  the  NIAMS 
would  translate  into  an  appropriation  of  $258  million  -  less  than  2%  of  the  costs  of  skin 
disease. 

According  to  NIAMS,  opportunities  exist  in  several  areas  of  basic  research  that  should  be 
pursued,  but  will  not  bear  fruit  because  of  the  threat  of  real  cuts  to  NIAMS  and  to  the  NIH  as  a 
whole.  A  breakthrough  in  the  area  of  nonhealing  wounds  would  provide  relief  to  thousands  of 
patients  and  to  our  economy.  A  recent  NIAMS  workshop  on  wound  healing  identified  new 
avenues  for  research  in  this  area.  Improvements  in  our  understanding  of  how  the  skin  heals 
itself  would  improve  the  lives  of  patients  suffering  from  epidermolysis,  pemphigus,  and  other 
blistering  skin  diseases;  it  would  reduce  the  amount  of  money  spent  each  year  by  the  Medicare, 
Medicaid  and  private  insurers  for  the  treatment  of  pressure  ulcers  in  the  bed-ridden  elderly  and 
disabled;  it  would  decrease  the  convalescence  time  of  individuals  with  burns  and  injuries  as  well 
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as  surgical  patients. 

Basic  clinical  research  in  melanoma  and  nonmelanoma  skin  cancers  must  also  be  supported. 
The  incidence  of  skin  cancer  continues  to  increase  at  an  alarming  rate,  much  faster  than  for  any 
other  cancer.  About  1  million  new  cases  of  skin  cancer  will  be  diagnosed  in  the  United  States 
this  year.  It  is  not  only  the  most  prevalent  form  of  cancer,  but  skin  cancer  also  outnumbers  all 
other  cancers  (breast,  lung,  etc)  combined.  In  1 930,  the  incidence  of  malignant  melanoma,  the 
most  virulent  form  of  skin  cancer,  was  one  person  in  1 ,500.  In  1 996,  the  incidence  of 
malignant  melanoma  will  increase  1 2%  from  1 995.  Nearly  one  in  every  six  Americans  afflicted 
with  malignant  melanoma,  about  7,300,  will  die  this  year  from  this  deadly  cancer. 

Recent  breakthroughs  in  understanding  moles,  how  the  skin  responds  to  damaging  UV 
radiation  (from  all  sources),  the  discovery  of  cytokines,  as  well  as  the  discovery  of  genetic  links  to 
the  development  of  melanoma  provide  new  opportunities  for  us  to  learn  about  how  to  better 
combat  skin  cancer.  A  increase  of  6.5%  would  provide  continued  funding  for  the  National 
Cancer  Institute's  (NCI)  efforts  to  develop  a  vaccine  against  melanoma.  A  recent  clinical  trial  of 
a  melanoma  vaccine  conducted  by  the  NCI  demonstrated  the  potential  benefits  of  vaccine 
therapy  by  inducing  patients  to  manufacture  cancer-killing  cytotoxic  T  lymphocytes  and  reducing 
the  size  of  the  cancer.  Clearly,  vaccine  research  has  shown  promise,  but  additional  research  is 
warranted. 

The  Academy  also  supports  adequate  funding  for  the  National  Institute  for  Allergy  and  Infectious 
Diseases  (NIAID).  Many  skin  diseases  are  due  to  immunologic  or  allergic  disorders. 
Collaborative  efforts  between  the  NIAID  and  NIAMS  may  lead  to  important  breakthroughs  in  our 
understanding  of  how  the  immune  system  functions  and  why  is  may  not  work.  Advances  in  our 
understanding  of  autoimmune  disease  is  very  important  to  those  patients  suffering  from  skin 
and  connective  tissue  diseases  such  as  scleroderma,  alopecia  areata,  dermatomyositis,  vitiligo 
and  others. 

Members  of  the  American  Academy  of  Dermatology  remain  actively  involved  in  the  care  and 
treatment  of  patients  with  sexually  transmitted  diseases  (STDs).  The  Academy  is  concerned 
about  the  still  high  levels  of  STDs  in  our  country  and  supports  continued  research  by  the  NIAID 
on  STDs,  including  HIV,  the  virus  that  causes  AIDS.  As  part  of  this  effort,  the  Academy  is  very 
supportive  of  the  NIAID  program  to  develop  topical  microbicides. 

As  the  skin  is  our  first  defense  against  disease  and  toxins  in  the  environment,  the  Academy 
supports  an  increase  for  the  National  Institute  of  Environmental  Health  Sciences  (NIEHS).  Our 
specialty  has  taken  the  lead  on  environmental  hazards  that  effect  the  skin  -  at  home  and  at 
work.  The  effects  of  the  deteriorating  environment  on  our  skin,  occupational  skin  disease  and 
exposure  to  UV  radiation  in  the  workplace  are  of  great  concern  to  the  Academy.  Increased 
funding  for  the  NIEHS  will  allow  expanded  research  on  toxins  and  their  effects  in  the  workplace. 
As  occupational  skin  disease  is  one  of  the  ten  leading  work-related  disorders,  a  better 
understanding  of  the  interaction  of  chemicals  with  the  human  skin  would  have  a  positive  impact 
on  our  economy. 

The  work  of  the  National  Institute  on  Aging  is  also  important.  Understanding  the  mechanism  of 
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skin  aging,  including  photoaging,  is  very  important  to  the  health  and  well-being  of  our  rapidly 
aging  population.  This  knowledge  would  be  useful  in  encouraging  more  efficient  wound  healing 
in  the  elderly. 

The  Academy  is  very  encouraged  oy  the  level  of  commitment  of  the  Center  for  Disease  Control 
and  Prevention  to  reducing  the  incidence  of  skin  cancer.  Last  year,  the  CDC  called  the  incidence 
of  skin  cancer  an  "undeclared  epidemic,"  and  we  heartily  agree.  To  date,  five  states  (Arizona, 
California,  Georgia,  Hawaii,  and  Massachusetts)  are  working  to  educate  young  children  and 
their  caregivers  about  sun  protection  and  skin  cancer  prevention. 

Skin  cancer  is  preventable.  A  determined  public  health  effort  of  prevention,  education  and  early 
detection,  combined  with  basic  medical  research  into  the  mechanisms  of  skin  cancer,  will 
reduce  the  incidence  of  skin  cancer  and  skin  cancer-related  deaths.  The  Academy  believes  that 
this  important  skin  cancer  prevention  program  should  receive  a  fiscal  year  1 997  appropriation 
of  $1 .8  million.  With  additional  resources  the  CDC  will  be  able  to  enhance  its  National  Skin 
Cancer  Prevention  Education  program,  the  CDC  will  be  able  to  increase  health  communication 
efforts  with  its  national  partners  to  inform  the  public  about  healthy  sun  behaviors,  strengthen 
professional  education  activities  to  enhance  the  knowledge  and  skills  of  health  care  providers  in 
the  areas  skin  cancer  prevention,  disseminate  school  health  guidelines  related  to  skin  cancer 
prevention,  and  monitor  behavioral  risk  factors  for  skin  cancer. 

Mr.  Porter  and  members  of  the  Subcommittee,  I  appreciate  your  attention  and  the  opportunity 
you  have  given  the  American  Academy  of  Dermatology,  today. 
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Mr.  Porter.  Dr.  Anhalt,  thank  you  very  much  for  your  testi- 
mony. We  do  appreciate  the  fact  that  many  of  your  colleagues  from 
Georgetown  and  from  Johns  Hopkins  and  other  medical  institu- 
tions nearby  come  to  testify  and  provide  their  expertise  to  the  sub- 
committee. And  we  very  much  appreciate  your  coming  here  today 
to  join  us  and  to  do  that. 

Dr.  Anhalt.  It's  my  honor. 

Mr.  Porter.  Thank  you  so  much. 


Tuesday,  March  5,  1996. 

WITNESS 

RUSSELL  P.  HALL,  in,  M.D.,  ASSOCIATION  OF  PROFESSORS  OF  DER- 
MATOLOGY 

Mr.  Porter.  Russell  P.  Hall,  III.,  M.D.,  Associate  Professor  of 
Dermatology,  Duke  University  Medical  Center,  representing  the 
Association  of  Professors  of  Dermatology. 

Dr.  Hall? 

Dr.  Hall.  Thank  you,  Mr.  Chairman  and  members  of  the  sub- 
committee. 

My  name  is  Russell  Hall,  and  I  am  an  Associate  Professor  of  Der- 
matology at  Duke  University  Medical  Center  in  Durham,  North 
Carolina.  And  today  I  represent  the  Association  of  Professors  of 
Dermatology. 

I  would  like  to  start  by  first  thanking  the  members  of  the  com- 
mittee, and  especially  Chairman  Porter,  for  the  continued  support 
of  the  programs  of  the  National  Institutes  of  Health.  This  support 
has  been  greatly  appreciated.  And  it  is  clear,  without  your  legisla- 
tive experience  and  commitment  to  biomedical  research,  I  do  not 
believe  that  the  NIH  would  currently  be  funded  through  the  end 
of  this  fiscal  year.  For  this,  we  are  very  grateful. 

We  also  share  your  concerns  about  the  fiscal  health  of  the  Fed- 
eral Government  and  appreciate  the  need  to  look  carefully  at  each 
aspect  of  the  Federal  budget.  These  concerns,  however,  make  it 
even  more  important  that  we  all  are  certain  that  the  investments 
made  by  the  Federal  Government  provide  a  cost  effective,  long 
term  benefit  to  the  American  public. 

I  would  suggest  to  you  today  that  the  Federal  dollars  used  for 
biomedical  research  in  general  and  for  the  NIH  specifically  rep- 
resent an  especially  good  investment  in  the  long  term  health  and 
welfare  of  our  country.  Furthermore,  as  researchers  and  teachers, 
the  professors  of  dermatology  are  very  concerned  that  budget  cuts 
to  the  NIH  will  not  only  harm  our  research  effort  in  the  short  term, 
but  also  harm  the  health  of  our  patients  for  years  to  come. 

One  in  three  Americans  suffer  with  a  serious  skin  disease  that 
costs  over  $7  billion  a  year  to  the  United  States.  In  addition,  the 
skin  is  the  major  organ  which  protects  us  from  our  environment 
and  represents  a  mirror  of  many  systemic  diseases.  We  are  cur- 
rently poised  at  the  brink  of  an  exciting  new  age  of  dermatology, 
during  which  rapid  advances  in  the  understanding  of  skin  biology 
and  the  pathogenesis  of  skin  diseases  will  afford  new,  exciting 
treatments  of  skin  disease  for  our  patients.  It  is  very  critical  that 
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we  not  lose  the  momentum  of  the  previous  decades  of  NIH  funded 
research. 

Much  of  the  skin  disease  research  conducted  at  the  NIH  is  done 
by  the  National  Institute  of  Arthritis,  Musculoskeletal  and  Skin 
Disease,  or  NIAMS.  The  NIAMS  research  agenda  is  very  broad  and 
encompasses  a  wide  number  of  diseases  affecting  the  joints,  bones, 
muscles,  skin  and  connective  tissue  diseases.  These  diseases  cost 
over  $133  billion  annually,  and  it  is  expected  to  increase  as  our 
population  ages. 

We  support  a  6.5  percent  increase  in  the  budget  of  NIAMS, 
which  would  provide  an  annual  appropriation  of  $258  million,  less 
than  2  percent  of  our  annual  expenditures  for  skin  disease.  With- 
out adequate  funding,  many  promising  new  areas  of  research  will 
not  be  continued,  and  opportunities  to  relieve  pain  and  suffering 
will  be  delayed. 

There  are  a  number  of  opportunities  in  basic  research  which 
need  to  be  explored.  I  would  like  to  bring  a  few  of  them  to  your 
attention  today.  We  have  seen  exciting  advances  in  our  under- 
standing of  the  role  of  sunlight  in  the  suppression  of  our  immune 
response  and  in  the  development  of  skin  cancers.  These  advances 
offer  important  clues  to  develop  novel  strategies  to  prevent  skin 
cancer. 

We  have  new  knowledge  regarding  the  genetics  of  malignant 
melanoma,  which  is  the  most  virulent  form  of  skin  cancer.  This  ge- 
netic information  will  allow  us  to  develop  new  strategies  to  develop 
preventive  ways  to  treat  these  patients  and  figure  out  who  are  the 
most  susceptible  members  of  our  population. 

Finally,  severe  skin  disease  offers  a  promising  target  for  gene 
therapy,  which  can  control  the  very  severe  inherited  skin  diseases, 
such  as  epidermolysis  bullosa,  which  you  will  hear  about  later 
today.  These  are  but  a  few  of  the  many  exciting  and  promising  are- 
nas of  skin  research  funded  by  NIAMS  which  are  now  ready  to 
bear  fruit  for  our  patients. 

All  of  these  advances  in  basic  science  have  resulted  in  direct  im- 
provement in  the  health  of  our  patients  through  clinical  research 
which  brings  the  work  from  the  laboratory  bench  to  the  patient's 
bedside.  Clinical  research  is  very  important  at  the  NIH  and  has 
been  plagued  by  underfunding.  Since  the  inception  of  NIAMS,  this 
committee  has  voiced  its  concerns  about  the  lack  of  attention  to 
both  intra  and  extramural  clinical  research,  and  recently  NIAMS 
has  added  an  intramural  program  in  dermatology. 

Adequate  support  for  NIAMS  and  its  clinically  relevant  research 
is  critical  to  the  breakthroughs  in  basic  skin  research  to  reach  our 
patients.  Finally,  funding  for  basic  and  clinical  research  will  be  un- 
necessary without  the  continuing  nurturing  of  future  researchers. 
A  diverse  base  of  scientific  talent  is  needed  to  ensure  the  future 
survival  of  NIH,  academia  and  industry.  The  ability  to  educate  the 
next  generation  of  scientists  must  remain  a  national  priority. 

As  a  teacher  and  a  researcher,  I  can  address  directly  to  the 
steady  decline  in  the  numbers  of  physicians  who  elect  research  ca- 
reers. The  training  of  physician  scientists  has  proven  to  be  one  of 
our  most  productive  ways  to  integrate  basic  and  clinical  research. 
Physician  scientists  are  our  best  hope  of  translating  the  numerous 
advances  in  molecular  biology  to  the  patient's  bedside. 
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The  development  of  new  physician  scientists  must  remain  a  high 
priority  for  biomedical  research.  Our  Nation's  biomedical  research 
effort  is  a  complex,  balanced  system  which  synergizes  contributions 
made  by  universities,  industry  and  Government,  and  has  allowed 
us  to  lead  the  world  in  biomedical  research.  More  U.S.  citizens  are 
recipients  of  Nobel  prizes  in  medicine  and  physiology  than  any 
other  country,  and  it  is  no  surprise  that  our  Nobel  winners  benefit 
greatly  from  the  support  of  the  NIH. 

In  conclusion,  I  want  to  thank  you  for  your  continued  support  of 
the  NIH  and  urge  that  you  maintain  this  strong  commitment  and 
support  the  NIH  in  an  appropriation  of  $258  million  for  NIAMS. 

Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee: 

My  names  is  Dr.  Russell  Hall,  III.  I  am  an  associate  professor  of  dermatology  at  the  Duke 
University  Medical  Center.  Today,  I  represent  the  Association  of  Professors  of  Dermatology. 

I  would  like  to  start  by  thanking  the  members  of  this  subcommittee  and  especially  Chairman 
John  Porter.  Your  continued  support  of  the  programs  of  the  National  Institutes  of  Health  (NIH) 
is  greatly  appreciated.  Without  your  legislative  experience  and  commitment  to  biomedical 
research,  Mr.  Porter,  I  do  not  believe  that  the  NIH  would  not  currently  be  funded  through  the 
end  of  the  fiscal  year. 

I  am  very  aware  of  your  concerns  about  the  fiscal  health  of  the  federal  government  As  a 
taxpayer,  I  am  also  concerned  and  appreciate  the  need  to  look  carefully  at  each  aspect  of  the 
federal  budget  These  concerns,  however,  make  it  even  more  important  that  we  all  are  certain 
that  the  investments  made  by  the  federal  government  provide  a  cost  effective  long  term  benefit 
to  the  American  public.  I  would  suggest  to  you  today  that  the  federal  dollars  used  in  biomedical 
research,  in  general  and  in  the  NIH  specifically,  represent  an  especially  good  investment  in  the 
long  term  health  and  welfare  of  our  country.  Furthermore,  as  researchers  and  teachers,  the 
Professor  of  Dermatology  are  very  concerned  that  the  budget  cuts  to  the  NIH  may  harm  our 
research  effort  not  only  in  the  short  term,  but  for  years  to  come. 

One  in  three  Americans  suffer  with  a  serious  skin  disease  and  this  year  over  $7  billion  will  be 
expended  in  the  United  States  as  a  result  of  these  diseases.  In  addition,  the  skin  is  the  major 
organ  which  protects  us  from  our  environment  and  represents  a  mirror  of  many  systemic 
diseases.  We  are  currently  poised  at  the  brink  of  an  exciting  new  age  of  dermatology  during 
which  rapid  advances  in  the  understanding  of  skin  biology  and  the  pathogenesis  of  skin  diseases 
will  afford  new  and  exciting  therapy.  It  is  critical  that  we  not  lose  the  scientific  momentum  of  the 
previous  decades  of  NIH  funded  research. 

Much  of  the  skin  disease  research  conducted  at  the  NIH  is  done  by  the  National  Institute  of 
Arthritis,  Musculoskeletal  and  Skin  Diseases  (NIAMS).  The  NIAMS  research  agenda  is  very 
diverse.  It  supports  basic  and  clinical  research  encompassing  a  astonishing  number  of 
diseases  affecting  the  three  largest  organ  systems  in  the  body.  The  debilitating  diseases  of  the 
joints,  bones,  muscle,  skin  and  connective  tissue  affect  millions  of  Americans  and  cost  this 
country  $1 33  billion  annually  in  medical  care  and  lost  wages.  As  our  population  ages,  this 
number  is  expected  to  increase  significantly. 

A  6.5%  increase  in  the  budget  of  NIAMS  would  provide  an  annual  appropriation  in  fiscal  year 
1 997  of  $258  million  -  less  than  2%  of  our  annual  expenditure  for  skin  disease.  Without 
adequate  funding,  many  promising  new  areas  of  research  will  not  be  able  to  be  funded  and 
opportunities  to  relieve  the  pain  and  suffering  of  patients  and  their  families  will  be  delayed. 
There  are  a  number  of  immediate  opportunities  in  basic  research  in  the  biology  of  the  skin  and 
skin  disease  which  we  need  to  continue  pursuing  over  the  coming  year. 

Recent  advances  in  the  genetics  of  autoimmune  diseases  provides  exciting  hope  for  new 
therapeutic  interventions  in  these  chronic  debilitating  conditions.  Lupus  erythematosus  is  one 
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example  of  such  an  autoimmune  disease.  Lupus  effects  500,000 Americans  with  an  increased 
frequency  in  women  in  their  child-bearing  years.  This  is  a  chronic,  debilitating  disease  which  can 
be  fatal,  enormously  costly  and  in  which  skin  disease  is  very  common.  Recent  research  has 
identified  several  genes  which  may  make  women  more  susceptible  to  lupus.  In  addition,  animal 
models  of  lupus  have  revealed  other  genes  which  may  play  an  important  role  in  the 
pathogenesis  of  this  disease.  Over  the  next  decade,  expanding  on  these  findings  offers  the  real 
hope  of  novel  new  therapeutic  interventions  for  this  severe  disease. 

Skin  diseases  also  offer  an  important  potential  target  for  the  utilization  of  gene  therapy.  Recent 
research  has  clearly  defined  the  genetic  defect  in  many  forms  of  the  severe,  debilitating  skin 
disease,  epidermolysis  bullosa  (EB).  As  Dana  Marquardt  of  DEBRA  of  America  will  tell  you,  this 
is  a  devastating  skin  disease  and  we  are  very  hopeful  that  gene  therapy  will  soon  be  available  for 
these  patients. 

Another  important  example  of  the  role  of  biomedical  research  in  understanding  skin  disease  is 
represented  by  recent  findings  regarding  the  role  of  sunlight  in  skin  cancer  and  in  the 
suppression  of  the  immune  system.  Skin  cancer  is  growing  in  epidemic  proportions  with  over  1 
million  new  cases  of  nonmelanoma  skin  cancer  being  diagnosed  this  year.  Sunlight  is  clearly  the 
major  cause  of  skin  cancer  and  can  also  induce  immune  suppression  in  patients.  Recent 
findings  by  researchers  funded  by  NIAMS  has  determined  that  a  cell-derived  chemical,  IL-1 2, 
can  inhibit  sunlight  induced  suppression  of  the  immune  system.  We  are  hopeful  that  this  may 
lead  to  novel  new  ways  to  treat  and  perhaps  prevent  skin  cancers  associated  with  sunlight 

We  have  also  noted  important  advances  in  our  understanding  of  one  of  the  most  virulent  forms 
of  skin  cancer,  malignant  melanoma.  Malignant  melanoma  accounts  for  only  about  4%  of  skin 
cancer  cases  in  the  United  States,  but  for  more  than  60%  of  the  deaths  from  skin  cancer. 
There  will  be  over  38,300  new  cases  of  malignant  melanoma  in  1 996  (a  1 2%  increase  over 
1 995  levels)  and  7,300  deaths.  Malignant  melanoma  is  the  leading  cancer  in  young  women  in 
their  20's  and  is  second  only  to  breast  cancer  for  women  in  their  30's. 

Significant  advances  in  the  understanding  of  malignant  melanoma  has  occurred  over  the  last 
decade,  including  the  identification  of  the  genetic  marker  for  patients  with  a  particular  form  of 
unusual  nevi  and  strong  family  histories  of  melanoma.  These  and  other  advances  offer  great 
hope  of  being  able  to  identify  those  individuals  at  high  risk  for  this  very  aggressive  cancer  and 
intervene  early  in  life  to  prevent  the  development  of  melanoma. 

These  advances  in  basic  science  have  resulted  in  direct  improvement  in  the  health  of  our 
patients  through  clinical  research,  which  brings  the  work  from  the  laboratory  bench  to  the 
bedside.  Clinical  research  is  a  very  important  mission  of  the  NIH  that  has  been  plagued  by 
underfunding.  Since  the  inception  of  NIAMS,  this  committee  has  voiced  its  concerns  about  the 
lack  of  attention  to  both  intra  and  extramural  clinical  research.  Recently,  NIAMS  created  an 
intramural  program  in  dermatology.  Adequate  support  for  NIAMS  is  necessary  for  the 
breakthroughs  in  basic  skin  disease  research  to  reach  the  patient 

Funding  for  basic  and  clinical  research  will  be  unnecessary,  however,  without  the  continued 
nurturing  of  future  researchers.  A  diverse  base  of  scientific  talent  is  needed  to  ensure  the 
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future  survival  of  the  NIH,  academia  and  industry  and  the  ability  to  educate  the  next  generation 
of  scientists  must  remain  a  national  priority. 

As  a  professor  and  a  researcher,  I  can  attest  to  the  steady  decline  in  the  number  of  physicians 
who  elect  research  careers.  The  training  of  physician-scientists  has  proven  to  be  one  of  our 
most  productive  ways  to  integrate  basic  and  clinical  research.  Physician-scientists  are  our  best 
hope  of  translating  the  numerous  advances  based  in  molecular  biology  to  the  bedside.  A  recent 
study  by  the  Institute  of  Medicine  recommends  that  the  Medical  Scientist  Training  Program 
(MSTP)  should  be  expanded. 

Our  nation's  biomedical  research  effort  is  a  complex,  balanced  system  which  synergizes 
contributions  made  by  universities,  industry  and  government.  Our  nation's  biomedical  research 
complex  has  allowed  us  to  lead  the  world  in  biomedical  research.  More  U.S.  citizens  are 
recipients  of  Nobel  Prizes  in  Medicine  and  Physiology  than  any  other  country.  It  is  no  surprise 
that  our  Nobel  winners  have  benefitted  from  support  from  the  NIH. 

I  urge  you  to  maintain  your  commitment  to  the  NIH  in  fiscal  year  1 997,  and  request  an 
appropriation  of  $258  million  for  the  NIAMS. 
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Mr.  Porter.  Dr.  Hall,  thank  you  for  your  good  testimony. 

Each  year  becomes  a  little  more  difficult  than  the  previous  one 
when  you're  trying  to  bring  a  budget  into  balance.  And  we  will  be 
forced  even  more  greatly  than  last  year  to  choose  priorities.  So  it's 
very  important  that  you  and  your  colleagues  are  here  to  tell  us  of 
the  importance  of  these  priorities,  and  we  thank  you  for  your  testi- 
mony. 

Dr.  Hall.  Thank  you  very  much. 


Tuesday,  March  5,  1996. 

WITNESS 

BLANCHE  W.  WINE,  NATIONAL  PSORIASIS  FOUNDATION 

Mr.  Porter.  Blanche  W.  Wine,  Volunteer,  National  Psoriasis 
Foundation. 

Ms.  Wine.  Mr.  Chairman  and  members  of  the  Appropriations 
Subcommittee,  my  name  is  Blanche  Wine,  and  I  am  here  as  a  vol- 
unteer advocate  for  my  daughter,  Lara,  and  the  5  million  American 
children  and  adults  who  are  battling  psoriasis,  a  chronic,  debilitat- 
ing skin  disease.  To  date,  these  millions  of  psoriasis  victims  face  a 
lifetime  combatting  this  disease.  Psoriasis  victims  spend  $1.6  bil- 
lion annually  on  treatments  that  are  either  ineffective  or  offer 
short  term  relief. 

As  a  parent  of  a  child  suffering  from  psoriasis,  I  can  offer  you 
an  intimate  view  of  the  pain,  the  frustration  of  enduring  many  in- 
effective treatments,  the  sense  of  hopelessness,  and  too  often,  the 
emotional  scarring  that  psoriasis  sufferers  experience  for  most  of 
their  lives. 

I  vividly  recall  incidents,  there  were  times  when  she  was  asked 
to  leave  friends'  homes,  she  was  humiliated  by  being  thrown  out 
of  swimming  pools,  the  stares  and  comments  about  contagion  made 
a  trip  to  the  supermarket  a  disastrous  experience.  Many  other  pso- 
riasis victims  have  voiced  similar  instances,  in  addition  to  loss  of 
jobs,  being  in  places  where  no  one  will  "see"  them,  and  strangers 
as  well  as  co-workers  keeping  their  distance.  This  idea  of  contagion 
has  grabbed  the  country's  attention. 

Of  all  the  various  types  of  psoriasis,  none  are  contagious.  It  is 
an  inherited  condition.  And  to  date,  at  least  one  of  the  genes  re- 
sponsible for  psoriasis  has  been  identified.  Some  types  of  psoriasis 
are  more  severe,  requiring  hospitalization,  costly,  painful  treat- 
ment, and  even  the  development  of  psoriatic  arthritis. 

I  must  add  one  note.  My  daughter,  Lara,  has  decided,  she's  20 
years  old,  to  play  women's  rugby  for  the  Harvard  team,  much  to 
my  dismay.  She  broke  her  nose  twice  and  never  left  the  game.  She 
had  severe  leg  injury  and  still  stayed  in  the  game.  Not  too  smart. 
The  only  time  she  ever  left  a  game  of  her  own  accord  was  when 
her  psoriasis  was  so  severe  that  having  it  hit  and  scratched  caused 
more  pain  than  all  of  these  combined. 

It  truly  is,  the  facts  are,  that  psoriasis  is  chronic  and  often  unre- 
lenting. The  incidence  of  severity  throughout  one's  life  is  unpredict- 
able. Most  treatments  are  successful  for  only  a  relatively  short  pe- 
riod of  time,  for  some  people.  Through  my  affiliation  with  the  Na- 
tional Psoriasis  Foundation,  I  have  learned  that  far  too  many  psori- 


669 


asis  patients  have  not  been  able  to  find  or  afford  treatment.  Insur- 
ance reimbursement  for  treatment  in  recent  years  has  become  far 
more  difficult  and  costly  for  most  people  to  obtain. 

However,  the  breakthroughs  in  psoriasis  research  in  just  the  past 
few  years  have  been  astounding.  We  are  on  the  verge  of  finding  ef- 
fective treatments  and  possibly  a  cure.  For  those  of  us  whose  lives 
have  been  so  dramatically  altered,  there  is  a  great  deal  of  hope  for 
the  future.  Research  efforts  of  NTH  and  NIAMS  have  done  much 
to  improve  the  treatment  of  psoriasis  and  many  other  diseases  for 
which  it  is  responsible. 

The  technology  is  poised  for  further  advances.  But  it  requires  a 
source  of  constant  funding.  A  modest  investment  in  NIAMS  now 
will  offer  improvements  in  treatment  and  even  a  cure  for  psoriasis, 
and  will  offer  the  potential  to  greatly  reduce  the  $1.6  million  spent 
annually  on  psoriasis.  The  savings  to  both  the  public  and  Govern- 
ment include  reduced  costs,  treatment  costs,  reduced  social  secu- 
rity, other  disability  claims  and  reduced  lost  work  days. 

We  urge  you  to  approve  an  increase  of  6.5  percent  to  $258  mil- 
lion for  NIAMS  for  the  fiscal  year  1997.  This  budget  would  effec- 
tively enable  NIAMS  to  support  research  grants,  conduct  urgently 
needed  new  clinical  trials  and  greatly  expand  research  programs 
underway.  NIAMS  well  deserves  to  be  funded  at  this  level.  This  in- 
crease will  have  a  significant  benefit  for  the  millions  of  Americans 
who  are  affected  by  diseases  like  psoriasis  under  the  purview  of 
NIAMS. 

In  closing,  I  would  like  to  thank  Representative  John  Porter  for 
his  Herculean  efforts  on  behalf  of  the  NIH  research,  and  the  sub- 
committee for  your  thoughtful  consideration. 

Thank  you. 

[The  prepared  statement  follows:] 
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TESTIMONY  RELATING  TO  THE  BUDGET  OF  THE 
NATIONAL  INSTITUTES  OF  HEALTH 
AND 

NATIONAL  INSTITUTE  OF  ARTHRITIS,  MUSCULOSKELETAL 
AND  SKIN  DISEASES 


National  Psoriasis  Foundation  Volunteer  Advocate 
Blanche  W  Wine 
8601  Carlynn  Drive 
Bethesda,  Maryland  20817 
(301)  229-2946 

March  1,  1996 


Mr.  Chairman  and  Members  of  the  Appropriations  Subcommittee: 

My  name  is  Blanche  Wine.  I  am  writing  as  a  volunteer  advocate  for  my  daughter  and 
the  5,000,000  American  children  and  adults  who  are  battling  psoriasis  -  a  chronic,  debilitating  skin 
disease.  To  date,  these  millions  of  psoriasis  victims  face  a  lifetime  combatting  this  disease,  unless 
a  cure  or  more  effective  treatments  are  found  unless  funding  is  provided. 

For  too  long,  the  disease  of  psoriasis  has  been  trivialized  by  that  well-known 
commercial  that  asks  "Do  you  suffer  from  the  heartbreak  of  psoriasis0"  How  many  of  us  grew  up 
believing  that  if  you  have  psoriasis  you  can  simply  use  an  over-the-counter  shampoo  and  those 
unsightly  flakes  will  go  away9  (If  that  were  true,  psoriasis  victims  would  not  be  spending  $1.6 
billion  annually  on  treatment.) 

As  a  parent  of  a  child  suffering  from  psoriasis,  I  can  offer  you  an  intimate  view  of 
the  pain,  the  frustration  of  enduring  many  ineffective  treatments,  the  sense  of  hopelessness,  and,  too 
often,  the  emotional  scarring  that  psoriasis  sufferers  experience  for  most  of  their  lives. 

I  vividly  recall  an  incident  that  occurred  twelve  years  ago  when  our  daughter,  Lara, 
was  eight  years  old.  She  had  just  been  diagnosed  as  having  guttate  psoriasis  that  covered  60%  of 
her  body  Lara  came  home  sobbing  uncontrollably  because  she  had  been  humiliated  and  booted  out 
of  her  best  friend's  home  by  a  real  estate  agent  who  was  showing  the  house  to  a  prospective  buyer. 
"I  tried  to  tell  them  it  was  psoriasis,"  Lara  recounted  in  between  sobs,  "but  the  man  there  said  I 
looked  contagious.  The  lady  yelled  at  me  to  go  home."  The  agent  and  buyer  had  taken  one  horrified 
look  at  the  ugly  red,  scaling  patches  of  psoriasis  on  Lara's  arms  and  legs  and  assumed  that  she  had 
a  disgustingly  contagious  disease.  There  were  times  when  she  was  asked  to  leave  the  swimming 
pool.  Many  other  psoriatics  have  voiced  similar  incidents;  in  addition  to  loss  of  jobs,  being  placed 
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in  positions  where  no  one  will  "see"  them,  and  with  strangers,  as  well  as  friends,  "keeping  their 
distance."  Of  all  the  various  types  of  psoriasis,  none  are  contagious. 

I  think  about  my  naivete  in  those  early  years.  These  incidents  were  among  many  Lara 
was  to  experience  throughout  the  years.  The  comments  and  the  stares  of  people  became  secondary 
to  the  real  trauma  she  would  suffer  spending  countless  hours  soaking  in  tar  baths,  many  more 
applying  various  topical  steroid  creams,  even  more  hours  painstakingly  applying  a  medicated  oil  to 
her  scalp,  and  still  hundreds  of  additional  hours  in  light  therapy  treatments.  All  this  occurred  before 
she  reached  her  twelfth  birthday.  The  majority  of  these  treatments  were  unsuccessful  in 
controlling/clearing  the  psoriatic  patches  on  my  daughter's  skin.  This  "trial  and  failure"  treatment 
scenario,  is  a  familiar  one  for  most  people  afflicted  with  psoriasis. 

The  facts  are  that  psoriasis  is  chronic  and  often  unrelenting,  the  incidence  of  severity 
throughout  one's  life  is  unpredictable,  and  some  treatments  are  successful  for  relatively  short  periods 
of  time  for  some  people.  (One  effective  treatment  for  a  significant  number  of  psoriasis  victims  is 
exposure  to  summer  sunlight.  Ironically,  one  study  reported  that  72%  of  the  psoriasis  patients 
surveyed  avoided  swimming  and  shunned  sunbathing  to  avoid  showing  their  disfigured  skin.) 

Through  our  affiliation  with  the  National  Psoriasis  Foundation,  we  learned  that  our 
family's  experience  with  psoriasis  has  not  been  as  physically  and  emotionally  debilitating  as  that  of 
hundreds  of  thousands  of  other  victims.  To  date,  my  daughter  has  never  been  hospitalized  as  have 
so  many  others.  She  has  not  developed  psoriatic  arthritis.  We  have  been  fortunate  to  live  in  the 
Washington,  D  C.  area  where  we  eventually  found  caring  and  knowledgeable  treatment.  We  are 
indeed  grateful  that  we,  along  with  our  health  insurance,  have  been  able  to  bear  the  enormous  cost 
of  the  medications,  doctor's  fees,  and  treatments.  Yet,  far  too  many  psoriasis  patients  are  not  so 
fortunate  in  being  able  to  find  or  afford  treatment  which  might  give  them  some  degree  of  relief. 
Insurance  reimbursement  for  treatments,  in  recent  years,  has  become  far  more  difficult  for  many 
people  to  attain. 

Recent  research  has  identified  several  of  the  genetic  components  of  this  inherited 
condition.  Scientists  have  even  identified  parts  of  the  mechanism(s)  that  occur  when  a  person 
develops  psoriatic  lesions.  The  breakthroughs  in  psoriasis  research,  in  just  the  past  few  years,  have 
been  astounding!  We  are  on  the  verge  of  finding  effective  treatments  and  possibly  a  cure. 

For  those  of  us  whose  lives  have  been  so  dramatically  altered,  there  is  a  great  deal 
of  hope  for  the  future.  The  excellent  research  efforts  of  NTH  and  NIAMS  have  shown  us  that 
effective  treatment  and  a  cure  for  psoriasis  is  within  our  reach.  In  the  few  short  years  since  it  was 
founded,  NIAMS  has  done  much  to  improve  the  treatment  of  psoriasis  and  the  many  other  diseases 
for  which  it  is  responsible.  We  have  all  been  amazed  in  recent  months  by  the  significant  advances 
and  discoveries  in  the  area  of  genetic  research.  The  technology  is  poised  to  further  these  advances, 
but  it  requires  a  constant  source  of  funding.  The  requested  funding  is  needed  to  permit  NIAMS  to 
further  its  research  and  adequately  disseminate  its  findings  to  health  care  providers  throughout  the 
Nation. 
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We  know  that  a  modest  investment  in  NIAMS  now  will  pay  enormous  personal, 
public  health  and  other  economic  benefits  down  the  road.  Improvements  in  treatment  or  a  cure  for 
psoriasis  offer  the  potential  to  reduce  greatly  the  $1 .6  billion  spent  annually  on  psoriasis. 

Such  improvements  will  not  only  benefit  the  over  5,000,000  American  children  and 
adults  now  suffering  with  this  chronic  disease  but  will  also  help  the  150,000  new  cases  diagnosed 
annually.  The  economic  savings  would  be  especially  large  because  most  new  cases  affect  young 
Americans,  those  in  their  twenties  or  younger.  Of  these  new  cases,  over  10,000  each  year  are  in 
children  under  the  age  of  ten.  The  savings  to  both  the  public  and  the  government  include  reduced 
treatment  costs,  reduced  Social  Security  and  other  disability  claims  and  reduced  lost  work  days. 

We  urge  you  to  approve  an  increase  of  6.5%  to  $258  million  for  NIAMS  for  FY  97. 
This  budget  would  effectively  enable  NIAMS  to  support  more  meritorious  research  grants  (30% 
success  rate),  provide  more  research  training  and  career  development  for  future  investigators, 
conduct  urgently  needed  new  clinical  trials  and  expand  the  intramural  research  programs  currently 
underway.  As  an  Institute,  NIAMS  well  deserves  to  be  funded  at  the  same  level  as  the  other 
important  Institutes  of  the  NIH.  This  increase  will  have  significant  health  and  socioeconomic 
benefits  for  the  millions  of  Americans  who  are  affected  by  diseases,  like  psoriasis,  under  the  purview 
of  NIAMS.  In  closing,  I  would  like  to  thank  Representative  John  Porter  for  his  Herculean  efforts 
on  behalf  of  NIH  research,  and  the  Subcommittee  members,  for  your  thoughtful  consideration. 


-  3  - 


673 


Mr.  Porter.  Ms.  Wine,  thank  you  very  much  for  your  good  testi- 
mony. 

I  would  remind  our  witnesses  that  Ms.  Pelosi  and  I  have  exactly 
five  minutes  of  concentration.  And  we  have  to  stay  on  our  schedule. 
So  please,  everyone,  stay  within  your  five  minute  limit. 


Tuesday,  March  5,  1996. 

WITNESS 

MIRIAM  FEDER,  COALITION  OF  PATIENT  ADVOCATES  FOR  SKIN  DIS- 
EASE RESEARCH 

Mr.  Porter.  Miriam  Feder,  Vice  Chairman,  representing  the  Co- 
alition of  Patient  Advocates  for  Skin  Disease  Research. 

Ms.  Feder.  I  ask  the  Chairman  that  my  written  testimony  be 
made  part  of  the  record,  please. 

Mr.  Porter.  Yes,  it  will  be.  Thank  you. 

Ms.  Feder.  Mr.  Chairman,  members  of  the  subcommittee,  my 
name  is  Miriam  Feder.  I  am  the  Vice  Chairman  of  the  Coalition  of 
Patient  Advocates  for  Skin  Disease  Research. 

I  thank  you  for  permitting  me  to  appear  before  you  today.  Thank 
you,  Chairman  Porter,  and  members  of  the  subcommittee,  for  your 
support  of  biomedical  research  and  the  NIH.  Without  your  help, 
Mr.  Porter,  we  very  well  know  that  the  NIH  would  be  without 
funding  for  the  current  fiscal  year. 

The  Coalition  is  comprised  of  20  national  lay  skin  disease  organi- 
zations which  are  supported  by  patients  and  their  families  who  live 
with  devastating  skin  disease  daily.  We  estimate  that  60  million 
Americans  are  treated  annually  for  skin  diseases,  and  that  one  in 
every  three  Americans  suffer  from  a  serious  skin  disease.  Skin  dis- 
ease costs  our  country  $7  billion  annually. 

Research  supported  by  NIAMS  has  led  to  substantial  progress  in 
the  fight  against  skin  disease.  And  the  Coalition  is  grateful  to  this 
subcommittee  for  its  active  support  for  the  creation  of  six  core  cen- 
ters in  skin  disease  research.  These  centers  pursue  innovative, 
interdisciplinary  research  on  the  biology  of  healthy  skin,  as  well  as 
the  effects  of  disease  and  injury  on  the  skin. 

The  Coalition  also  appreciates  the  funding  of  the  NIAMS  intra- 
mural program  for  skin  disease  and  biology.  NIAMS  has  supported 
research  that  has  uncovered  basic  molecular  mechanisms  for  seri- 
ous skin  diseases:  epidermolysis  bullosa,  lupus,  psoriasis, 
ichthyosis  and  alopecia  areata.  EB  is  a  group  of  skin  diseases  char- 
acterized by  extreme  fragility  and  easy  blistering  of  the  skin,  in- 
cluding inside  of  the  mouth  and  the  airways.  The  blisters  cause 
unremitting  wounds,  scarring,  infection  and  early  death. 

The  establishment  of  the  National  EB  registry  in  1980  remains 
a  model  for  all  rare  disease  registries,  and  thank  you  so  much.  It 
is  the  foundation  for  the  phenomenal  progress  that  EB  has  made. 
And  the  creation  of  this  registry,  with  funding  from  NIAMS,  is  re- 
sponsible for  the  promise  of  gene  therapy,  advancing  techniques  of 
wound  healing  and  burn  treatment,  and  understanding  the  mecha- 
nisms of  EB  blisters  and  vesicant  injury,  which  affects  all  of  the 
population,  including  the  military. 
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I  know  that  the  lupus  community  is  very  grateful  to  Mr.  Stokes 
for  his  constant  support  of  lupus  research.  Only  a  short  decade  ago, 
the  outlook  for  patients  with  lupus  was  very  bleak.  But  with  the 
advances  from  the  NIAMS  lupus  initiative,  many  women  can  be 
helped  to  live  productive  lives  at  work  and  at  home. 

Today,  a  woman  who  suffers  from  lupus  can  bear  a  child,  un- 
thinkable not  long  ago.  In  fact,  my  daughter  has  lupus,  and  with- 
out the  initiative  and  without  the  work,  I  would  not  be  a  grand- 
mother without  your  support.  So  I  personally  thank  you  here,  too. 

We  now  know  that  several  genes  may  make  people  susceptible  to 
lupus,  and  that  specific  features  of  the  disease  are  associated  with 
specific  genes.  Scientists  at  NIAMS  have  led  to  the  discovery  of 
combined  treatments,  drug  treatments  that  sustain  life  supporting 
kidney  function  in  lupus  patients.  This  single  advance  has  not  only 
improved  the  quality  of  lupus  patients,  but  will  save  our  country 
between  $90  million  and  $120  million  per  year  in  dialysis,  trans- 
plantation and  treatments  for  renal  failure. 

Patients  also  benefit  from  the  support  from  the  osteoporosis  re- 
search, and  are  treated  with  estrogen  replacement  therapy  that 
counters  the  bone  loss  attributed  to  the  steroid  therapy. 

The  ichthyoses  are  a  family  of  genetic  skin  diseases  also,  charac- 
terized by  dry,  thickened,  scaling  skin.  And  the  intramural  re- 
searchers at  NIAMS  mapped  the  site  of  the  genetic  mutation  in  la- 
mellar ichthyosis  to  a  gene  regulating  a  metabolic  enzyme.  And 
today  they  are  looking  forward  to  clinical  trials  in  phase  three  for 
a  drug  for  ichthyosis.  They  also  have  established  a  national  reg- 
istry for  ichthyosis  which  will  have  a  clinical  data  base. 

Alopecia  areata  is  relatively  common,  and  it's  mostly  of  children, 
and  that's  characterized  by  hair  loss  at  times  over  the  entire  body. 
The  cause  of  the  disorder  is  still  unclear,  and  the  National  Alopecia 
Areata  Foundation  and  the  NIAMS  have  helped  to  identify  two  ani- 
mal models.  There  may  be  two  sets  of  genetic  factors  involved,  one 
determining  the  susceptibility  of  the  disorder  and  one  the  severity. 
But  treatment  is  still  relatively  unknown. 

Important  breakthroughs  in  molecular  biology  and  other  cutting 
edge  research  are  being  made  very  day.  Your  support  will  see  that 
these  breakthroughs  continue  and  help  us  to  move  closer  to  cure 
skin  diseases.  In  addition,  adequate  funding  of  biomedical  research 
is  necessary,  and  clinical  research  is  necessary  to  translate  these 
remarkable  findings  into  better  treatment  therapies,  to  bring  them 
from  the  stage  that  they're  at  now  to  the  bedside  of  patients. 

We  feel  very  strongly  that  an  investment  in  NIH  is  a  healthy  in- 
vestment in  our  future.  The  NIAMS  Coalition,  representing  50  or- 
ganizations, including  the  Coalition  of  Patient  Advocates,  respect- 
fully urges  the  Congress  to  continue  to  invest  in  conquering  these 
common,  costly  and  crippling  diseases  by  providing  a  $258  million 
annual  appropriation  for  NIAMS  in  fiscal  year  1997,  a  6.5  percent 
increase  over  the  current  fiscal  year.  This  budget  will  effectively 
enable  NIAMS  to  support  more  meritorious  approved  research 
grants,  provide  more  research  training  and  career  development  for 
future  investigators,  conduct  urgently  needed  new  clinical  trials, 
and  expand  the  intramural  research  program  currently  underway. 

It's  been  a  privilege  to  sit  before  you.  All  of  the  member  organiza- 
tions representing  the  millions  of  Americans  suffering  the  effects  of 
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skin  disease  offer  their  thanks  to  the  committee  and  to  Congress 
for  its  continued  support  of  skin  disease  research.  Without  their 
support,  we  cannot  help  provide  a  cure  or  to  ameliorate  the  pain 
and  the  suffering  caused  by  skin  disease. 

Thank  you  so  much. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  and  Members  of  the  Subcommittee: 

My  name  is  Miriam  Feder.  I  am  the  Vice  Chairman  of  the  Coalition  of  Patient  Advocates  for  Skin 
Disease  Research  (CPA/SDR).  The  Coalition  wishes  to  express  its  sincere  thanks  to  you  for 
this  opportunity  to  submit  oral  testimony  regarding  the  budget  of  the  National  Institute  of 
Arthritis,  Musculoskeletal  and  Skin  Diseases  (NIAMS). 

Before  I  begin  my  testimony,  I  must  first  thank  you  Chairman  Porter  and  members  of  the 
Subcommittee  for  your  continued  and  unflagging  support  of  biomedical  research  and  the 
National  Institutes  of  Health  (NIH).  Without  your  strong  support,  Mr.  Porter,  the  NIH  would  be 
without  funding  for  the  current  fiscal  year. 

The  Coalition  is  comprised  of  20  national  lay  skin  disease  organizations.  The  member 
organizations  of  the  Coalition  are  supported  by  patients  and  their  families  who  live  with  skin 
disease  daily.  The  skin  diseases  represented  by  this  Coalition  are  disabling,  disfiguring,  and 
sometimes  fatal.  For  the  majority  of  patients  served  by  these  organizations,  treatment  options 
continue  to  remain  limited,  or  in  some  cases,  nonexistent. 

We  estimate  that  60  million  Americans  are  treated  annually  for  skin  diseases.  The  NIAMS 
further  estimates  that  one  in  every  three  Americans  suffers  from  a  serious  skin  disease.  The 
economic  impact  of  skin  diseases  is  staggering.  Skin  disease  costs  our  country  $7  billion 
annually  in  medical  costs  and  lost  wages. 

Many  skin  patients  have  received  significant  benefits  from  Federal  funds  appropriated  to  the 
NIH.  Over  the  last  decade,  research  supported  by  the  NIAMS  has  led  to  substantial  progress  in 
the  fight  against  skin  disease.  In  particular,  advances  in  molecular  biology,  improved  knowledge 
of  the  immune  system  and  the  structure  and  function  of  connective  tissue  promise  new 
breakthroughs  in  the  diagnosis,  treatment,  and  ultimately,  prevention  of  skin  diseases.  Support 
for  basic  research  has  led  to  improved  understanding  of  skin  disease,  and  this  knowledge  is 
being  applied  to  reduce  the  enormous  human  and  economic  burdens  imposed  by  these  chronic, 
debilitating  diseases. 

The  Coalition  is  grateful  to  this  subcommittee  for  its  active  support  for  the  creation  of  six  core 
centers  in  skin  disease  research.  The  six  centers  are  located  in  Boston  (the  Harvard  Skin 
Disease  Research  Center  at  Brigham  and  Women's  Hospital),  New  Haven  [Yale  University). 
Atlanta  (Emory),  Dallas  (University  of  Texas  Southwestern  Medical  Center),  Cleveland  (Case 
Western),  and  Nashville  (Vanderbilt  University).  These  centers  pursue  innovative, 
interdisciplinary  research  on  the  skin  biology  of  healthy  skin  as  well  as  the  affects  of  disease  and 
injury  on  the  skin.  The  Coalition  also  appreciates  the  funding  of  the  NIAMS  intramural  program 
for  skin  disease  and  biology.  A  combined  effort  of  centers  and  intra  and  extramural  research  at 
NIAMS  is  providing  some  answers  to  the  many  questions  we  have  about  skin  disease  while 
ensuring  a  continuance  of  talented  new  researchers  entering  this  field. 

NIAMS-supported  research  has  uncovered  the  basic  molecular  mechanisms  for  serious  skin 
diseases  -  epidermolysis  bullosa  (EB),  lupus  erythematosus  (lupus),  psoriasis,  ichthyosis,  and 
alopecia  areata.  These  breakthroughs  have  pT^'deiSthe  impetus  forTndr^aggressive 
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research  efforts,  patient  registries,  and  new  treatments. 

EB  is  a  group  of  skin  diseases  characterized  by  extreme  fragility  and  easy  blistering  of  the  skin 
and  other  epithelia,  including  the  inside  of  the  mouth  and  airways.  The  blisters  can  lead  to 
unremitting  wounds,  extensive  scarring,  infections,  and  an  early  death.  The  establishment  of 
the  National  EB  registry  in  1 980  remains  a  model  for  all  rare  disease  registries.  It  is  the 
foundation  upon  which  the  phenomenal  progress  on  EB  research  rests.  The  creation  of  this 
registry ,  with  funding  from  NIAMS,  is  responsible  for  the  promise  of  gene  therapy,  advancing 
techniques  of  wound  healing  and  burn  treatment,  and  understanding  the  mechanisms  of  EB 
blistering  and  vesicant  injury.  ~* 

I  know  that  the  lupus  patient  community  is  very  grateful  to  Mr.  Stokes  for  his  constant  support  of 
lupus  research.  A  short  decade  ago,  the  outlook  for  patients  with  this  terrible  disease  was  very 
bleak,  but  with  the  advances  from  NIAMS  lupus  initiative,  many  women  can  be  helped  to  lead 
productive  lives  at  work  and  at  home.  Today,  a  woman  who  suffers  from  lupus  can  bear  a  child, 
unthinkable  not  so  long  ago.  In  fact,  my  daughter  has  lupus  and  I  would  not  be  a  grandmother 
without  your  support  of  lupus  research. 

Lupus  patients  and  our  country  have  benefitted  greatly  from  the  lupus  initiative  at  NIAMS.  The 
lupus  initiative  at  NIAMS  has  been  used  to  support  basic  research  into  this  disease  as  well  as  to 
provide  an  intensive  educational  program  targeted  at  black  women,  who  suffer 
disproportionately  from  this  disease.  We  now  know  that  several  genes  may  make  people 
susceptible  to  lupus  and  that  specific  features  of  the  disease  are  associated  with  specific  genes. 
Also,  the  work  of  intramural  scientists  at  NIAMS  led  to  a  discovery  of  combined  drug  treatments 
that  sustain  life-supporting  kidney  function  in  lupus  patients.  This  single  advance  has  not  only 
improved  the  quality  of  life  for  lupus  patients,  but  will  save  our  country  between  $90  and  $1 20 
million  per  year  in  dialysis,  transplantation  and  other  treatments  for  renal  failure.  Finally,  lupus 
patients  have  also  benefitted  from  your  support  for  osteoporosis  research.  Lupus  patients  are 
now  treated  with  estrogen  replacement  therapy  to  counter  the  bone  loss  attributed  to 
continued  steroid  therapy. 

Psoriasis  is  an  incurable  skin  disease  in  which  the  skin  cells  reproduce  faster  than  normal  and 
do  not  fully  mature.  Psoriasis  can  be  very  painful  and  has  several  debilitating  side  effects  such 
as  arthritis.  Over  4  million  Americans  suffer  from  psoriasis.  Patients  who  suffer  from  severe 
psoriasis  once  faced  expensive  treatments  and  extended  hospital  stays.  Research  supported 
by  the  NIAMS  led  to  the  development  of  PUVA  an  effective  light  treatment  that  is  estimated  to 
save  approximately  $73  million  annually.  Research  scientists  investigating  the  genetics  of 
psoriasis  may  now  obtain  materials  from  a  psoriasis  tissue  bank,  supported  by  the  NIAMS. 
Already,  scientists  have  identified  a  candidate  gene  for  psoriasis 

TJieJchthypses  are  a  family  of  genetic  skin  diseases  characterized  by  dry,  thickened,  scaling 
skin.  (Dermatologists  estimate  that  there  are  at  least  twenty  varieties  of  ichthyosis.  In  1 995, 
intramural  researchers  at  NIAMS  mapped  the  site  of  the  genetic  mutation  in  lamellar  ichthyosis 
to  a  gene  regulating  the  metabolic  enzyme  transglutaminase.  Lamellar  ichthyosis  is  the  first  of 
the  autosomal  recessive  forms  of  ichthyosis  to  have  its  genetics  elucidated?  The  discovery  that 
this  type  of  ichthyosis  was  essentially  an  enzyme  disorder  was  extremely  unexpected  and 
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surprising,  and  opens  a  window  of  opportunity  for  future  genetic  and  enzyme  therapies  for 
lamellar  ichthyosis.  Also,  the  National  Registry  for  Ichthyosis  has  been  funded  by  NIAMS  to 
develop  a  clinical  database  of  persons  affected  with  rare  ichthyoses  and  is  designed  to  be  used 
by  clinical  and  basic  science  researchers  for  developing  patient  pools  for  trials  and  research 
protocols.  And  finally,  a  new  "orphan  drug"  for  ichthyosis  is  entering  phase  III  clinical  trials. 

Alopecia  areata  is  a  relatively  common  disorder  characterized  by  hair  loss  of  any  hair-bearing 
area  and,  in  some  cases,  the  entire  body.  While  the  laboratory  is  providing  new  tools  and 
techniques,  the  etiology  and  pathophysiology  of  this  disorder  is  still  unclear.  Genetic  factors, 
autoimmunity,  microorganisms,  and  emotional  stress  are  all  being  investigated  as  culprits. 
Support  from  the  National  Alopecia  Areata  Foundation  and  the  NIAMS  have  helped  identify  two 
animal  models  -  the  Dundee  rat  and  the  Bar  Harbor  mouse.  A  recent  international  workshop 
presented  new  paradigms  for  alopecia.  There  is  now  good  evidence  that  some  of  the 
complexities  in  analyzing  alopecia  areata  are  related  to  there  being  two  sets  of  genetics  factors: 
one  determining  the  susceptibility  to  the  disease  and  one  to  the  severity.  Despite  the  feeling 
that  much  had  been  learned  since  the  first  international  workshop  in  1 990,  an  effective 
treatment  for  this  disorder  still  is  unknown. 

Important  breakthroughs  in  molecular  biology  and  other  cutting-edge  research  are  being  made 
every  day.  Your  support  will  see  that  these  breakthroughs  continue  and  help  us  to  move  closer 
to  cures  for  skin  diseases.  In  addition,  adequate  funding  of  clinical  research  is  necessary  to 
translate  these  remarkable  findings  into  better  treatment  therapies.  We  feel  very  strongly  that 
an  investment  in  NIH  research  is  a  healthy  investment  in  our  future. 

The  NIAMS  Coalition,  representing  50  organizations  including  the  Coalition  of  Patient 
Advocates  for  Skin  Disease  Research,  respectfully  urges  the  Congress  to  continue  to  invest  in 
conquering  these  common,  costly  and  crippling  diseases  by  providing  a  $258  million  annual 
appropriation  for  NIAMS  in  fiscal  year  1 997,  a  6.5%  increase  over  the  current  fiscal  year.  This 
budget  would  effectively  enable  NIAMS  to  support  more  meritorious  approved  research  grants, 
provide  more  research  training  and  career  development  for  future  investigators,  conduct 
urgently  needed  new  clinical  trials  and  expand  the  intramural  research  program  currently 
underway. 

It  has  been  a  privilege  to  sit  before  you  today.  All  of  the  member  organizations,  representing 
millions  of  Americans  suffering  the  effects  of  skin  disease,  offer  their  thanks  to  the  Committee 
and  to  Congress  for  its  continued  support  of  skin  disease  research.  Without  this  support  we 
cannot  hope  to  provide  a  cure  or  to  ameliorate  the  pain  and  disability  caused  by  skin  disease. 
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Mr.  Porter.  Ms.  Feder,  thank  you  for  your  testimony  this  morn- 
ing and  for  your  being  with  us. 


Tuesday,  March  5,  1996. 

WITNESS 

ANDREA  PRICE,  LUPUS  FOUNDATION  OF  AMERICA 

Mr.  Porter.  Andrea  Price,  National  Association  of  Health  Asso- 
ciation Executives,  testifying  in  behalf  of  the  Lupus  Foundation  of 
America. 

Ms.  Price,  welcome. 

Ms.  Price.  Good  morning.  My  name  is  Andrea  Price,  and  Fm 
here  representing  the  Lupus  Foundation  of  America. 

I  am  one  of  nearly  2  million  Americans  living  with  systemic 
lupus  erythematosus.  If  you  think  the  disease  is  difficult  to  spell 
or  pronounce,  you  should  try  living  with  it. 

First,  let  me  give  you  the  textbook  definition  of  lupus.  Lupus  is 
a  chronic  inflammatory  disease  in  which  the  body  immune  system 
fails  to  serve  its  normal  protective  functions  and  instead  forms 
antibodies  that  attack  healthy  tissues  and  organs.  In  other  words, 
the  antibodies  cannot  differentiate  itself  from  your  own  antibodies 
or  from  foreign  antibodies.  The  disease  is  hard  to  diagnose,  is  dif- 
ficult to  live  with,  incurable  and  can  be  life  threatening. 

Lupus  is  often  called  a  woman's  disease,  because  90  percent  of 
the  lupus  patients  are  women.  Lupus  occurs  10  to  15  times  more 
frequently  among  adult  females  than  adult  males.  The  Lupus 
Foundation  of  America  conducted  a  market  research  study  in  1994. 
The  study  showed  that  1  out  of  every  102  women  and  1  out  of 
every  62  African- American  and  Hispanic  women  may  have  lupus. 

There  are  three  types  of  lupus:  discoid,  systemic  and  drug-in- 
duced lupus.  Discoid  lupus  is  always  limited  to  the  skin,  and  it  is 
identified  by  a  rash  that  may  appear  on  the  face,  neck  or  scalp. 
Systemic  lupus  is  usually  more  severe  than  discoid  lupus  and  it 
can  affect  almost  any  organ  or  system  of  the  body,  including  the 
lungs,  kidneys,  blood,  or  other  organs  or  tissues. 

Generally,  no  two  systemic  people,  people  who  have  systemic 
lupus,  will  have  identical  symptoms.  Certain  prescribed  drugs  can 
create  a  lupus-like  syndrome  called  drug-induced  lupus,  which  is 
similar  to  systemic  lupus. 

At  the  present  time,  the  cause  of  lupus  is  unknown.  While  sci- 
entists believe  there  is  a  genetic  predisposition  to  the  disease,  it  is 
known  that  environmental  factors  such  as  infections,  antibiotics, 
ultraviolet  light,  extreme  stress  and  certain  drugs  play  a  critical 
role  in  triggering  lupus. 

I  first  experienced  lupus  symptoms  while  I  was  a  graduate  stu- 
dent at  Tulane  University  in  New  Orleans.  I  was  working  on  my 
masters  degree  in  health  services  administration,  and  without 
warning,  I  became  suddenly  ill.  It  lasted  for  about  three  months. 
I  went  to  see  three  different  doctors  who  treated  me  for  symptoms 
which  I  was  showing.  But  the  attacks  continued  to  occur. 

At  this  point,  I  became  very  frustrated.  Prior  to  these  attacks,  I 
was  a  healthy  23  year  old  college  student.  But  I  knew  something 
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was  dreadfully  wrong  with  me.  However,  no  one  could  tell  me  what 
it  was. 

I  went  to  see  a  fourth  doctor  and  was  told  that  I  was  experienc- 
ing achy  and  swollen  joints.  He  still  didn't  know  what  was  wrong 
with  me  and  ordered  a  series  of  blood  tests.  But  before  the  test  re- 
sults came  back,  I  was  admitted  to  the  emergency  room. 

By  this  time,  it  had  been  eight  weeks  since  my  first  attack,  and 
within  two  days,  however,  after  going  to  the  emergency  room,  my 
joints  were  so  stiff  they  were  causing  me  severe  pain  every  time 
I  tried  to  move.  My  fingers  swelled  to  the  size  of  hot  dogs.  It  took 
another  two  weeks,  visits  by  numerous  specialists  before  I  was  cor- 
rectly diagnosed  with  systemic  lupus  erythematosus.  It  was  a  relief 
knowing  what  was  wrong  with  me,  but  that  relief  was  soon  tem- 
pered by  the  knowledge  that  I  had  a  chronic  disease  for  which 
there  was  no  known  cure  and  no  known  cause. 

I  speak  here  today  on  behalf  of  all  lupus  patients  across  the 
United  States.  Lupus  is  a  disease  that  is  difficult  to  live  with. 
Symptoms  often  come  and  go  without  any  warning.  The  attacks 
can  range  from  mild  discomfort  to  those  requiring  extensive  hos- 
pitalization. And  no  two  lupus  patients  are  alike,  unfortunately. 
But  the  one  thing  we  do  all  have  in  common  is  a  desire  for  a  cure. 

The  first  step  in  developing  a  cure  is  knowing  what  causes  lupus. 
This  is  where  research  plays  an  important  role.  The  Lupus  Founda- 
tion of  America  is  a  nationwide  network  of  patients  and  their  fami- 
lies. Last  year,  our  members  donated  nearly  400,000  volunteer 
hours  to  raising  funds  that  we  used  to  support  our  research,  edu- 
cation and  patient  support  programs. 

But  the  amount  of  funds  lupus  patients  and  their  family  mem- 
bers can  raise  on  their  own  is  limited.  Managing  a  chronic  disease 
while  maintaining  individual  and  family  lives  can  be  extremely  dif- 
ficult. Federal  support  of  medical  research  is  critical  if  we  are  ever 
to  find  a  cause  or  a  cure  for  lupus. 

The  Lupus  Foundation  of  America  would  like  to  recognize  you, 
Mr.  Chairman,  and  the  members  of  this  committee  for  your  efforts 
to  keep  the  National  Institutes  of  Health,  and  in  particular  the  Na- 
tional Institute  for  Arthritis,  Musculoskeletal  and  Skin  Disease 
funded  during  this  current  fiscal  year.  It  is  extremely  important  to 
people  like  myself  with  lupus  that  research  continue  without  inter- 
ruption. 

The  outlook  for  lupus  patients  has  significantly  improved  over 
the  last  two  decades.  Better  diagnostic  techniques,  evaluation 
methods,  and  a  more  cautious  use  of  medication  have  given  physi- 
cians the  tools  to  manage  lupus  symptoms  and  complications  more 
effectively.  But  a  cure  still  is  not  within  our  reach. 

I  urge  the  members  of  this  committee  to  support  funding  for  the 
National  Institute  of  Arthritis,  Musculoskeletal  and  Skin  Diseases 
at  the  $258  million  level  recommended  by  the  Coalition  of  Patient 
Advocates  for  Skin  Disease  Research,  of  which  the  Lupus  Founda- 
tion of  America  is  a  member. 
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This  year  we  estimate  that  43,000  people  will  call  the  Founda- 
tion information  hotline.  Most  of  the  callers  are  individuals  re- 
cently diagnosed  with  lupus.  They  seek  answers  to  this  mysterious 
disease.  They  seek  a  cause  and  they  seek  a  cure.  Federally  sup- 
ported research  is  very  important  to  obtaining  both. 

Thank  you. 

[The  prepared  statement  follows:] 
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-  My  name  is  Andrea  Price,  and  I  am  here  today  representing  the  Lupus 
Foundation  of  America.  I  am  one  of  the  nearly  2- million  Americans  living  with 
systemic  lupus  erythematous.  If  you  think  the  disease  is  difficult  to  spell  or 
pronounce,  you  should  try  living  with  it. 

First,  let  me  give  you  the  text  book  definition  of  lupus.  Lupus  is  a  chronic, 
inflammatory  disease  in  which  the  body's  immune  system  fails  to  serve  its  normal 
protective  functions  and  instead  forms  antibodies  that  attack  healthy  tissues  and 
organs.  In  layman's  terms,  its  your  body  turning  against  itself.  The  disease  is  hard 
to  diagnose,  difficult  to  live  with,  incurable,  and  can  be  life  threatening. 

Lupus  is  often  called  a  "woman's  disease"  because  90%  of  lupus  patients  are 
women.  Lupus  occurs  10  to  15  times  more  frequently  among  adult  females  than 
among  adult  males.  The  Lupus  Foundation  of  America  conducted  a  market 
research  study  in  1994.  The  study  showed  that  as  many  as  1  out  of  every  102 
women,  and  1  out  of  every  62  African  American  and  Hispanic  women,  may  have 
lupus. 

There  are  three  types  of  lupus:  discoid,  systemic  and  drug-induced  lupus. 
Discoid  lupus  is  always  Hmited  to  the  skin  and  is  identified  by  a  rash  that  may 
appear  on  the  face,  neck  or  scalp.  Systemic  lupus  is  usually  more  severe  than 
discoid  lupus  and  can  affect  almost  any  organ  or  system  of  the  body  including 
lungs,  kidneys,  blood  or  other  organs  or  tissues.  Generally,  no  two  people  with 
systemic  lupus  will  have  identical  symptoms.  Certain  prescribed  drugs  can  create  a 
lupus-like  syndrome  called  drug-induced  lupus  which  is  similar  to  systemic  lupus. 
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At  the  present  time,  the  cause  of  lupus  is  unknown.  While  scientists  believe 
there  is  a  genetic  predisposition  to  the  disease,  it  is  known  that  environmental 
factors,  such  as  infections,  antibiotics,  ultraviolet  light,  extreme  stress  and  certain 
drugs,  also  play  a  critical  role  in  triggering  lupus. 

I  first  experienced  lupus  symptoms  while  I  was  a  graduate  student  at  Tulane 
University  in  New  Orleans.  I  was  working  on  my  masters  degree  in  health 
administration.  Without  warning,  I  became  very  ill.  I  went  to  see  three  different 
doctors  who  treated  me  for  the  symptoms  I  was  showing.  But  the  attacks 
continued. 

At  this  point  I  became  very  frustrated.  Prior  to  these  attacks  I  was  a  healthy 
twenty  three  year  old  college  student,  but  I  knew  something  was  wrong  with  me. 
However,  no  one  could  tell  what  it  was.  I  went  to  see  a  fourth  doctor  and  told  him 
I  was  now  experiencing  achy  and  swollen  joints.  He  ordered  a  series  of  blood  tests 
but  the  results  would  take  several  days  to  come  back  from  the  lab. 

By  this  time,  it  had  been  eight  weeks  since  my  first  attack.  Within  two  days, 
however,  I  was  back  in  the  hospital  emergency  room  because  I  could  not  move.  My 
joints  were  so  stiff  that  they  were  causing  me  severe  pain  every  time  I  tried  to 
move.  My  fingers  swelled  to  the  size  of  hotdogs.  It  took  another  two  weeks  and 
visits  by  numerous  specialists  before  I  was  correctly  diagnosed  with  systemic  lupus 
erythematosus.  It  was  a  relief  knowing  what  was  wrong  with  me.  But  that  relief 
soon  was  tempered  by  the  knowledge  that  I  had  a  chronic  disease  for  which  there 
was  no  known  cause  and  no  known  cure. 
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I  speak  here  today  on  behalf  of  all  lupus  patients  across  the  United  States. 
Lupus  is  a  disease  that's  difficult  to  live  with.  Symptoms  often  come  and  go 
without  warning.  The  attacks  can  range  from  mild  discomfort,  to  those  requiring 
extensive  hospitalization.  No  two  lupus  patients  are  alike.  But  the  one  thing  we 
all  have  in  common,  is  a  desire  for  a  cure.  The  first  step  in  developing  a  cure  is 
knowing  what  causes  lupus.  This  is  where  research  plays  an  important  role. 

The  Lupus  Foundation  of  America  is  a  nationwide  network  of  patients  and 
their  families.  Last  year,  our  members  donated  nearly  400,000  volunteer  hours  to 
raising  funds  that  were  used  to  support  our  own  research,  education,  and  support 
programs.  But  the  amount  of  funds  lupus  patients  and  their  family  members  can 
raise  on  their  own  is  limited.  Managing  a  chronic  disease,  while  maintaining  our 
own  individual  and  family  lives,  can  be  extremely  difficult.  Federal  support  of 
medical  research  is  critical  if  we  are  ever  to  find  a  cause  and  a  cure  for  lupus. 

The  Lupus  Foundation  of  America  would  like  to  recognize  you,  Mr. 
Chairman,  and  the  members  of  this  committee,  for  your  effort  to  keep  the  National 
Institutes  of  Health,  and  in  particular  the  National  Institute  for  Arthritis, 
Musculoskeletal  and  Skin  Diseases,  funded  during  this  current  fiscal  year.  It  is 
extremely  important  to  people  with  lupus,  like  myself,  that  research  continue 
without  interruption. 

The  outlook  for  lupus  patients  has  significantly  improved  over  the  last  two 
decades.  Better  diagnostic  techniques,  evaluation  methods  and  a  more  cautious  use 
of  medications  have  given  physicians  the  tools  to  manage  lupus  symptoms  and 
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complication  more  effectively.  But  a  cure  still  is  not  within  our  reach. 

I  urge  the  members  of  this  committee  to  support  funding  for  the  National 
Institute  of  Arthritis,  Musculoskeletal  and  Skin  Diseases  at  the  $258  million  dollar 
level  recommended  by  the  Coalition  of  Patient  Advocates  for  Skin  Disease  Research, 
of  which  the  Lupus  Foundation  of  America  is  a  member. 

This  year  we  estimate  that  43,000  people  will  call  the  Foundation's 
information  hotline.  Most  of  the  callers  are  individuals  recently  diagnosed  with 
lupus.  They  seek  answers  to  this  mysterious  disease.  They  seek  a  cause  and  they 
seek  a  cure.  Federally  supported  research  is  very  important  to  obtaining  both. 
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Mr.  Porter.  Ms.  Price,  thank  you  very  much  for  your  testimony 
and  for  your  being  with  us  this  morning. 


Tuesday,  March  5,  1996. 

WITNESSES 

DANA    MARQUARDT    AND    THOMAS    MARQUARDT,  DYSTROPHIC 
EPIDERMOLYSIS  BULLOSA  RESEARCH  ASSOCIATION 

Mr.  Porter.  Our  next  witness  is  Dana  Marquardt,  accompanied 
by  her  father,  Thomas  Marquardt,  testifying  on  behalf  of  the  Dys- 
trophic Epidermolysis  Bullosa  Research  Association. 

Ms.  Marquardt,  you  were  here  several  years  ago,  were  you  not? 
Yes.  We  welcome  you  back  again.  Thank  you  for  being  with  us. 

Ms.  Marquardt.  Once  again,  it  is  my  honor  to  sit  before  you. 
Since  we  last  spoke,  it  is  my  pleasure  to  say  that  with  NIAMS 
funding,  recent  advances  have  been  made  in  all  forms  of 
epidermolysis  bullosa.  This  was  not  the  case  24  years  ago. 

On  April  27,  1971,  my  mother  was  brought  into  the  hospital  with 
the  anticipation  of  a  new  baby  boy  or  girl.  To  the  best  of  my  knowl- 
edge, I  don't  believe  mother  heard  the  words,  congratulations,  it's 
a  healthy  baby  girl,  from  the  doctor  or  nurse,  because  of  the  sacs 
of  fluid  that  hung  from  my  hands  and  feet,  combined  with  the 
sloughing  of  my  skin  prevented  those  words  from  forming.  Along 
with  a  baby  daughter,  my  mother  and  father  were  also  the  parents 
of  uncertainty  as  the  doctors  began  their  efforts  to  discover  the 
birth  defect  that  would  change  our  lives  forever. 

Two  weeks  later,  the  doctors  were  still  looking  for  clues  as  to 
what  might  be  causing  this  strange  skin  abnormality.  Two  hos- 
pitals and  three  months  later,  my  parents  brought  me  home  with 
a  diagnosis  of  recessive  dystrophic  epidermolysis  bullosa. 

The  name  of  my  disease  is  as  complicated  as  the  care  and  atten- 
tion it  requires.  Every  day,  my  mother  changes  my  bandages  and 
drains  the  fluid  from  the  blisters  that  result  from  excessive  friction 
to  my  skin,  so  the  blisters  will  not  spread  and  become  larger.  A 
topical  antibiotic  ointment  is  applied  to  the  blisters  and  open  sores 
to  lessen  the  amount  of  infection.  She  covers  all  my  lesions  with 
sterile  Telfa  pads  and  secures  them  with  a  wrap  of  gauze  bandage 
and  paper  tape. 

My  dad  manages  the  sea  of  redtape  that  also  comes  with  this 
condition.  He  battles  with  insurance  forms  and  medical  claims, 
fights  to  have  my  cases  of  bandages  delivered  from  the  health  care 
service,  he  handles  all  the  hospital  arrangements  if  I  need  surgery 
and  makes  sure  I  have  the  best  doctors  who  are  competent  and 
well  informed  about  EB. 

Living  with  epidermolysis  bullosa  is  like  fighting  a  losing  battle 
with  my  own  body.  Just  when  I  begin  to  notice  an  improvement  in 
my  skin,  the  war  is  declared  once  again  and  I  wake  up  the  next 
morning  with  a  massive  breakout  of  blisters  and  new  lesions,  only 
to  start  the  process  all  over  again.  If  my  appetite  begins  to  im- 
prove, my  throat  betrays  me  and  forms  a  blister  so  that  eating 
even  ice  cream  can  be  extremely  painful. 

I  have  long  since  given  up  the  war  to  regain  use  of  my  fingers, 
which  have  webbed  into  a  fist  due  to  scar  tissue.  I  have  had  many 
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hand  surgeries,  and  all  attempts  to  free  my  fingers  were  only  tem- 
porarily successful  and  each  one  lasted  for  a  shorter  period  of  time. 
I  manage  quite  well  without  fingers,  but  sometimes  I  miss  the 
times  I  did  not  have  to. 

The  emotional  aspect  of  EB  is  sometimes  worse  than  the  physical 
pain  because  it  robs  a  person  of  their  independence  and  self  es- 
teem. I  must  rely  on  my  parents  for  practically  everything  needed 
during  the  course  of  daily  living.  Someone  has  to  dress  me  because 
I  lack  the  physical  agility  it  takes  to  maneuver  a  shirt  and  pants 
into  position  and  socks  and  shoes  on  my  feet.  I  also  cannot  take 
a  bath  on  my  own,  because  I  have  difficulty  getting  into  the  bath- 
tub and  removing  certain  bandages  that  I  cannot  unwrap.  When  I 
eat  my  food,  it  has  to  be  cut  for  me. 

These  are  only  the  necessities  for  living.  If  I  need  or  want  to  go 
out,  I  must  either  go  with  someone  or  ask  to  be  brought  there. 
Even  if  I  go  out  with  friends,  I  must  ask  my  father  to  transport 
my  motorized  wheelchair  so  I  can  get  around.  Even  though  it  can 
be  done,  it  is  still  very  time  consuming  and  inconvenient. 

When  I  was  little,  I  used  to  sit  by  the  window  and  watch  the 
neighborhood  children  play  during  the  summer  from  an  air  condi- 
tioned living  room.  Kids  ran  in  and  out  of  sprinklers  and  shadows 
rode  by  my  house  on  bicycles.  I  watched  and  I  wished  I  could  be 
out  there  with  them,  but  I  knew  it  would  never  happen. 

I  thought  when  I  started  school  things  would  get  better.  A  lot  of 
things  did  improve.  I  made  friends  and  nobody  made  fun  of  me,  be- 
cause we  were  all  handicapped.  Most  of  the  time,  I  was  able  to  play 
whatever  my  friends  were  playing,  but  sometimes  the  teacher 
would  play  music  and  everybody  would  dance.  Obviously,  I  couldn't 
participate.  Every  time  I  couldn't  play,  I  was  reminded  that  even 
in  a  school  program  for  the  disabled,  I  was  different.  Once  I  got 
into  the  upper  grades,  it  wasn't  quite  as  bad.  But  I  never  totally 
fit  in.  EB  took  away  my  childhood. 

In  answer  to  your  thoughts,  no,  I  did  not  forget  to  request  fund- 
ing for  NIAMS.  In  today's  world  of  facts  and  figures,  we  often  make 
decisions  based  upon  numbers  and  definitions  scribbled  on  a  piece 
of  paper.  Tangibility  is  something  we  rely  on  too  much.  Anyone  can 
ask  a  qualified  physician  the  definition  of  EB  and  its  treatment 
and  effects.  But  only  the  people  afflicted  with  this  disease  can  relay 
how  it  feels  to  live  with  it.  NIAMS  understands  the  importance  of 
research  from  the  heart  but  must  have  the  money  in  the  hand. 

That  is  why  I  implore  Congress  to  provide  an  increase  to  the  Na- 
tional Institute  of  Arthritis,  Musculoskeletal  and  Skin  Disease  of 
6.5  percent,  which  translates  into  an  appropriation  of  $258  million 
for  fiscal  year  1997.  When  the  time  comes  to  consider  this  request, 
do  not  look  to  a  column  of  numbers.  Instead,  rely  on  my  testimony 
and  know  that  the  benefits  will  be  immeasurable. 

Thank  you. 

Mr.  Porter.  Ms.  Marquardt,  we  will  rely  on  your  testimony.  And 
we'll  do  the  very  best  that  we  can  to  provide  all  the  support  that 
is  needed  to  find  a  cure  or  prevention  for  EB  and  for  other  dread 
diseases.  We  very  much  appreciate  your  coming  to  testify  again 
today.  Your  testimony  really  does  help  the  subcommittee. 

Thank  you  so  much.  Thank  you,  Mr.  Marquardt. 
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Tuesday,  March  5,  1996. 

WITNESS 

KAY  KIMBERLEY  KENNEY,  CHRONIC  FATIGUE  AND  IMMUNE  DYS- 
FUNCTION SYNDROME  ASSOCIATION  OF  AMERICA 

Mr.  Porter.  Kay  Kimberley  Kenney,  Executive  Director,  Chronic 
Fatigue  and  Immune  Dysfunction  Syndrome  Association  of  Amer- 
ica. Ms.  Kenney,  you  were  here  last  year,  were  you  not? 

Ms.  Kenney.  Yes,  I  was. 

Mr.  Porter.  Nice  to  see  you  again. 

Ms.  Kenney.  Nice  to  see  you,  too. 

Good  morning,  and  thank  you  for  the  opportunity  to  appear  be- 
fore the  subcommittee  today.  As  the  Chairman  introduced,  my 
name  is  Kimberly  Kenney,  and  I  am  the  Executive  Director  of  the 
CFIDS  Association  of  America.  With  more  than  23,000  members, 
the  Association  is  the  world's  largest  and  most  active  charitable  or- 
ganization dedicated  to  conquering  chronic  fatigue  and  immune 
dysfunction  syndrome,  CFIDS,  also  known  as  chronic  fatigue  syn- 
drome, CFS. 

Speaking  on  behalf  of  the  Association  for  all  persons  with  CFIDS, 
please  accept  my  thanks,  Chairman  Porter,  for  your  outstanding 
commitment  to  persons  with  this  debilitating  illness.  I  should  also 
like  to  express  the  CFIDS  community's  appreciation  to  Mike  Mey- 
ers and  Suzanne  Conolly,  who  I  guess  just  left,  for  their  excellent 
work  and  commitment  to  the  challenge  of  serious  illness. 

Mr.  Chairman,  you  are  well  versed  in  the  symptoms  and  impact 
of  CFIDS.  In  the  interest  of  the  committee's  time,  I  shall  not  go 
into  these  details.  Information  about  CFIDS  and  its  impact  is  avail- 
able in  the  written  testimony  that  I  have  submitted  for  the  record. 
And  I  must  say  that  I  don't  envy  your  position  in  having  to  hear 
about  all  these  illnesses  just  one  after  the  next  all  morning,  just 
being  bombarded  with  that  information.  It  must  make  it  extremely 
difficult  sitting  in  front  of  the  numbers.  But  I  know  that  this  kind 
of  testimony  helps  you  in  your  work. 

CFIDS  research  is  at  a  point  where  a  meaningful  breakthrough 
in  the  diagnosis  and  treatment  of  the  illness  is  eminent.  I'm  en- 
couraged to  hear  about  how  many  other  breakthroughs  appear  to 
be  eminent.  I  hope  today  to  impress  upon  the  members  of  the  sub- 
committee that  to  achieve  this  breakthrough,  Congress  must  main- 
tain its  commitment  to  provide  strong  direction  and  adequate  re- 
sources to  the  CFIDS  research  effort. 

I  would  like  now  to  recount  six  key  achievements  from  the  past 
year  that  were  made  possible  through  the  appropriation  made  by 
Congress  and  this  committee  in  particular.  First,  a  Johns  Hopkins 
University  research  team  has  published  a  possible  link  between 
CFIDS  and  a  blood  pressure  abnormality  known  as  neurally  medi- 
ated hypotension,  or  NMH.  Treatment  of  CFIDS  patients  for  NMH 
has  allowed  many  to  resume  close  to  normal  lives.  And  today,  in 
fact,  NIH  researchers  and  the  Johns  Hopkins  group  began  testing 
this  research  protocol  under  double  blind  conditions. 

Second,  in  1995,  the  label  yuppie  flu,  which  was  coined  in  the 
1980s,  was  conclusively  dismissed  as  inaccurate  and  fleeting, 
thanks  to  research  from  the  Centers  for  Disease  Control.  CDC  re- 
searchers found  that  an  African-Americans  and  Native  Americans 
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were  twice  as  likely  as  whites  to  report  having  a  CFIDS-like  ill- 
ness, and  the  average  income  reported  by  people  afflicted  with  the 
illness  was  actually  $15,000  per  year,  hardly  the  yuppie  flu  stereo- 
type. 

The  number  of  U.S.  adults  with  CFIDS  was  also  deemed  to  be 
20  to  50  times  greater  than  earlier  CDC  estimates.  Third,  CDC 
highlighted  the  serious  nature  of  CFIDS  by  including  it  on  the  Na- 
tional Centers  for  Infectious  Diseases  priority  list,  of  new  and  re- 
emerging  infections. 

Fourth,  two  NIH  CFS  Cooperative  Research  Center  grants  made 
in  1995  which  supported  integrated  CFIDS  research  including  in- 
vestigation of  neurologic  and  immunologic  abnormalities  in  CFIDS, 
the  possible  link  between  CFIDS  and  Gulf  War  illness,  and  risk 
factors  that  may  contribute  to  the  onset  of  the  illness. 

Fifth,  for  the  first  time,  the  National  Advisory  Allergy  and  Infec- 
tious Diseases  Council  met  to  review  CFIDS  research.  The  Council 
concluded  that  a  successful  multidisciplinary  approach  to  CFIDS 
research  should  be  expanded  to  involve  researchers  from  other 
fields  not  currently  represented  in  the  CFIDS  research  effort. 

And  finally,  First  International  Congress  on  CFS  held  in  Brus- 
sels brought  dozens  of  researchers  from  more  than  20  countries  to- 
gether. The  search  for  answers  to  the  puzzle  of  CFIDS  is  a  truly 
international  effort.  We  thank  this  committee  for  contributing  to  all 
six  of  the  achievements. 

These  important  accomplishments  are  the  result  of  hard  work  of 
CFIDS  advocates,  CFIDS  researchers  and  Government  officials 
who  understand  the  serious  nature  of  CFIDS.  Leadership  provided 
by  the  Assistant  Secretary  for  Health,  Dr.  Philip  Lee,  has  also  been 
a  critical  factor. 

As  one  of  four  patient  advocates  on  the  CFS  interagency  coordi- 
nating committee,  I  have  personally  witnessed  the  positive  impact 
of  Dr.  Lee's  chairmanship  and  the  work  of  each  agency  represented 
on  the  CFS  ICC.  At  our  urging  and  that  of  Congress,  Dr.  Lee  has 
committed  to  chartering  this  committee  to  ensuring  its  continuity 
and  vital  role  in  the  Federal  Government's  response  to  CFIDS. 

The  strengthened  research  and  communications  infrastructure 
gives  us  strong  reason  to  believe  that  the  investment  in  CFIDS  re- 
search will  yield  a  definitive  diagnostic  marker  and  effective  treat- 
ment. The  Federal  Government  is  currently  committing  approxi- 
mately $11.8  million  to  CFIDS  related  research  at  CDC  and  NIH. 
The  expansion  of  resources  and  your  continued  support  of  activities 
at  NIH,  CDC  and  the  Secretary  for  Health  will  allow  us  to  close 
on  an  answer  to  vital  questions  about  CFIDS. 

The  Association  offers  detailed  recommendations  for  fiscal  year 
1997  appropriations  in  report  language  and  the  written  testimony. 
At  this  time,  I  should  like  to  address  just  the  most  critical  issues. 

The  Association  requests  that  Congress  earmark  $1  million  of 
the  discretionary  funds  allocated  to  the  Secretary  of  Health  and 
Human  Services  to  continue  the  CFS  Interagency  Coordinating 
Committee.  We  request  report  language  directing  the  Assistant 
Secretary  for  Health  to  chair  the  CFS  ICC  and  to  use  that  entity 
to  coordinate  CFIDS  research  across  the  Public  Health  Service  ac- 
cording to  a  yearly  action  plan. 
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The  Association  also  request  report  language  directing  the 
present  CFS  ICC  to  be  expanded  to  include  formal  representation 
from  the  Health  Resource  Service  Administration.  The  Association 
requests  that  Congress  appropriate  an  additional  $10  million  to 
NIH,  most  of  which  should  be  directed  to  extramural  grants  fo- 
cused on  promising  areas  of  biomedical  research.  To  ensure  effec- 
tive and  efficient  use  of  those  additional  funds,  the  Association 
asks  that  the  committee  again  urge  the  Director  of  the  NIH  to  ap- 
point a  CFIDS  coordinator  with  institute-wide  budgetary  authority 
to  provide  leadership  on  CFIDS  and  cultivate  the  interest  of  insti- 
tutes not  currently  engaged  in  the  study. 

We  request  that  Congress  appropriate  a  $5  million  increase  to 
expand  surveillance  projects  at  the  Centers  for  Disease  Control,  in- 
cluding outreach  to  populations  not  formally  recognized  as  being  af- 
fected by  CFIDS,  namely  minorities  and  children.  We  request  lan- 
guage that  directs  CDC  to  conduct  active  education  programs  for 
health  care  providers  and  to  commence  a  series  of  studies  on  the 
rates  of  CFIDS  among  health  care  workers,  family  members  of 
CFIDS  patients  and  pregnant  women  with  CFIDS. 

At  the  Social  Security  Administration,  the  Association  is  troubled 
that  the  SSA  has  yet  to  establish  a  CFIDS  advisory  committee.  It 
was  recommended  to  be  done  two  years  ago  by  this  subcommittee. 
Therefore,  the  Association  asks  that  the  committee  include  lan- 
guage strongly  recommended  that  SSA  do  so  within  90  days  of  the 
enactment  of  the  legislation. 

Finally,  at  the  Health  Resources  Services  Administration,  the  As- 
sociation requests  that  the  committee  express  its  support  for  HRSA 
to  conduct  a  physician  training  day  on  CFIDS  through  its  area 
health  education  centers.  HRSA  has  expressed  an  interest  in  doing 
so,  and  the  Association  would  greatly  welcome  this  effort. 

We  sincerely  hope  that  once  again,  Congress  will  work  with  us 
to  secure  a  dedicated  and  effective  Federal  response  to  CFIDS,  so 
that  we  can  put  an  end  to  the  suffering  caused  by  this  illness.  We 
will  continue  our  efforts  to  inform  a  great  share  of  Congress  about 
this  illness  by  holding  another  Congressional  briefing  this  spring. 

Mr.  Chairman,  your  sponsorship  of  last  year's  event  contributed 
greatly  to  its  success,  and  it  being  deemed  the  CFIDS  community's 
finest  hour.  The  patient  community,  the  research  and  the  Federal 
Government  have  worked  hard  to  build  strong  foundation  of  under- 
standing about  CFIDS.  Let  us  build  on  this  foundation  to  find  an- 
swers to  complex  questions  that  have  eluded  us  for  so  many  years. 

Thank  you,  Mr.  Chairman,  for  standing  by  us  throughout  this 
search,  for  your  time  and  attention  this  morning  and  for  your 
thoughtful  consideration  of  our  requests. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  good  morning  and  thank  you  for  the  opportunity  to  appear  before  the 
subcommittee  today.  My  name  is  Kimberly  Kenney,  and  I  am  executive  director  of  The  CFIDS 
Association  of  America.  The  Association  is  the  world's  largest  and  most  active  charitable 
organization  dedicated  to  conquering  chronic  fatigue  and  immune  dysfunction  syndrome,  or 
CFIDS,  also  known  as  chronic  fatigue  syndrome  or  CFS.  The  Association  has  more  than  23,000 
members  and  a  mailing  list  of  more  than  175,000.  In  its  mission  to  conquer  CFIDS,  the  Association 
supports  education,  public  policy  and  research  programs.  Since  1987  the  Association  has  funded 
$2.3  million  in  direct  research  grants  and  has  published  and  distributed  hundreds  of  thousands  of 
copies  of  its  quarterly  magazine,  The  CFIDS  Chronicle.  The  CFIDS  Association  of  America  is  a  non- 
profit 501(c)(3)  organization  governed  by  a  board  of  directors  comprised  of  persons  with  CFIDS, 
family  members  of  persons  with  CFIDS  and  healthy  professionals.  To  date,  the  Association  has 
received  no  federal  or  state  support,  raising  all  of  its  funds  from  persons  with  CFIDS  and  those 
who  care  about  them. 

Speaking  on  behalf  of  the  Association  and  all  persons  suffering  from  CFIDS,  please  accept  my 
thanks,  Mr.  Porter,  for  your  outstanding  commitment  to  those  affected  by  this  illness.  The 
Association  is  grateful  for  the  important  role  which  you  have  played  in  the  many  achievements  for 
persons  with  CFIDS  accomplished  by  Congress  and  federal  and  private  sector  scientists.  Mr. 
Chairman,  I  should  also  like  to  express  my  thanks  and  appreciation  to  Mike  Meyers  of  the  Labor- 
HHS  subcommittee  staff  and  Suzanne  Conolly  of  your  personal  staff  for  their  excellent  work  and 
commitment  to  the  challenge  of  this  serious  illness.  I  am  delighted  that  each  time  we  have 
appeared  before  this  committee,  or  met  with  you  personally,  we  have  been  able  to  report 
significant  progress  in  the  understanding  of  this  illness.  We  look  forward  to  a  continuing 
partnership  in  building  awareness  of  this  illness  and  making  federal  agencies  more  responsive  to 
the  needs  of  persons  with  CFIDS.  Your  personal  attention  to  and  leadership  on  this  issue  has  been 
a  source  of  inspiration  and  hope  to  many  persons  with  CFIDS  who  otherwise  often  feel  abandoned 
by  "the  system." 

As  you  know,  Mr.  Chairman,  CFIDS  is  a  serious  and  complex  illness  that  affects  many  different 
body  systems.  There  is  no  known  cause  or  cure.  The  illness  is  characterized  by  bone-crushing 
fatigue,  persistent  flu-like  symptoms,  intractable  pain  and  Alzheimer-like  cognitive  deficits.  These 
and  other  symptoms  can  come  and  go,  complicating  treatment  and  the  ability  to  cope  with  the 
illness.  In  addition,  most  symptoms  are  invisible  making  it  difficult  for  others  to  understand  the 
vast  array  of  debilitating  symptoms  that  persons  with  CFIDS  have.  The  impact  of  this  illness  is 
often  severely  disabling;  it  can  last  for  many  years.  Further,  it  is  often  misdiagnosed  because  it 
closely  resembles  other  disorders  including  multiple  sclerosis,  Lyme  disease,  lupus  and  post-polio 
syndrome. 

Recent  studies,  using  the  most  restrictive  definition  of  CFIDS,  have  reported  conservative 
estimates  of  the  number  of  persons  afflicted  with  CFIDS.  Based  on  these  studies  conducted  by 
independent  investigators  in  different  settings,  we  know  that  there  are  a  minimum  of  500,000  men 
and  women  in  the  United  States  suffering  with  CFIDS.  There  are  no  official  estimates  of  the 
number  of  children  with  the  disease,  yet  we  know  that  CFIDS  affects  a  significant  number  of 
children  and  adolescents  in  this  country.  An  Australian  study  found  that  the  prevalence  of  CFS 
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among  10-  to  19-year-olds  was  nearly  130%  that  of  adults  in  the  Australian  population  studied  and 
the  overall  prevalence  estimates  made  this  Australian  group  are  consistent  with  those  made  by 
several  independent  researchers  in  the  United  States. 

The  severity  of  this  disease,  its  long-lasting  and  debilitating  nature  and  the  number  of  persons 
affected  by  it  make  CFIDS  not  only  a  serious  public  health  threat,  but  also  a  serious  economic 
threat  to  this  country.  Unlike  terminal  illnesses  that  exact  a  significant,  though  limited  toll  on  this 
nation's  economy,  chronic  illnesses  like  CFIDS  that  strike  people  during  their  most  productive 
years  have  long-term  and  compounding  effects.  Additions  to  the  economy  in  terms  of  wages  and 
tax  revenues  are  lost;  instead  disability  benefits  and,  in  many  cases,  welfare  and  other  forms  of 
public  assistance  are  paid  out.  Persons  with  CFIDS  want  nothing  more  desperately  than  the  ability 
to  return  to  healthy,  productive  lives.  We  believe  that  with  adequate  resources,  this  is  possible. 

The  Association  is  committed  to  fighting  CFIDS  through  education,  public  policy  and  research. 
These  programs  and  the  courageous  efforts  of  CFIDS  research  pioneers  have  brought  CFIDS 
research  to  a  point  at  which  a  meaningful  breakthrough  in  the  diagnosis  and  treatment  of  the 
illness  is  imminent.  In  1995,  we  witnessed  many  important  advances,  including  the  following: 

•    In  March  1995,  a  team  of  researchers  at  Johns  Hopkins  University  published  a  study 
suggesting  a  possible  link  between  CFIDS  and  a  known  blood  pressure  abnormality 
called  neurally  mediated  hypotension.  This  condition  can  be  tested  for  by  objective 
means  and  treated  using  a  range  of  FDA-approved  pharmaceuticals  and  dietary  and 
lifestyle  adjustments.  In  the  March  1995  study  and  an  expanded  one  published  in  the 
Journal  of  the  American  Medical  Association  in  September  1995,  treatment  of  CFIDS 
patients  for  neurally  mediated  hypotension  resulted  in  significant  amelioration  of 
symptoms  and  corresponding  improvement  in  function.  In  fact,  a  number  of  these 
patients  have  resumed  close  to  normal  lives.  A  collaborative  study  between  the  NIH 
and  this  Johns  Hopkins  group  is  now  underway  to  test  the  treatment  protocol  under 
double  blind  conditions. 

•  Results  of  a  community-based  prevalence  study  of  CFIDS  conducted  by  the  Centers  for 
Disease  Control  and  Prevention  raised  awareness  about  the  broad  demographics 
affected  by  CFIDS  and  changed  estimates  of  how  many  adults  in  this  country  are 
affected  by  CFIDS.  CDC  researchers  found  that  blacks  and  native  Americans  were  twice 
as  likely  as  whites  to  report  having  a  CFIDS-like  illness.  In  addition,  the  average  income 
reported  by  cases  was  $15,000  per  year.  These  findings  stand  in  sharp  contrast  to  the 
popular  profile  of  the  average  sufferer  being  a  white,  affluent  woman  as  identified  in 
the  CDC's  earlier  physician-based  prevalence  study.  Thanks  to  the  CDC,  this  year  the 
label  "yuppie  flu"  was  finally  and  conclusively  dismissed  as  inaccurate  and  misleading. 

•  Inclusion  of  CFIDS  by  the  CDC  on  its  priority  list  of  new  and  reemerging  infections 
priorities  highlighted  the  serious  nature  of  this  illness. 
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•  Two  CFS  Cooperative  Research  Centers  were  awarded  by  the  National  Institutes  of 
Health  to  researchers  at  the  University  of  Medicine  and  Dentistry  at  New  Jersey  and  the 
University  of  Washington.  The  New  Jersey  center  will  conduct  integrated  research  into 
the  neurologic  and  immunologic  abnormalities  prominent  in  CFIUS  patients. 
Researchers  there  will  also  work  to  identify  effective  treatment  strategies  using  a 
comprehensive  approach  to  treatment.  This  center  is  unique  in  the  fact  that  it  will  also 
study  ill  Gulf  War  veterans  under  a  center  grant  from  the  Department  of  Veterans 
Affairs.  (Illnesses  of  Gulf  War  veterans  have  been  described  as  similar  to  CFIDS.  At  the 
University  of  Washington,  a  study  of  twins  discordant  for  CFIDS  will  aid  investigators 
in  identifying  potential  genetic  traits,  risk  factors,  co-factors  or  exposures  that 
contribute  to  the  onset  of  CFIDS.  The  Seattle  research  group  also  plans  to  continue  other 
multidisciplinary  studies  of  CFIDS. 

•  On  September  12,  the  National  Advisory  Allergy  and  Infectious  Diseases  Council  held 
its  first  session  dedicated  solely  to  a  review  of  CFIDS  research.  Following  presentations 
by  scientists  and  clinicians  working  on  CFIDS,  the  Council  concluded  that  the 
multidisciplinary  approach  to  CFIDS  research  was  paying  dividends  and,  in  fact, 
should  be  expanded  to  involve  researchers  from  fields  not  currently  represented  in  the 
CFIDS  research  effort.  Further,  the  Council  stated  that  additional  studies  are  needed  in 
key  areas  of  investigation.  The  Council  also  affirmed  that  the  National  Institute  for 
Allergy  and  Infectious  Diseases  should  continue  to  provide  leadership  at  NIH  for  the 
study  of  this  illness. 

•  Finally,  the  First  International  Congress  on  CFS  was  convened  in  Brussels  in  November, 
bringing  dozens  of  researchers  from  more  than  20  countries  together  to  share  insights 
about  the  disease  gleaned  from  a  vast  array  of  research  projects.  The  search  for  answers 
to  the  puzzle  of  CFIDS  has  become  a  truly  international  effort. 

To  maximize  the  resources  devoted  to  the  rapid  evolution  of  knowledge  about  CFIDS,  leadership 
from  the  Assistant  Secretary  for  Health  has  proven  enormously  beneficial.  Dr.  Philip  Lee's 
chairmanship  of  the  CFS  Interagency  Coordinating  Committee  (CFSICC)  has  continued  to  produce 
meaningful  dialogue  at  and  between  periodic  meetings.  In  response  to  Congressional  requests,  the 
patient  and  private  research  communities  have  continued  to  have  representation  on  the  ICC.  I  am 
privileged  to  be  one  of  four  patient  advocates  on  this  committee  and  can  attest  to  the  tangible 
benefits  of  providing  a  forum  for  government  agencies  to  regularly  share  information  with  one 
another  and  the  patient  community.  At  our  urging  and  that  of  Congress,  the  Assistant  Secretary 
for  Health  has  committed  to  chartering  this  committee  to  ensure  its  continuity  and  vital  role  in  the 
federal  government's  response  to  CFIDS. 

The  strengthened  research  and  communications  infrastructure  currently  in  place  gives  us  strong 
reason  to  believe  that  the  investments  made  in  CFIDS  research  will  soon  yield  a  definitive 
diagnostic  marker  and  effective  treatments  for  CFIDS.  The  expansion  of  resources  dedicated  to  this 
effort  is  the  only  element  missing.  Your  continued  support  of  activities  of  NIH,  CDC  and  the 
Assistant  Secretary  for  Health  will  allow  us  to  close  in  on  answers  to  vital  questions  about  CFIDS. 
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The  federal  government  is  currently  committing  approximately  $11.8  million  to  CFIDS-related 
research  at  the  CDC  and  NIH.  The  CFIDS  Association  of  America  offers  the  following 
recommendations  for  FY  1997  appropriations  and  committee  report  language: 

Assistant  Secretary  for  Health: 

The  Association  requests  that  Congress  earmark  $1  million  of  the  discretionary  funds  allocated  to 
the  Secretary  of  Health  and  Human  Sendees  to  continue  the  Department  of  Health  and  Human 
Services  Chronic  Fatigue  Syndrome  Interagency  Coordinating  Committee  (DHHS  CFSICC).  We 
are  concerned  that  by  eliminating  the  Office  of  the  Assistant  Secretary  that  both  the  leadership  and 
resources  necessary  to  continue  the  CFSICC  are  jeopardized.  We  ask  that  the  committee  again 
include  report  language  directing  the  Assistant  Secretary  for  Health  to  chair  the  CFSICC  and  use 
this  body  to  coordinate  CFIDS  research  across  the  Public  Health  Service  by  creating  a  yearly  action 
plan.  The  Association  also  requests  report  language  mandating  the  swift  completion  of  formal 
charter  of  the  CFSICC  within  30  days  of  the  bill's  enactment.  Included  in  the  purview  of  the 
CFSICC,  we  recommend  oversight  into  programs,  performance  and  budget  allocations.  We  ask  the 
committee  to  designate  in  report  language  that  the  CFSICC  must  include  formal  representation 
from  the  NTH,  CDC,  Social  Security  Administration,  Food  and  Drug  Administration  and  Health 
Resources  and  Services  Administration,  as  well  as  patient  advocates  and  private  sector  researchers. 

National  Institutes  of  Health 

The  Association  requests  that  Congress  appropriate  an  additional  $10  million  to  NET,  most  of 
which  should  be  directed  to  extramural  grants  focused  on  promising  areas  of  biomedical  research. 
We  ask  that  the  committee  include  report  language  continuing  to  direct  NIH  spending  priorities  to 
investigations  into  the  etiological  agent.  The  Association  also  requests  that  the  committee  state  that 
Congress  has  provided  sufficient  funds  for  the  designation  of  an  FTE  to  coordinate  CFIDS  research 
within  the  National  Institute  of  Allergy  and  Infectious  Diseases,  the  lead  institute  on  CFIDS 
research.  We  ask  that  the  committee  again  include  report  language  urging  the  director  of  the  NIH 
to  appoint  a  CFIDS  Coordinator  with  institute-wide  budgetary  authority  to  provide  leadership  on 
CFIDS  and  cultivate  the  interest  of  institutes  not  currently  engaged  in  the  study  of  CFIDS.  Finally, 
the  Association  asks  for  report  language  urging  NIH  officials  to  identify  appropriate  NIH  advisory 
committees  for  CFIDS  representation  and  ensure  appointment  of  appropriate  advocates  thereon. 

Centers  for  Disease  Control  and  Prevention 

At  the  CDC,  the  Association  requests  that  Congress  appropriate  a  $5  million  increase  to  expand 
surveillance  projects  including  outreach  to  populations  not  formerly  recognized  as  being  affected 
by  CFIDS,  namely  minority  populations  and  children  and  adolescents.  We  request  language  that 
directs  CDC  to  conduct  active  education  programs  for  healthcare  providers  and  to  commence  a 
series  of  studies  on  rates  of  CFIDS  among  health  care  workers,  family  members  of  CFIDS  patients 
and  pregnant  women  with  CFIDS  (to  better  understand  issues  of  transmission  between  mother 
and  child). 

Social  Security  Administration 

Patients  with  CFIDS  are  frequently  disabled  and  entitled  to  benefits  from  SSA.  However,  CFIDS 
patients  regularly  encounter  SSA  employees  unfamiliar  with  CFIDS  and  its  diagnosis  and  impact 
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on  the  functional  ability  of  sufferers.  The  Association  asks  the  Committee  to  direct  the  SSA, 
through  report  language,  to  provide  a  summary  to  the  CFSICC  of  its  internal  CFIDS-related 
education  activities  conducted  during  the  past  fiscal  year.  We  also  request  that  the  Committee 
direct  SSA  to  develop  effective  means  to  investigate  obstacles  to  benefits  for  persons  with  CFIDS 
and  to  keep  medical  information  updated  throughout  all  levels  of  the  application  process.  We 
request  report  language  indicating  that  two  years  ago  the  committee  recommended  that  SSA 
establish  a  CFIDS  Advisory  Committee  to  review  current  medical  standards  and  investigate  the 
training  and  information  resource  needs  of  regional  SSA  offices.  Since  SSA  has  not  met  this  critical 
need,  the  Association  asks  the  committee  to  include  language  strongly  recommending  that  it  do  so 
within  90  days  of  the  enactment  of  this  legislation.  SSA  can  further  benefit  CFIDS  claimants  by 
including  medically  accurate,  up-to-date  information  on  CFIDS  in  the  Listing  of  Impairments  and 
POMS  manuals  and  reviewing  this  information  at  least  annually. 

Health  Resources  and  Services  Administration 

Because  of  the  promising  biomedical  advances  made  in  CFIDS  research,  there  is  an  urgent  need  to 
begin  active  clinical  care  education  programs  for  physicians  and  other  healthcare  professionals. 
The  results  of  scientific  inquiry  must  be  made  real  for  CFIDS  patients  as  soon  as  possible.  With  this 
in  mind,  HRSA  has  expressed  an  interest  in  conducting  a  physician  training  day  on  CFIDS 
through  its  Area  Health  Education  Centers.  The  Association  would  welcome  such  an  effort  and 
would  recommend  that  the  Committee  express  its  support  for  such  training  in  report  language. 

Members  of  the  Committee  familiar  with  our  issue  may  recognize  some  of  these  requests  from 
previous  years.  The  Association  has  strived  to  make  consistent,  reasonable  requests  with  the  goal 
of  providing  greater  clarification  of  issues  critical  to  those  who  suffer  from  the  disease.  Using  this 
strategy,  we  have  been  rewarded  through  the  progress  in  many  areas  which  I  spoke  about  earlier. 
However,  there  are  still  great  challenges  ahead. 

We  sincerely  hope  that,  once  again,  Congress  will  work  with  us  to  secure  a  dedicated  and  effective 
federal  response  to  CFIDS  so  that  we  can  put  an  end  to  the  suffering  caused  by  CFIDS  at  the 
earliest  date  possible.  We  plan  to  continue  our  efforts  to  inform  a  greater  share  of  Congress  about 
this  illness  by  holding  another  Congressional  briefing  this  spring.  Mr.  Chairman,  your  sponsorship 
of  last  year's  event  contributed  to  its  success  and  it  being  deemed  "the  CFIDS  community's  finest 
hour."  Through  the  Congressional  briefings  held  last  year  and  planned  for  this  year,  we  endeavor 
to  secure  support  for  this  committee's  leadership  on  CFIDS  from  other  Members  who  recognize 
the  significant  impact  that  this  illness  has  on  their  constituencies. 

Mr.  Chairman,  the  patient  community,  the  research  community  and  the  federal  government  have 
worked  together  to  build  a  strong  foundation  of  understanding  about  CFIDS.  Let  us  build  on  this 
foundation  to  find  answers  to  complex  questions  that  have  eluded  us  for  so  many  years.  Thank 
you  for  standing  by  us  throughout  this  search,  for  your  time  and  attention  this  morning  and  for 
your  thoughtful  consideration  of  our  requests. 
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Mr.  Porter.  Kay,  thank  you  for  your  testimony. 

The  $11.8  million  that  you  mentioned  is  NIH  money? 

Ms.  Kenney.  NIH  and  CDC. 

Mr.  Porter.  And  CDC.  It's  the  total  money? 

Ms.  Kenney.  Yes. 

Mr.  Porter.  I  can  remember  when  there  were  zero  funds  for 
CFIDS,  and  I  think  a  lot  of  progress  has  been  made,  and  obviously 
they  are  taking  this  disease  very  seriously  at  NIH  today  and  at 
CDC. 

Ms.  Kenney.  They  are. 

Mr.  Porter.  So  your  work  has  advanced  the  cause  greatly.  We 
thank  you  for  being  here. 
Ms.  Kenney.  Thank  you. 


Tuesday,  March  5,  1996. 

WITNESS 

ROBERT  J.  RUBEN,  M.D.,  AMERICAN  ACADEMY  OF  OTOLARYNGOLOGY- 
HEAD  AND  NECK  SURGERY 

Mr.  Porter.  Robert  J.  Ruben,  M.D.,  Albert  Einstein  College  of 
Medicine,  representing  the  American  Academy  of  Otolaryngology, 
the  Head  and  Neck  Surgery  Section.  Thank  you  for  being  with  us, 
Dr.  Ruben. 

Dr.  Ruben.  Thank  you,  sir. 

Mr.  Porter,  Ms.  Pelosi,  members  of  the  committee,  ladies  and 
gentlemen.  Fm  Dr.  Robert  Ruben,  Professor  and  Chairman  of  the 
Department  of  Otolaryngology  at  the  Albert  Einstein  College  of 
Medicine,  of  the  Bronx,  New  York.  Today,  I'm  representing  the 
American  Academy  of  Otolaryngology-Head  and  Neck  Surgery,  the 
world's  largest  organization  of  otolaryngology  and  head  and  neck 
surgeons.  There  are  more  than  10,000  members,  including  97  per- 
cent of  all  board  certified. 

First,  Mr.  Chairman,  I'd  like  to  thank  you  and  all  of  your  col- 
leagues on  the  subcommittee  for  your  hard  work  on  the  National 
Institutes  of  Health  for  the  fiscal  year  1996.  I  read  the  articles  both 
in  the  Washington  Post  and  New  York  Times  on  how  you  energized 
the  biomedical  research  field,  including  leaders  in  biotechnology,  to 
seek  an  increase  of  5.7  percent  for  the  NIH  last  year.  The  New 
York  Times  stressed  the  issue  of  the  economic  impact  of  bio- 
technology. 

I  have  also  had  the  opportunity  to  see  the  videotape  of  you  and 
Dr.  Grupenhoff  discussing  the  work  you  had  done  on  the  fiscal  year 
1996  appropriations  for  NIH,  one  of  the  finest  explanations  I've 
ever  seen  of  how  a  Congressional  leader  can  accomplish  a  superb 
victory,  this  time  for  biomedical  research,  and  for  the  patients  who 
will  benefit  from  it,  as  well  as  for  the  health  of  the  public  nation- 
wide and  internationally.  It  was  a  victory  with  enormous  con- 
sequences. Not  only  do  the  22,000  research  teams  across  the  Unit- 
ed States  breath  a  collective  sigh  of  relief,  but  your  work  has  made 
all  of  us  feel  more  certain  about  the  continued  funding  of  bio- 
medical research.  We  thank  you  and  your  colleagues  for  all  of  that. 

I  want  to  speak  today  about  two  areas  of  vital  interest  to  the 
Academy.  The  first  is  our  support  of  the  National  Institute  of  Deaf- 
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ness  and  Other  Communication  Disorders,  NIDCD,  of  the  National 
Institutes  of  Health.  The  others  are  concern  about  the  health  of  our 
environment,  including  all  of  our  natural  world,  as  well  as  the  en- 
vironmental health  of  human  individuals. 

First,  Mr.  Chairman,  I  know  that  you  followed  closely  the  re- 
markable progress  the  NIDCD.  The  NIDCD  provides  the  research 
which  will  optimize  the  communication  abilities  of  the  American 
people  which,  in  this  communication  age,  is  the  base  of  an  individ- 
ual's and  a  society's  economic  and  social  success. 

During  the  last  years,  there  have  been  many  substantial  ad- 
vances in  applications  of  these,  to  the  betterment  of  human  health. 
One  of  the  most  far-reaching  effects  of  the  support  of  basic  science 
is  the  new  approach  to  problems  of  inner  ear  sensory  neural  deaf- 
ness. The  first  of  these  are  the  huge  gains  made  with  the  use  of 
the  cochlear  implants. 

Now  there  is  another  breakthrough.  NIDCD  supported  scientists 
are  currently  conducting  studies  which  are  determining  how  to  pro- 
tect the  sensory  neural  structures  of  hearing  from  injury  and 
death,  and  how  to  repair  them  once  they  have  been  injured,  and 
how  to  replenish  them  once  they  have  died. 

The  concept  of  protection  or  repair  and  replacement  was  not  even 
considered  a  few  years  ago.  But  because  of  the  support  of  the 
NIDCD,  it  is  now  an  active  research  area.  Results  of  these  studies 
will  be  the  prevention  of  many  forms  of  deafness,  which  heretofore 
there  was  no  help.  I  suspect  by  this  time  next  year  we  will  have 
results  from  clinical  trials  coming  from  the  application  of  these 
basic  science  studies  to  girls  and  boys,  men  and  women,  who  are 
suffering  sensory  neural  hearing  loss.  These  studies  will  utilize  all 
of  the  four  areas  which  the  NIH  and  the  NIDCD  are  strengthening. 

Molecular  biology,  termination  of  the  molecular  growth  factors 
needed  for  protection,  repair  and  replenishment  for  the  inner  ear; 
molecular  genetics,  the  characterization  of  the  molecular  genetic 
processes  of  deafness  and  the  mechanisms  needed  for  protection, 
repair  and  replenishment;  imaging,  identifying  and  defining  the 
disease  states  of  the  inner  ear  and  evaluating  the  effects  of  restora- 
tion of  brain  processes,  especially  on  speech  and  language;  integra- 
tive neuroscience,  optimizing  the  most  effective  and  efficient  means 
of  preserving  central  neural  structures  and  determining  the  dimen- 
sions of  sensory  information  so  as  to  optimize  receptive  and  expres- 
sive oral  language. 

Now,  Mr.  Chairman,  let  me  to  turn  to  the  issues  of  the  environ- 
ment, human  health  and  the  health  of  the  natural  world.  We  wish 
to  note  this  matter  because  we  know  of  your  deep  interest  in  envi- 
ronmental issues,  including  those  of  environmental  health. 
Amongst  the  many  things  that  the  American  Academy  of  Otolaryn- 
gology-Head  and  Neck  Surgery  has  done  is  develop  a  brochure,  The 
Environment,  Our  Mutual  Concern,  focusing  on  environmental  im- 
pacts, polluted  environment,  on  ear,  nose,  throat,  taste,  smell  and 
balance  of  our  patients.  It  is  used  as  a  patient  distribution  bro- 
chure. We've  also  organized  a  significant  international  meeting  and 
national  meetings  concerning  this. 

We  are  deeply  grateful  to  you,  Mr.  Chairman,  for  your  interest 
in  environmental  matters,  and  pledge  to  continue  our  work  in  this 
regard.  We  believe  that  human  health  is  inseparable  from  the 
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health  of  the  natural  world.  We  believe  in  pollution  prevention,  dis- 
ease prevention.  We  will  continue  these  themes  throughout  our 
work  on  environmental  matters  in  the  future. 

We  recommend,  Mr.  Chairman,  an  increase  for  the  NIH  which  is 
the  same  which  you  have  indicated  in  your  recommendation,  that 
is,  a  6.5  percent  increase.  As  you  know,  the  biomedical  inflation 
index  is  at  3  percent.  A  6.5  percent  increase  would  allow  for  a  3.5 
percent  increase  in  the  actual  activity  which  we  believe  is  the  mini- 
mum needed  to  keep  this  country  on  the  forefront  of  biomedical  re- 
search, to  achieve  the  objectives  of  improved  health  for  all  our  citi- 
zens as  well  as  the  international  community. 

Thank  you. 

[The  prepared  statement  follows:] 


702 


American  Academy  of 

Otolaryngology— Head  and  Week  Surgery,  Inc. 

DEDICATED  TO  CARE  OF  THE  EARS,  NOSE  THROAT  AND  RELATED  STRUCTURES  OF  THE  HEAD  AND  NECK 

One  Prince  Street 


Alexandria.  VA  22314-3357  USA 


Neil  0.  Ward,  MD 
President 
Phoenix,  AZ 

Charles  J.  Krause.  MD 
President-Elect 
Ann  Arbor.  Ml 

Kenneth  M.  Grundfast,  MD 
Vice  President.  1994-96 
Washington,  DC 

Keat-Jin  Lee.  MD 
Secretary/Treasurer,  1993-96 
New  Haven,  CT 

Eugene  N.  Myers,  MD 
Immediate  Past  President 
Pittsburgh,  PA 

1993-1996 
Herbert  C.  Jones,  MD 
Atlanta,  GA 


TESTIMONY 


OF 


ROBERT  J.  RUBEN,  M.D. 
PROFESSOR  AND  CHAIRMAN- 
DEPARTMENT  OF  OTOLARYNGOLOGY 
AND 

PROFESSOR  OF  PEDIATRICS 
ALBERT  EINSTEIN  COLLEGE  OF  MEDICINE 
OF  THE  YESHIVA  UNIVERSITY 
AND 

MONTEFIORE  MEDICAL  CENTER 
NEW  YORK  CITY 


1994-1997 
Jesus  E.  Medina,  MD 
Oklahoma  City,  OK 


1995-1998 
A.  Julianna  Gulya,  MD 
Washington,  DC 


John  G.  Campbell.  MD 
Chair,  Board  of  Governors 
Tulsa,  OK 

Michael  S.  Benninger,  MD 
Chair-Elect.  Board  ot  Governors 
Detroit,  Ml 

Ira  D  Fapel.  MD 
Immediate  Past  Chair 
Board  ot  Governors 
Owings  Mill,  MD 

COORDINATORS 
Charles  F.  Koopmann,  Jr.,  MD 
Socioeconomic  Affairs,  1990-96 


l£e  D  Eisenberg,  MD 
Practice  Aflairs,  1991-97 
Englewood.  NJ 

Nancy  Snyderman,  MD 
Governmental  Relations,  1992-98 
San  Francisco,  CA 


OF  BEHALF  OF  THE 


AMERICAN  ACADEMY  OF  OTOLARYNGOLOGY- 
HEAD  AND  NECK  SURGERY,  INCORPORATED 


BEFORE  THE 


SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
EDUCATION  AND  RELATED  AGENCIES 


U.S.  HOUSE  OF  REPRESENTATIVES 


MARCH  5,  1996 


Foundation  Annual  Meeting:  September  29-October  2,  1996,  Washington,  DC 


703 


2 

Chairman  Porter,  members  of  the  subcommittee,  ladies  and  gentlemen.  I  am  Dr.  Robert  J. 
Ruben,  professor  and  chairman  of  the  Department  of  Otolaryngology  (Ear  -  Nose  -  and  Throat) 
of  the  Albert  Einstein  College  of  Medicine  and  the  Montefiore  Medical  Center  of  the  Bronx, 
New  York.  Today  I  am  representing  the  American  Academy  of  Otolaryngology-Head  and  Neck 
Surgery,  Incorporated  (AAO-HNS,  Inc.),  the  world's  largest  organization  of  otolaryngology  and 
head  and  neck  surgeons.  There  are  more  than  10,000  members,  including  97%  of  all  Board 
certified  otolaryngologists. 

Mr.  Chairman,  first  of  all  I  want  to  thank  you  and  all  your  colleagues  on  the  subcommittee  for 
your  hard  work  for  the  National  Institutes  of  Health  for  fiscal  year  1996. 

I  read  articles  in  both  the  Washington  Post  and  the  New  York  Times  (especially  that  of  February 
15,  1996)  on  how  you  energized  the  biomedical  research  field,  including  leaders  in  biotech- 
nology, to  seek  an  increase  of  5.7%  for  the  NIH  last  year.  The  New  York  Times  stressed  the 
issue  of  the  economic  impact  of  biotechnology. 

I  have  also  had  the  opportunity  to  see  the  videotape  with  you  and  Dr.  John  Grupenhoff 
discussing  the  work  you  had  done  on  the  FY  1996  appropriations  for  NIH,  one  of  the  finest 
explanations  I  have  ever  seen  of  how  a  congressional  leader  can  accomplish  a  superb  victory,  this 
time  for  biomedical  research,  and  for  the  patients  who  will  benefit  from  it,  as  well  as  the  health 
of  the  public  nationwide  and  internationally.  It  was  a  victory  with  enormous  consequences.  Not 
only  did  22,000  research  teams  across  the  United  States  breathe  a  collective  sigh  of  relief,  but 
your  work  has  made  us  all  feel  more  certain  about  the  continued  funding  of  biomedical  research. 
We  thank  you  and  all  of  your  colleagues  for  that. 

We  note  also  that  in  recent  days  Speaker  Gingrich,  in  speaking  to  the  American  Association  of 
Retired  Persons,  indicated  to  them  his  support  of  biomedical  research  funding  as  well. 

I  want  to  speak  about  two  areas  of  vital  interest  to  our  Academy  today.  The  first  is  our  support 
of  the  National  Institute  on  Deafness  and  Other  Communication  Disorders  (NIDCD)  of  the 
National  Institutes  of  Health.  The  second  is  our  concern  about  the  health  of  our  environment, 
including  all  of  our  natural  world,  as  well  as  the  environmental  health  of  individual  humans. 

First,  Mr.  Chairman,  I  know  that  you  have  followed  closely  the  remarkable  progress  of  the 
National  Institute  on  Deafness  and  Other  Communications  Disorders  (NIDCD).  The  NIDCD 
provides  the  research  which  will  optimize  the  communication  abilities  of  the  American  people 
which,  in  this  the  communication  age,  is  the  base  of  the  individual's  and  of  society's  economic 
and  social  successes. 

From  the  point  of  view  of  our  researchers,  practitioners  and  the  American  people,  the  NIDCD 
has  superbly  fulfilled  its  mission  in  carrying  out  research  programs  directed  at  the  understanding, 
prevention,  cure  and  care  of  the  disorders  of  hearing,  balance,  voice,  speech,  language,  taste,  and 
smell. 
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Testimony  in  regard  to  the  NIDCD  will  deal  with  several  issues. 

Let  me  call  to  your  attention  the  fact  that  the  NIDCD  developed  an  integrated  planning  and 
policy  working  group  to  review  the  Institute's  program  of  extramural  and  intramural  research  to 
determine  if  the  mix  of  scientific  disciplines  matched  the  research  opportunities  in  human 
communication  in  an  advantageous  and  optimal  way.  and  recommended  that  the  NIDCD 
portfolio  be  strengthened  in  the  following  four  scientific  disciplines.  These  are  in  accord  with 
the  request  of  Congress  of  the  National  Institutes  of  Health  to  study  the  entire  research  portfolio 
and  Director  Harold  Varmus's  recommendation.  The  four  areas  are: 

•  Molecular  Biology 

Molecular  biological  technology  can  be  used  to  improve  greatly  the  understanding 
of  structure  and  function  in  normal  processes  and  diseases  states. 

•  Molecular  Genetics 

Identification  of  genes  using  positional  cloning  strategies  and  gene  linkage 
analysis  establishes  the  genetic  basis  of  diseases  and  disorders.  This  knowledge 
will  enhance  genetic  counseling,  improve  diagnosis  and  permit  substitution  and 
gene  transfer  therapy  as  well  as  allow  the  determination  of  the  structural  and 
functional  importance  of  the  proteins  encoded  by  these  genes. 

•  Imaging 

Important  new  information  is  emerging  from  human  imaging,  particularly  in  the 
areas  of  higher  cortical  function  in  speech  and  language  as  well  as  the  sensory 
systems.  Imaging  is  a  key  technology  to  understand  and  analyze  normal  sensory, 
perceptual  and  cognitive  function  and  changes  in  speech  perception  and 
production  patterns  that  are  associated  with  disease  states. 

•  Integrative  Neuroscience 

An  emphasis  on  the  continuum  from  neurochemistry  to  neurotransmitted  systems, 
to  neural  impulses,  to  pattern  recognition  should  yield  insights  in  understanding 
perception  and  behavior.  Integration  of  various  aspects  of  molecular  and  cellular 
biology  with  function  and  behavior  and  determination  of  their  relationship  to 
communication  disorders  will  provide  a  rational  basis  for  intervention  to  improve 
the  quality  of  life  for  all  individuals  with  disorders  of  human  communication. 

We  strongly  support  these  general  areas  of  research  because  of  their  vital  importance. 
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During  recent  years  there  have  been  many  substantial  advances  in  our  field  and  many  have  been 
applied  to  the  betterment  of  human  health. 

One  of  the  most  far-reaching  effects  of  the  support  of  basic  science  is  the  new  approach  to  the 
problems  of  inner  ear  -  sensory  neural  deafness,  especially  the  huge  gains  made  with  the  use  of 
the  cochlear  implants.  Now  there  is  another  breakthrough.  NIDCD-supported  scientists  are 
currently  conducting  studies  which  are  determining  how  to  protect  the  sensory  and  neural 
structures  of  hearing  from  injury  and  death,  how  to  repair  them  once  they  have  been  injured  and 
how  to  replenish  them  once  they  have  died.  The  concept  of  protection,  repair  and  replacement 
was  not  even  considered  a  few  years  ago,  but  because  of  the  support  of  the  NIDCD,  it  is  now  an 
active  research  area.  The  result  of  these  studies  will  be  the  prevention  of  many  forms  of  deafness 
for  which,  heretofore,  there  was  no  help.  I  suspect  that  by  this  time  next  year,  we  will  have 
results  from  clinical  trials  coming  from  the  application  of  these  basic  science  studies  to  boys  and 
girls,  men  and  women  who  are  suffering  sensory  neural  hearing  loss.  These  studies  utilize  all 
four  areas  which  the  NIH  and  the  NIDCD  are  strengthening. 

Molecular  biology  -  the  determination  of  the  molecular  growth  factors  needed  for  protection, 
repair  and  replenishment. 

Molecular  genetics  -  the  characterization  of  the  molecular  genetic  process  of  deafness  and  the 
mechanisms  needed  for  protection,  repair  and  replenishment. 

Imaging  -  identifying  and  defining  the  disease  states  of  the  inner  ear  and  evaluating  the  effects  of 
restoration  on  the  brain  processes,  especially  speech  and  language. 

Integrative  neuroscience  -  optimizing  the  most  effective  and  efficient  means  of  preserving  central 
neural  structures  and  determining  the  dimensions  of  integration  of  sensory  information  so  as  to 
optimize  receptive  and  expressive  oral  language. 

Now,  Mr.  Chairman,  let  me  turn  to  the  issue  of  the  environment,  human  health,  and  the  health  of 
the  natural  world. 

We  desire  to  discuss  this  matter  because  we  know  of  your  deep  interest  in  environmental  issues, 
including  those  of  environmental  health. 

In  1991,  as  one  of  our  first  actions  in  regard  to  environmental  health,  we  co-sponsored,  with  the 
NIDCD,  a  national  conference  on  the  "Impact  of  Pollution  on  the  Upper  Alimentary  and 
Respiratory  Tracts,"  which  was  held  at  the  NIH  Clinical  Center.  All  of  the  scientific  papers 
delivered  at  that  conference  were  made  available  in  the  official  journal  of  the  American  Academy 
of  Otolaryngology-Head  and  Neck  Surgery  Foundation,  Inc.,  Otolaryngology. 

Our  Academy  co-sponsored  the  founding  conference  of  the  National  Association  of  Physicians 
for  the  Environment  in  1993,  which  brought  together  over  100  physicians,  many  of  them 


706 


5 

specialists,  to  discuss  the  need  for  a  scientific  underpinning  for  efforts  in  the  field  of  environ- 
mental health,  especially  from  specialists"  points  of  view. 

We  have  developed  a  brochure  on  'The  Environment  -  Our  Mutual  Concern."  focusing  on  the 
environmental  impacts  of  a  polluted  environment  upon  the  ear,  nose,  throat,  taste,  smell,  and 
balance  of  our  patients;  it  is  used  as  a  patient  distribution  brochure. 

A  little  more  than  a  year  ago  we  co-sponsored  the  first  national  conference  on  "Air  Pollution 
Impacts  on  Body  Organs  and  Systems,"  and  our  Executive  Vice  President  was  then  President  of 
the  National  Association  of  Physicians  for  the  Environment  and  assisted  in  organizing  the 
conference.  The  chairman  of  the  conference  was  G.  Richard  Holt,  M.D.,  an  otolaryngologist 
from  San  Antonio,  Texas,  and  also  president  of  the  school  board  there.  Dr.  John  Kimball  Scott, 
an  otolaryngologist  from  Wisconsin,  and  the  NAPE  delegate  to  the  International  Society  of 
Doctors  for  the  Environment,  and  president-elect  of  NAPE,  spoke  on  international  issues  and  the 
environment.  We  have  established  an  Academy  Committee  on  the  Environment  which  is 
pushing  forward  in  the  areas  of  air  pollution  and  sun  protection  related  to  skin  cancers  of  the 
head  and  neck. 

We  are  deeply  grateful  to  you,  Mr.  Chairman,  for  your  interest  in  environmental  matters  and 
pledge  to  continue  our  work  in  this  regard.  We  believe  that  human  health  is  inseparable  from 
the  health  of  the  natural  world.  We  also  believe  that  pollution  prevention  is  disease  prevention. 
We  will  continue  these  themes  throughout  our  work  on  environmental  matters  in  the  future. 

Recommendation:  Mr.  Chairman,  we  recommend  an  increase  for  the  NIH  which  is  the  same  as 
that  which  you  have  indicated  is  your  recommendation,  that  is,  a  6.5%  increase.  As  you  know, 
the  biomedical  inflation  index  is  at  3%  and  a  6.5%  increase  would  allow  for  a  3.5%  increase  in 
actual  activity,  which  we  believe  is  the  minimum  needed  to  keep  our  country  in  the  forefront  of 
biomedical  research  and  to  achieve  the  objectives  of  improved  health  for  all  of  our  citizens  as 
well  as  the  international  community. 

We  are  enormously  grateful  to  you  for  what  you  and  your  colleagues  on  the  subcommittee  have 
done  to  support  the  NIH  and  the  NIDCD. 

I  am  pleased  to  answer  any  questions  you  may  have. 
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Mr.  PORTER.  Dr.  Ruben,  thank  you  for  your  good  testimony.  My 
staffer  tells  me  I  said  the  word  wrong.  It's  a  hard  word  to  say. 
Dr.  Ruben.  I  know,  it  takes  about  30  years. 

Mr.  Porter.  Otolaryngology.  Again,  we  appreciate  your  testi- 
mony, and  the  members  of  the  subcommittee  appreciate  your  kind 
and  generous  words  also.  Thank  you  very  much. 

Dr.  Ruben.  Thank  you  for  the  privilege,  sir. 


Tuesday,  March  5,  1996. 

WITNESS 

CAROL  JENKINS,  MEDICAL  LIBRARY  ASSOCIATION  AND  ASSOCIATION 
OF  ACADEMIC  HEALTH  SCIENCES  LIBRARY  DIRECTORS 

Mr.  Porter.  Carol  Jenkins,  Health  Sciences  Library  Director,  at 
the  University  of  North  Carolina,  Chapel  Hill,  testifying  in  behalf 
of  the  Medical  Library  Association. 

Ms.  Jenkins? 

Ms.  Jenkins.  Thank  you,  Mr.  Chairman  and  members  of  the  sub- 
committee. 

Fm  Carol  Jenkins,  the  Health  Sciences  Library  Director  at  the 
University  of  North  Carolina  at  Chapel  Hill.  And  Fm  appearing 
today  on  behalf  of  the  Medical  Library  Association  and  the  Associa- 
tion of  Academic  Health  Sciences  Library  Directors. 

We  speak  in  support  of  increased  fiscal  year  1997  funding  for  the 
National  Library  of  Medicine,  with  particular  emphasis  on  funding 
for  NLM's  basic  services,  its  outreach  activities  and  its  high  per- 
formance computing  and  communications  efforts.  The  common  goal 
of  our  two  organizations,  which  consist  of  over  5,000  individual  and 
institutional  members,  is  to  ensure  that  biomedical  information  is 
made  available  to  health  sciences  libraries  and  is  accessible  to 
health  care  professionals,  scientists,  students  and  patients  through- 
out the  Nation. 

Mr.  Chairman,  let  me  first  join  my  colleagues  in  thanking  you 
and  the  members  of  the  subcommittee  for  your  leadership  in  initi- 
ating a  full  year  fiscal  year  1996  funding  for  the  National  Insti- 
tutes of  Health,  and  specifically  for  your  continued  support  of  the 
National  Library  of  Medicine.  This  support  has  proven  to  be  in- 
valuable to  all  of  us. 

I  will  now  briefly  outline  our  funding  recommendations  for  NLM 
for  fiscal  year  1997.  For  the  past  couple  of  weeks,  and  indeed 
today,  you've  been  hearing  about  other  agencies  and  their  need  for 
biomedical  research  dollars.  The  National  Library  of  Medicine  is 
the  service  agent  that  ensures  that  the  results  of  that  research  are 
shared  with  the  American  public  through  well  informed  health  care 
decisions.  Basic  library  services  are  the  foundation  for  the  National 
Library  of  Medicine's  long  term  success  as  a  service  agent.  And 
they  must  be  maintained  through  adequate  staffing  and  adequate 
funding. 

In  addition  to  basic  services,  there  are  three  specific  program 
areas  at  NLM  which  respond  to  the  needs  of  today's  health  profes- 
sionals that  we  would  like  to  see  strengthened.  The  first  is  the 
NLM  outreach  program,  which  strives  to  provide  all  American 
health  professionals  with  access  to  NLM's  information  service.  The 


708 


second  is  using  advanced  technology,  specifically  high  performance 
computing  and  communications  technology,  to  improve  the  quality 
of  health  care  in  America.  And  the  third  is  NLM's  numerous  HIV- 
AIDS  information  programs. 

NLM's  outreach  programs  are  of  particular  interest  to  our  orga- 
nization. These  activities  are  designed  to  bring  the  most  current 
medical  information  to  health  professionals.  These  have  contrib- 
uted to  improving  the  quality  of  our  Nation's  health  care.  There 
was  an  article  published  in  the  September  1992  issue  of  the  Jour- 
nal of  the  American  Medical  Association  in  which  physicians  re- 
ported positive  changes  in  their  diagnoses  and  their  choice  of  tests 
and  drugs  and  their  length  of  hospital  stay  and  in  the  advice  that 
they  gave  to  their  patients  as  a  result  of  information  provided  to 
them  by  medical  libraries. 

In  the  last  five  years,  NLM  has  undertaken  and  supported  close 
to  275  different  outreach  projects  involving  over  500  institutions 
across  the  country.  In  conjunction  with  its  eight  regional  medical 
libraries  and  the  hundreds  of  members  of  the  National  Network  of 
Libraries  of  Medicine,  over  20,000  health  professionals  around  the 
country  have  learned  how  to  access  medical  information  that  NLM 
provides. 

Outreach  programs  have  been  geared  toward  meeting  the  needs 
of  individual  health  professionals  practicing  in  underserved  geo- 
graphic regions,  unaffiliated  health  professionals,  health  profes- 
sionals who  serve  minority  populations  and  to  caregivers  and  pa- 
tients who  need  vital  HIV/AIDS  information. 

In  this  context,  outreach  means  giving  these  caregivers  training 
in  how  to  search  MEDLINE,  AIDSLINE  and  the  other  NLM  data 
basis,  and  also  providing  them  with  assistance  so  they  can  obtain 
copies  of  documents  by  using  NLM's  electronic  service  that  con- 
nects them  to  a  nearby  library  where  they  can  get  access  to  the  pri- 
mary clinical  research  literature. 

Clearly,  NLM  has  been  able  to  accomplish  a  great  deal  through 
its  outreach  activities.  However,  there  are  still  far  too  many  health 
professionals  throughout  the  country  who  are  not  aware  that  NLM 
and  the  National  Network  of  Libraries  of  Medicine  exist  and  that 
they  work  together  to  provide  access  to  the  most  up  to  date  medical 
information.  Mr.  Chairman,  outreach  will  not  be  complete  until 
every  health  professional  in  this  country  has  on  the  spot  access  to 
the  medical  information  he  or  she  needs  to  provide  cost  effective 
health  care. 

The  dissemination  of  information  and  the  quality  of  NLM's  out- 
reach programs  have  been  greatly  enhanced  by  the  high  perform- 
ance computing  and  communications  program.  The  NLM,  the  Na- 
tional Science  Foundation  and  other  agencies  are  working  together 
to  connect  hospitals  and  other  biomedical  institutions  to  the 
Internet. 

The  High  Performance  Computing  and  Communications  Act 
passed  by  the  102nd  Congress  legislated  the  establishment  of  a  na- 
tional information  highway  which  was  designed  in  part  to  provide 
health  care  practitioners  and  patients  with  greater  access  to  the 
world's  medical  literature.  As  a  result,  health  professionals  with  ac- 
cess to  the  Internet  and  from  their  offices,  homes  or  from  patients' 
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bedsides,  access  recent  literature,  current  clinical  trials  informa- 
tion, toxicologic  data,  and  consumer  health  information. 

In  addition,  HPCC  technology  is  providing  researchers  with  the 
high  speed  computing  power  that's  necessary  to  create  complex  bio- 
medical models,  allow  scientists  in  different  areas  of  the  country  to 
work  together  over  the  Internet  on  research  projects  and  support 
telemedicine. 

Mr.  Chairman  and  members  of  the  subcommittee,  the  informa- 
tion revolution  is  clearly  underway.  The  National  Library  of  Medi- 
cine is  the  critical  investment  agency  for  improving  access  to  health 
care  information  in  medically  underserved  areas.  We  in  the  Health 
Sciences  Library  Committee  applaud  the  Congress  for  having  the 
foresight  to  provide  the  NLM  with  the  resources  to  support  tele- 
medicine  and  test  bed  networking  projects.  There  is  no  question 
that  these  technologies  will  have  an  important  influence  on  the  fu- 
ture of  health  care  in  this  country. 

In  June  of  1993,  NLM  and  the  Office  of  AIDS  Research  of  the 
NIH  co-sponsored  an  invitational  conference  on  HIV/AIDS  informa- 
tion services.  Out  of  that  conference  came  a  serious  commitment  to 
promote  access  to  NLM's  AIDS  related  data  bases  in  affected  com- 
munities. To  help  achieve  this  goal,  all  on-line  charges  were  elimi- 
nated for  NLM's  three  AIDS  related  data  bases  and  for  DIRLINE, 
which  is  an  on-line  directory  of  health  care  organizations. 

In  addition,  NLM  began  issuing  contracts  in  1994  designed  to 
help  public  libraries  and  local  community  organizations  access  elec- 
tronic HIV/AIDS  information.  Since  the  program's  inception,  doz- 
ens of  communities  all  across  the  country  have  benefitted  from 
these  awards. 

Furthermore,  Mr.  Chairman,  NLM  has  been  very  active  in  AIDS 
related  outreach  in  your  home  town  of  Chicago.  For  example,  a  re- 
cent collaboration  between  NLM's  Greater  Midwest  Regional  Li- 
brary and  the  Midwest  AIDS  Education  Training  Center  focused  on 
improving  health  care  provided  to  HIV/AIDS  minority  populations 
in  inner-city  Chicago  by  showing  the  medical  health  professionals 
who  were  treating  them  how  to  use  NLM's  medical  literature  data 
base. 

In  conclusion,  the  landmark  1989  NLM  Outreach  Panel  Study, 
which  was  chaired  by  Dr.  Michael  DeBakey,  recommended  dou- 
bling the  National  Library  of  Medicine's  budget  to  take  advantage 
of  outreach  and  HPCC  opportunities.  We  realize  that  in  these  fis- 
cally austere  times  that  this  is  not  feasible.  However,  the  National 
Library  of  Medicine  should  receive  an  increase  that  ensures  that 
they  can  support  and  maintain  their  basic  services,  and  that  HPCC 
and  outreach  activities  will  be  able  to  expand. 

Therefore,  our  organizations  recommend  a  10  percent  increase  in 
funding  for  NLM,  making  the  library's  total  fiscal  year  1997  appro- 
priation $156  million.  To  do  less  would  be  a  clear  admission  by  the 
Congress  that  we  as  a  Nation  are  not  prepared  to  ensure  that  the 
results  of  the  investment  in  biomedical  research  is  readily  acces- 
sible to  all. 

Mr.  Chairman,  thank  you  very  much  for  the  opportunity  to 
present  our  views. 
[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Carol  Jenkins,  Health 
Sciences  Library  Director  at  the  University  of  North  Carolina  at  Chapel  Hill.  I  am  appearing 
today  on  behalf  of  the  Joint  Legislative  Task  Force  of  the  Medical  Library  Association 
(MLA)  and  the  Association  of  Academic  Health  Sciences  Library  Directors  (AAHSLD)  to 
speak  in  support  of  increased  fiscal  year  1997  funding  for  the  National  Library  of  Medicine 
(NLM),  with  particular  emphasis  on  funding  for  NLM's  basic  services  and  personnel, 
outreach  activities,  and  High  Performance  Computing  and  Communications  efforts. 

MLA  is  a  professional  organization  representing  approximately  5,000  individuals 
and  institutions  involved  in  the  management  and  dissemination  of  biomedical  information 
to  support  patient  care,  education  and  research.  AAHSLD  is  composed  of  the  directors 
of  libraries  of  142  accredited  U.S.  and  Canadian  medical  schools  belonging  to  the 
Association  of  American  Medical  Colleges.  Together,  MLA  and  AAHSLD  address  health 
information  issues  and  legislative  matters  of  importance  to  both  organizations  and  the 
NLM.  The  common  goal  of  our  organizations  is  to  ensure  that  biomedical  information  is 
made  available  to  health  sciences  libraries  and  is  accessible  to  health  care  professionals, 
scientists,  students  and  patients  throughout  the  nation. 

Mr.  Chairman,  let  me  first  thank  you  and  the  Members  of  the  Subcommittee  for 
your  leadership  in  initiating  a  full  year  FY96  funding  increase  for  the  National  Institutes  of 
Health.  Specifically,  your  support  of  the  National  Library  of  Medicine  has  proved  to  be 
invaluable.  I  will  now  briefly  outline  MLA/AAHSLD's  funding  recommendations  with  respect 
to  NLM  for  FY97. 


NLM  Basic  Services  &  Personnel 

Basic  library  services  must  still  be  the  foundation  for  NLM's  long  term  success  as 
a  service  agency.  However,  the  lack  of  sufficient  staff  to  perform  these  services  is  a 
major  problem.  The  demand  for  basic  NLM  services  is  increasing  at  a  rate  of  10  to  15% 
per  year.  Maintaining  the  current  standard  of  acquisitions,  indexing,  cataloging,  database 
searching,  and  lending  will  become  more  and  more  difficult,  if  not  impossible,  if  NLM 
staffing  levels  and  fiscal  resources  continue  to  decline.  In  addition,  NLM's  resources  have 
been  stretched  in  recent  years  by  the  establishment  of  two  major  new  congressionally 
mandated  programs  --  the  National  Center  for  Biotechnology  Information  and  the  National 
Information  Center  on  Health  Services  Research  and  Health  Care  Technology.  As  a 
result,  we  urge  the  Subcommittee  to  consider  reinstituting  staff  level  positions  so  that  NLM 
can  meet  its  increasing  service  needs  and  insure  that  the  quality  of  its  programs  and 
information  services  is  not  compromised. 
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NLM  PROGRAM  PRIORITIES 

There  are  three  specific  program  areas  at  NLM  which  respond  to  the  needs  of 
today's  health  professionals  that  we  would  like  to  see  strengthened.  The  first  is  the  NLM 
Outreach  Program,  which  strives  to  provide  all  American  health  professionals  (including 
those  in  underserved  areas)  with  access  to  NLM's  information  services.  The  second  is 
NLM's  commitment  to  using  advanced  technology,  specifically,  High  Performance 
Computing  and  Communications  initiatives,  to  improve  the  quality  of  health  care  in 
America.  The  third  is  NLM's  numerous  HIV/AIDS-related  information  programs. 


Outreach  Programs 

NLM's  Outreach  programs  are  of  particular  interest  to  our  organizations.  These 
activities,  designed  to  bring  the  most  current  medical  information  to  a  variety  of  health 
professionals,  have  proven  to  be  very  successful  in  improving  the  quality  of  our  nation's 
health  care.  In  an  article  published  in  the  September,  1992  issue  of  The  Journal  of  the 
American  Medical  Association,  physicians  reported  positive  changes  in  their  diagnosis, 
choice  of  tests  and  drugs,  length  of  hospital  stay  and  advice  given  to  patients  as  a  result 
of  information  provided  by  medical  librarians.  In  addition  to  these  changes,  physicians 
reported  a  reduction  in  mortality,  hospital  admissions,  surgery,  and  hospital-acquired 
infections,  due  to  data  obtained  from  medical  libraries. 

In  the  five  years  between  1989  and  1994,  NLM  has  undertaken  and  supported 
close  to  275  outreach  projects,  involving  over  500  institutions  across  the  country.  In 
conjunction  with  the  eight  Regional  Medical  Libraries  and  the  members  of  the  National 
Network  of  Libraries  of  Medicine,  over  20,000  health  professionals  across  the  country 
have  learned  more  about  accessing  the  medical  information  resources  that  NLM  provides. 
Outreach  programs  have  been  geared  toward  individual  health  professionals  practicing 
in  underserved  geographic  regions,  unaffiliated  health  professionals,  health  professionals 
serving  minority  populations,  and  caregivers  and  patients  who  need  vital  HIV/AIDS 
information. 

Clearly,  NLM  has  been  able  to  accomplish  a  great  deal  through  its  outreach 
activities.  However,  there  are  still  far  too  many  health  care  professionals  throughout  the 
country  who  are  not  aware  that  NLM  and  the  NN/LM  exist  and  work  together  to  provide 
access  to  the  most  up-to-date  medical  information.  Mr.  Chairman,  outreach  will  not  be 
complete  until  every  health  professional  in  this  country  is  familiar  with  NLM  and  the 
information  resources  it  provides. 
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High  Performance  Computing  and  Communications 

The  dissemination  of  information  and  the  quality  of  NLM's  outreach  programs  have 
been  greatly  enhanced  by  the  High  Performance  Computing  and  Communications 
(HPCC)  program.  The  NLM,  the  National  Science  Foundation  (NSF)  and  other  agencies 
are  working  together  to  connect  hospitals  and  other  biomedical  institutions  to  the  Internet. 
The  High  Performance  Computing  and  Communications  Act  passed  by  the  102nd 
Congress  legislated  the  establishment  of  a  national  information  highway  designed  to 
provide  health  care  practitioners  and  patients  with  greater  access  to  the  world's  medical 
literature.  As  a  result,  health  professionals  with  access  to  the  Internet,  can  from  their 
offices,  homes,  or  bedsides  access  information  such  as  recently  published  literature, 
current  clinical  trials,  toxicologic  data,  and  consumer  health  information.  In  addition, 
HPCC  technology  is  providing  researchers  with  the  high  speed  computing  power 
necessary  to  create  complex  biomedical  models  and  allowing  scientists  in  different  areas 
of  the  country  to  work  together  on  intricate  research  projects. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  the  information  revolution  is 
underway.  The  National  Library  of  Medicine,  through  its  High  Performance  Computing 
and  Communications  efforts  and  its  expertise  in  providing  medical  information  on  the 
Internet,  is  the  critical  investment  agency  for  improving  access  to  health  care  information 
in  medically  underserved  areas.  We  in  the  health  sciences  library  community  applaud  the 
Congress  for  having  the  foresight  to  provide  the  NLM  with  resources  to  support 
telemedicine  and  testbed  network  projects.  There  is  no  question  that  these  technologies 
will  have  an  important  influence  on  future  health  care  in  this  country.  A  weak  investment 
in  this  area  for  FY97  would  mean  a  missed  opportunity  to  capitalize  on  work  already 
begun,  work  that  holds  great  promise  for  improving  the  delivery  of  health  care  to  millions 
of  Americans. 

AID$  Information 

In  June  1993,  NLM  and  the  Office  of  AIDS  Research  of  the  NationaJ  Institutes  of 
Health  co-sponsored  an  invitational  conference  on  HIV/ AIDS  information  services.  Out 
of  that  conference  came  a  serious  commitment  to  promote  access  to  NLM's  AIDS-related 
databases  in  affected  communities.  To  help  achieve  this  goal  all  online  charges  for 
NLM's  three  AIDS-related  databases  and  DIRLINE  were  eliminated  in  January  1994.  In 
addition,  NLM  began  issuing  a  series  of  contracts  in  FY  1994  designed  to  help  public 
libraries  and  local  community-based  organizations  access  electronic  HIV/AIDS 
information.  Since  the  program's  inception  dozens  of  communities  all  across  the  country 
have  benefitted  from  these  awards. 
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Furthermore,  Mr.  Chairman,  NLM  has  been  very  active  in  AIDS-related  outreach 
in  your  home  town  of  Chicago.  For  example,  a  recent  collaboration  between  NLM's 
Greater  Midwest  Regional  Library  and  the  Midwest  AIDS  Education  Training  Center 
focused  on  improving  the  quality  of  health  care  provided  to  HIV/AIDS  minority  populations 
in  inner-city  Chicago  by  introducing  the  medical  professionals  who  treat  them  to  NLM's 
Grateful  Med  biomedical  information  system. 


Fiscal  Year  1997  Recommendation 

The  landmark  1989  NLM  Outreach  Panel  study  chaired  by  Dr.  Michael  DeBakey 
recommended  a  doubling  of  the  National  Library  of  Medicine's  budget  to  take  advantage 
of  outreach  and  HPCC  opportunities.  In  these  fiscally  austere  times,  we  recognize  that 
a  doubling  of  the  NLM  budget  may  not  be  feasible.  However,  the  National  Library  of 
Medicine  should  receive  an  increase  that  insures  basic  services  will  be  maintained  and 
HPCC  and  Outreach  activities  will  be  able  to  expand.  Therefore,  the  MLA/AAHSLD 
Legislative  Task  Force  recommends  a  10%  increase  in  funding  for  NLM  making  the 
Library's  total  FY  1997  appropriation  $155,582,900.  To  do  less  would  be  a  clear 
admission  by  this  Congress  that  we,  as  a  nation,  are  not  prepared  to  ensure  that 
information  from  the  investment  made  in  biomedical  research  is  readily  accessible  to  all. 

Mr.  Chairman,  thank  you  very  much  for  the  opportunity  to  present  our  views. 
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Mr.  Porter.  Ms.  Jenkins,  thank  you  for  coming  all  the  way  from 
Chapel  Hill  to  be  with  us. 

I  have  to  say  that  about  this  time  last  year,  we  took  the  entire 
subcommittee  out  to  the  NIH  campus,  and  not  only  had  an  oppor- 
tunity to  talk  with  Dr.  Varmus  and  Dr.  Collins  and  others  and  see 
what  they  do  in  respect  to  actual  research  on  the  campus,  but  we 
spent  a  good  deal  of  time  with  Dr.  Lindberg  and  understanding 
better  what  the  National  Library  of  Medicine  does. 

And  it  seems  to  me  that  the  cutting  edge  is  right  there,  and  the 
ability  to  bring  information  to  people  all  across  the  world  from  NIH 
and  from  its  information  gathering  capabilities  is  just  astounding. 
So  we  very  much  appreciate  your  coming  here  today  to  remind  us 
of  the  wonderful  work  that  the  National  Library  of  Medicine  does, 
and  obviously  we're  going  to  do  our  best  to  provide  resources  for 
its  support. 

Thank  you  for  being  with  us. 

Ms.  Jenkins.  Thank  you.  And  again,  we're  grateful  for  your  sup- 
port. 


Tuesday,  March  5,  1996. 

WITNESS 

SHARON  L.  MONSKY,  SCLERODERMA  RESEARCH  FOUNDATION 

Mr.  Porter.  Last,  but  certainly  not  least,  Sharon  L.  Monsky, 
Chairman,  Board  of  Directors,  Scleroderma  Research  Foundation. 
Sharon,  it's  nice  to  see  you  again.  You  were  with  us  last  year,  and 
have  been  here  previously,  a  number  of  times. 

Ms.  Monsky.  I  won't  give  up. 

[Laughter.] 

Ms.  Monsky.  Mr.  Chairman,  thank  you  very  much  for  that  intro- 
duction. Thank  you  all  for  being  here.  I  appreciate  it. 

I've  come  with  but  one  request,  and  I  think  it's  probably  a  very 
unusual  one.  Perhaps  you've  never  heard  this  one  before.  I'd  like 
you  to  help  put  me  out  of  business. 

For  almost  a  decade,  I  have  been  a  leader  of  what  anyone  would 
consider  a  very  successful  corporation.  It's  grown  quickly  since  its 
inception  in  1987,  and  now  is  on  the  verge  of  unprecedented  suc- 
cess within  its  market.  There  is  only  one  major  problem:  my  clients 
are  dying. 

I  am  in  the  business  of  finding  a  cure  for  a  disease  which  affects 
over  a  half  million  Americans,  and  85  percent  of  them  are  women. 
When  I  was  diagnosed  with  scleroderma  in  1982,  I  was  given  a 
very,  very  short  time  to  live.  I  am  really  thrilled  I  am  here  today. 
Like  most  people,  I  had  never  heard  of  the  disease,  despite  the  fact 
that  it  affects  more  people  than  multiple  sclerosis  and  muscular 
dystrophy. 

As  you  may  know,  there  is  no  known  cause,  nor  is  there  a  cure. 
There  are  also  no  FDA  approved  therapies  for  any  of  the  major 
symptoms  of  this  disease. 

I  am  really  here  thanks  to  the  love  and  the  support  of  my  family 
and  my  determination  to  conquer  scleroderma,  an  ugly,  life-threat- 
ening, mysterious,  awful  disease.  I  also  know  that  in  my  heart,  I 
know  in  my  heart  what  Harold  Varmus  knows  in  his  head,  and 
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that's  that  this  disease  is  curable.  It's  not  only  curable  like  many 
others,  it  is  curable  with  today's  biomedical  technology.  We  can  do 
this,  if  we  take  the  first  step. 

The  Scleroderma  Research  Foundation  is  the  only  organization  in 
the  country  dedicated  exclusively  to  finding  a  cure  for  this  disease. 
We  have  made  great  strides  in  a  very  short  period  of  time,  because 
we  are  in  the  business  to  go  out  of  business.  Our  research  program 
is  unique,  it's  called  cure  advocacy. 

Why  is  it  different?  Because  it  is  an  innovative  approach  which 
stands  traditional  research  on  its  head.  It's  a  well  focused,  collabo- 
rative effort  where  everyone  shares  results,  rather  than  waiting  for 
publication  and  review,  and  by  working  across  traditional  medical, 
academic  and  public-private  boundaries,  a  unified  effort  of  medi- 
cine, science  and  technology. 

Our  collaborative  approach  is  sound  in  both  the  research  and 
business  sense.  I  have  raised  over  $3  million  privately  in  the  last 
few  years  and  produced  some  of  the  most  exciting  research  in  this 
field.  We  have  achieved  breakthroughs  in  the  understanding  of 
scleroderma  that  researchers  with  decades  of  dedicated  investiga- 
tion in  this  area  have  only  dreamed  possible. 

I  am  here  today  to  ask  Congress  to  recommend  that  NIAMS  be- 
come a  partner  in  this  cure  advocacy  in  a  very  formal  way.  I  be- 
lieve that  NIAMS  should  sponsor  an  international  symposium  on 
scleroderma  research.  These  well  planned  symposiums  are  the  cor- 
nerstone, as  I've  found,  because  they  bring  the  best  and  brightest 
researchers  together  to  assimilate  a  breadth  of  findings,  brainstorm 
new  disease  hypothesis  and  suggest  new  areas  for  high-yield  inves- 
tigation. 

We  have  held  two  of  these  workshop  symposiums,  and  they  have 
produced  two  very  successful  centers,  one  here  on  the  east  coast  at 
Johns  Hopkins  University  of  Maryland  and  on  the  Bethesda  cam- 
pus itself.  The  other  is  in  San  Francisco,  now  in  its  fourth  year,  a 
very  successful  enterprise  that  includes  the  University  of  California 
San  Francisco,  Stanford,  and  many  biotech  companies. 

As  a  second  step,  we  request  that  NIAMS  help  create  a  national 
registry  of  scleroderma  patients.  We  have  also  begun  this  effort  in 
San  Francisco.  It's  very  successful.  This  is  the  first  time  that  pa- 
tients have  been  able  to  successfully  participate  in  skin  biopsies 
and  leucocyte  collection  to  help  the  research  on  its  way. 

Finally,  Congress  needs  to  match  the  Foundation's  investment  in 
scleroderma  research.  I  believe  the  funding  of  $3  million  for  this 
method  of  research  through  NIAMS  and  other  appropriate  insti- 
tutes could  be  put  to  incredible  use,  the  kind  of  use  that  this  ap- 
proach is  producing.  And  as  the  new  chairman  of  UCSF  Bio- 
chemistry would  say,  this  investment  of  $100,000  that  Sharon 
originally  made  can  produce  a  million  results. 

Finally,  we  ask  that  the  committee  demonstrate  support  for 
NIAMS  through  the  1997  appropriations  of  at  least  $258  million, 
as  has  been  requested.  Through  your  direction  and  support, 
NIAMS  needs  to  be  in  a  position  of  prioritized,  directing  and  man- 
aging research,  and  not  just  funding  the  proposals  that  are  brought 
to  them.  Your  guidance  in  this  area,  combined  with  sufficient  sup- 
port, is  guaranteed  to  keeping  us  on  the  fast  track  to  saving  lives. 
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Today  we  proudly  ask  for  your  partnership  in  conquering 
scleroderma  and  changing  the  way  we  approach  all  disease  re- 
search. Your  support  is  crucial.  It's  a  crucial  piece  of  the  puzzle 
we've  been  working  so  hard  to  solve  for  almost  a  decade.  Please 
consider  your  research  investments  wisely.  I  know  you  will,  and  I 
know  you'll  join  us  in  our  innovative  efforts  to  find  a  cure. 

Together,  we  can  make  this  happen.  People  make  miracles  hap- 
pen. 

And  finally,  I'd  simply  say  that  in  Texas  we  were  considering  an 
additional  center  throughout  the  University  of  Texas  system.  There 
is  some  very  exciting  work  in  genetics  going  on  there  with  Frank 
Arnett.  And  we  talked  extensively  to  the  board  of  regents  and 
throughout  the  system.  And  if  they  are  willing  to  pursue  this  col- 
laborative approach  with  us,  we're  very  interested. 

And  in  the  only  place  in  the  country,  in  the  Chicago  metropolitan 
country,  there  is  a  real,  there  is  a  true  greater  awareness  of  this 
disease,  as  this  is  the  first  place  where  patients  have  actually  come 
out  of  the  closet,  due  to  our  100  mile  bicycle  ride. 

Thank  you  very  much,  and  thank  you  for  your  time  and  your  pa- 
tience. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  committee,  I  thank  you  for  the  opportunity  to  present  testimony 
before  you  today  and  for  all  that  you  have  done  in  the  past  to  support  the  National  Institutes  of 
Health  in  its  mission  to  advance  the  most  important  and  most  promising  medical  and  scientific 
research  to  improve  the  health  of  our  nation. 

I  come  with  but  one  request,  which  I  dare  say  is  different  than  any  other  request  you  have  heard  in 
these  chambers:  I  want  you  to  help  put  me  out  of  business. 

For  almost  a  decade,  I  have  been  the  leader  of  what  by  any  standard  must  be  considered  a  very 
successful  corporation.  It  has  grown  exponentially  since  its  inception  in  1987,  and  now  is  on  the 
verge  of  unprecedented  success  within  its  market.  There  is  only  one  problem:  my  clients  are 
dying. 

Mr.  Chairman,  I  am  in  the  business  of  finding  a  cure  for  a  disease  which  affects  over  a  half  million 
Americans,  85%  of  them  women  in  the  prime  of  their  lives.  More  people  are  affected  by  this 
disease  than  muscular  dystrophy,  multiple  sclerosis,  or  cystic  fibrosis.  It  is  at  least  as  disabling, 
more  ugly  and  disfiguring  and  more  deadly  than  any  of  these  diseases.  Yet  most  people  have  never 
heard  of  it,  and  there  is  relatively  little  being  done  to  find  a  cure. 

SCLERODERMA 

When  I  was  first  diagnosed  with  scleroderma  in  1982, 1  was  given  only  a  few  years  to  live. 
I  had  little  idea  what  I  was  up  against.  Literally,  scleroderma  means  "hard  skin."  However,  it  is 
not  just  a  disease  of  the  skin.  Scleroderma  is  a  chronic,  degenerative  auto-immune  disorder  that 
leads  to  the  overproduction  of  collagen  in  the  body's  connective  tissue.  The  overabundance  of 
collagen  hardens  the  connective  tissue  and  damages  the  organs  involved. 

Scleroderma  affects  patients  quite  differently.  In  approximately  half  the  cases,  the  skin  is  the 
primary  organ  affected.  In  the  other  half,  patients  are  diagnosed  with  systemic  sclerosis  which 
typically  involves  internal  organs  such  as  the  kidney,  heart,  lungs,  and/or  the  gastrointestinal  tract. 
Almost  seventy  percent  of  patients  with  systemic  sclerosis  die  within  seven  years  of  initial 
diagnosis.  There  is,  of  course,  no  known  cause  or  cure  for  scleroderma.  There  are  no  FDA- 
approved  therapies  for  any  major  symptom  of  this  painful,  ugly  and  often  deadly  disease. 

I  am  here  today  thanks  to  the  love  and  support  of  my  family,  and  my  daily  desire  to  conquer  this 
disease.  I  know  in  my  heart  the  same  thing  that  Harold  Varmus  knows  in  his  head:  this  disease  is 
curable.  It  is  curable  because  our  ability  to  diagnosis  it  has  advanced  so  significantly,  because  we 
have  gained  valuable  insight  into  the  basic  science  and  pathogenesis  of  the  disease,  because  our 
biomedical  technology  is  now  suited  to  the  undertaking,  and  most  of  all,  it  is  curable  because  the 
Scleroderma  Research  Foundation  will  simply  not  stop  until  we  succeed. 

THE  SCLERODERMA  RESEARCH  FOUNDATION 

The  Foundation  is  the  only  organization  in  the  country  dedicated  exclusively  to  finding  a  cure  for 
scleroderma.  We  have  made  great  strides  in  a  very  short  period  of  time  because  we  are  in  business 
to  go  out  of  business.  Every  day,  we  work  backwards  from  what  is  necessary  to  find  a  cure.  Our 
research  program  is  built  on  the  concept  of  Cure  Advocacy:  an  innovative  approach  which  stands 
traditional  research  on  its  head  by  progressing  along  a  well-focused  path,  sharing  all  research 
results  immediately,  rather  than  waiting  for  publication  and  review,  and  by  working  across 
traditional  medical,  academic  and  public-private  boundaries. 
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Dr.  Regis  Kelly,  Director  of  Cell  Biology  at  the  University  of  California,  San  Francisco,  says  that 
"every  $100,000  invested  in  this  kind  of  research  can  produce  $1  million  in  results  compared  to  the 
usual  methods."  As  Dr.  Kelly  explains,  "What  is  revolutionary  in  my  experience  is  a  streamlined, 
rational,  planned  system  of  research  to  get  the  fastest  results  in  the  most  efficient  way  possible  -- 
the  biggest  bang  for  the  buck  --  instead  of  the  typical  piecemeal  approach." 

Dr.  Bruce  Alberts,  President  of  the  National  Academy  of  Sciences,  predicts  that  our  approach  "will 
serve  as  a  model  for  future  medical  and  scientific  research,  because  of  its  unprecedented,  unified 
plan  of  attack." 

OUR  RESEARCH  CENTERS 

The  first  test  of  this  new  approach  was  the  November  1992  opening  of  the  nation's  first 
collaborative  scleroderma  research  center,  located  in  San  Francisco.  The  Bay  Area  Scleroderma 
Research  Center  is  a  "center  without  walls,"  bringing  together  outstanding  researchers  and  advisers 
from  Stanford  University,  University  of  California,  San  Francisco,  and  several  private  Bay  Area 
biotech  firms.  In  just  four  short  years,  the  center  has  made  unprecedented  progress  in  designing 
accurate  diagnosis  measures,  developing  disease  models  and  understanding  the  role  of  key  cells  in 
the  disease  onset. 

The  interest  generated  within  the  scientific  and  medical  research  community  afforded  the 
Foundation  an  opportunity  to  create  an  additional  East  Coast  Center,  opened  in  August  of  1994  in 
the  Washington  D.C./Baltimore  area,  with  participation  from  Johns  Hopkins  University,  the 
University  of  Maryland,  the  National  Institutes  of  Health,  and  the  Baltimore  biotech  corridor. 
This  second  center  is  focused  on  understanding  early  vascular  and  skin  changes  in  scleroderma 
patients,  with  special  emphasis  on  helping  to  advance  therapeutic  techniques  to  slow  development 
of  the  disease  process. 

Since  the  Scleroderma  Research  Foundation  started  in  1987,  it  has  funded  over  $3  million  in 
research  projects.  Over  eighty  percent  of  the  funds  raised  have  gone  directly  to  research  to  find  a 
cure  for  scleroderma.  Through  Cure  Advocacy  the  Scleroderma  Research  Foundation  has  brought 
together  private  industry  and  academia  to  direct  and  manage  our  efforts.  Most  importantly,  the 
Scleroderma  Research  Foundation  is  no  longer  just  encouraging  new  and  exciting  young 
researchers  into  the  field  with  special  grants.  It  is  no  longer  simply  focused  on  funding  the  very 
best  medical  and  scientific  research.  Instead,  the  Scleroderma  Research  Foundation  is  now  driving 
the  science  in  the  direction  of  a  cure. 

NIAMS  SHOULD  BECOME  A  PARTNER 

The  Scleroderma  Research  Foundation  has  successfully  met  the  challenge  of  raising  private  funds, 
bringing  together  the  top  scientists,  and  targeting  the  most  direct  approach  to  finding  a  cure  for 
chronic  illness.  The  Foundation  has  two  very  successful  and  productive  Scleroderma  Research 
Centers.  Yet  much  more  needs  to  be  done. 

In  order  to  succeed,  we  need  the  federal  government  to  become  a  full  partner  in  our  investment  in  a 
cure.  Currently,  NIAMS  is  able  to  fund  a  very  small  percentage  of  the  best  scleroderma-related 
studies  presented  to  them.  It  is  a  poorly  supported  part  of  an  underfunded  institute.  With  existing 
budget  constraints  and  other  established  priorities,  the  Scleroderma  Research  Foundation  is  not 
willing  to  simply  act  as  another  advocacy  organization  fighting  over  shares  of  the  pie,  and  we 
certainly  don't  want  to  take  needed  funds  away  from  other  very  deserving  areas  of  health 
investigation.  However,  we  do  feel  very  strongly  that  scleroderma  is  an  overlooked  but  important 
health  problem  facing  a  half  million  Americans,  primarily  women.  The  need  is  clear,  and  the 
imperative  unparalleled. 
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Most  importantly,  our  collaborative  approach  has  proved  beyond  a  doubt  to  be  sound  in  a  both  a 
research  and  business  sense.  We  have  leveraged  $3  million  privately  raised  dollars  into  some  of 
the  most  exciting  research  ever  in  the  field.  In  the  last  three  years  alone,  we  have  achieved 
breakthroughs  in  the  understanding  of  scleroderma  that  researchers  with  decades  of  dedicated 
investigation  in  this  area  have  only  dreamed  possible.  Our  scientific  advisers  and  researchers  are 
amazed  at  what  they  can  accomplish  using  this  directed,  collaborative  approach  working  across 
traditional  institutional  and  communication  barriers.  If  nothing  else,  it  is  worth  an  exploratory 
investment  from  Congress  to  see  if  this  model  can  really  fulfill  the  prediction  of  Dr.  Bruce  Alberts, 
and  change  the  way  every  disease  is  eventually  researched. 

Mr.  Chairman  and  members  of  the  committee,  I  am  here  today  to  ask  Congress  to  recommend  that 
NIAMS  become  a  partner  in  cure  advocacy.  NIAMS  should  fully  participate  in  our  multi- 
institutional,  multi-disciplinary  efforts  to  find  a  cure  for  scleroderma  and  other  chronic  illnesses. 

As  a  first  step,  NIAMS  should  sponsor  an  international  symposium  on  scleroderma  research. 
Dr.  Stephen  Katz,  the  outstanding  new  director  of  NIAMS,  has  indicated  a  sincere  interest  in 
pursuing  this  and  other  steps  which  would  establish  a  true  commitment  to  working  together  to  find 
a  cure.  We  only  need  you  to  help  make  it  happen.  Of  course,  the  Scleroderma  Research 
Foundation  is  willing  to  assist  NIAMS  to  conduct  this  symposium.  The  Foundation  has  organized 
two  similar  top-notch  symposia  with  stellar  results.  Out  of  these  two  gatherings  came  the  priorities 
for  our  two  Scleroderma  Research  Centers  and  a  commitment  from  the  best  and  the  brightest 
scientists  to  support  our  research  efforts.  These  well-planned  symposiums  are  literally  the 
keystone  of  our  efforts,  because  they  bring  the  best  and  brightest  researchers  together  to  assimilate 
a  breadth  of  findings,  brainstorm  new  disease  hypothesis  and  suggest  areas  for  high-yield 
investigation.  A  top-notch  international  symposium  on  scleroderma  research  sponsored  by 
NIAMS  would  be  the  catalyst  for  unbelievable  advances  in  the  current  state  of  knowledge  in  the 
field.  Best  of  all,  the  progress  that  we  have  already  made  through  our  collaborative  efforts  could 
be  astronomically  magnified  with  almost  no  ripple  in  the  total  health  research  spending.  That  is  the 
power  of  partnership  in  cure  advocacy. 

The  next  point  in  our  critical  path  to  finding  a  cure  involves  creating  a  national  registry  for 
scleroderma  patients.  Just  as  our  scientists  need  to  share  information  to  achieve  the  high-yield 
results  of  their  research,  those  involved  in  clinical  and  laboratory  research  on  this  disease  must 
develop  and  share  patient  information.  The  collaborative  efforts  involved  in  creating  this  database 
are  already  in  progress  at  our  San  Francisco  Bay  Area  Scleroderma  Research  Center.  As  a  second 
step,  we  request  that  NIAMS  be  asked  to  help  create  a  national  registry  of  scleroderma  patients.  A 
commitment  by  NIAMS  ~  right  on  the  Bethesda  campus  of  our  research  center  -  would  advance 
the  registry  and,  consequently,  the  progress  of  our  innovative  results. 

Our  third  request  is  that  Congress  maximize  the  value  of  each  Federal  dollar  invested  in  biomedical 
research  and  demonstrate  its  willingness  to  become  a  partner  in  the  search  for  a  cure  by  matching 
the  Foundation's  investments  in  scleroderma  research.  Congress  should  fund  $3  million  for  this 
method  of  research  through  NIAMS  or  another  appropriate  NIH  institute.  There  are  many 
excellent  opportunities  for  progress  that  are  being  missed  in  the  current  environment,  and  we 
believe  it  has  nothing  to  do  with  any  lack  of  commitment  on  the  part  of  NIAMS.  The  institute 
director,  staff,  and  investigators  appear  to  be  equally  excited  about  the  innovative  approach  we 
have  brought  to  scleroderma  research.  All  they  lack  is  the  freedom  to  act.  Congress  can  give  that 
freedom  in  a  single  stoke  of  the  pen,  by  making  a  relatively  small  investment  compared  to  total 
research  allocations,  but  with  a  potentially  huge  rate  of  return. 
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Finally,  we  ask  that  the  committee  demonstrate  support  for  NIAMS  through  FY  1997 
appropriations  of  at  least  $258  million,  as  reasonably  requested  by  the  Coalition  of  Patient 
Advocates  for  Skin  Disease  Research.  It  is  imperative  that  you  act  now  to  encourage  NIAMS 
future  growth  and  leadership  in  disease  research.  Through  your  direction  and  support,  NIAMS 
needs  to  be  in  a  position  of  prioritizing,  directing  and  managing  research  ~  not  just  funding  the 
best  proposals  presented  to  them.  I  ask  you  to  directly  encourage  NIAMS  to  take  a  proactive  stand 
against  this  disease,  and  by  your  funding  allocation,  allow  it  to  pursue  integrated,  collaborative 
studies.  NIAMS  will  then  be  in  a  position  to  apply  the  knowledge  gained  from  this  approach  to  so 
many  other  diseases  -  lupus,  mixed  connective  disease,  rheumatoid  arthritis,  osteoarthritis,  and 
others.  Your  guidance  in  this  area  combined  with  sufficient  general  support  for  NIAMS  will  keep 
us  on  the  fast  track  to  saving  lives,  as  well  as  reducing  the  terrible  burden  that  health  care  costs  put 
on  government  and  society. 

CONCLUSION 

Adopting  and  fostering  a  collaborative  research  approach  to  solve  chronic  illness  is  more  important 
than  appropriating  millions  of  dollars  for  any  one  disease.  The  Scleroderma  Research  Foundation 
has  taken  the  initiative  to  bring  together  the  best  of  business  and  science  in  a  fast-track  search  for  a 
cure.  We  are  asking  you  to  join  in  this  results-oriented  partnership  through  concentrated  Federal 
support.  By  encouraging  NIAMS  to  sponsor  an  international  symposium  on  scleroderma,  asking 
them  to  join  us  in  creating  a  national  scleroderma  patient  registry,  matching  our  investment  in  a 
cure  and  adequately  funding  NIAMS  at  or  above  the  requested  $258  million  level,  Congress  can 
leverage  the  most  results  from  its  research  appropriations,  and  provide  hope  to  hundreds  of 
thousands  of  people  who  struggle  daily  with  this  terrible  disease. 

Today  we  proudly  ask  for  your  partnership  in  conquering  scleroderma  and  changing  the  way  we 
approach  all  disease  research.  Your  support  is  the  crucial  piece  in  a  puzzle  we  have  been  working 
to  solve  for  almost  a  decade.  Please  consider  your  research  investments  wisely,  and  join  us  in  our 
innovative  efforts  to  find  a  cure.  Together,  I  know  we  can  make  miracles  happen. 
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Mr.  Porter.  Sharon,  you're  an  excellent  advocate  for  the  cause 
of  scleroderma  research,  and  we  very  much  appreciate  your  coming 
here  again,  and  we'd  like  nothing  better  than  to  put  your  founda- 
tion out  of  business  with  a  final  cure  for  this  very  dread  disease. 
And  keep  up  your  good  work,  and  we'll  do  our  best  to  provide  you 
as  much  support  as  we  possibly  can. 

Ms.  Monsky.  Thank  you. 

Mr.  Porter.  Thanks  so  much. 

That  concludes  our  public  witnesses  for  this  morning's  session. 
The  subcommittee  will  stand  in  recess  until  2:00  p.m. 
[Recess.] 


Tuesday,  March  5,  1996. 

WITNESS 

KATHY  RENO,  MBA,  RN,  TRI-COUNCIL  FOR  NURSING 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

We  are  continuing  with  our  public  witnesses  this  afternoon. 
Thank  you  all  for  being  with  us.  We  have  a  five  minute  time  limit 
on  each  witness.  The  staff  will  advise  me  when  the  five  minutes 
has  been  reached  and  at  that  point  I  will  interrupt  to  ask  our  wit- 
ness to  summarize  their  statement  so  that  we  can  stay  within  our 
timetable.  Again,  we  thank  you  all  for  being  here. 

We  begin  this  afternoon's  panel  with  Kathy  Reno,  MBA,  R.N., 
vice  president  for  clinical  services  and  chief  nurse  executive  at 
Northwest  Community  Hospital  in  Arlington  Heights,  Illinois,  tes- 
tifying in  behalf  of  the  Tri-Council  for  Nursing.  I  am  delighted  to 
welcome  Ms.  Reno  who  perhaps  is  a  constituent  of  mine,  or  maybe 
not. 

Ms.  Reno.  Certainly  I  work  in  your  constituency. 
Mr.  Porter.  You  work  in  my  district,  all  right.  Thank  you  for 
being  here. 

Ms.  Reno.  Good  afternoon,  Mr.  Chairman.  I'm  Kathy  Reno,  as 
you  mentioned,  the  chief  nurse  executive  at  Northwest  Community 
Hospital  in  Arlington  Heights,  Illinois.  I  am  here  today  on  behalf 
of  the  Tri-Council  for  Nursing,  a  body  comprised  of  four  major  na- 
tional nursing  organizations:  the  American  Organization  of  Nurse 
Executives,  representing  5,500  nurses  in  executive  practice  in  60 
chapters  nationwide;  the  American  Association  of  Colleges  of  Nurs- 
ing, representing  over  470  senior  colleges  and  universities  with 
baccalaureate,  master's,  and  doctoral  nursing  education  programs 
across  the  United  States;  the  American  Nurses  Association,  with 
205,000  registered  nurse  members  in  53  constituent  State  and  ter- 
ritorial Nurses'  associations;  and  the  National  League  for  Nursing, 
including  1620  accredited  nursing  programs,  46  constituent  State 
leagues,  104  health  care  institutions,  and  15,000  individual  mem- 
bers. 

These  organizations  are  committed  to  ensuring  a  strong  Federal 
role  for  nursing  education  and  nursing  research.  In  the  midst  of 
unprecedented  changes  in  our  health  care  delivery  system,  sound 
Federal  funding  for  nursing  education  programs,  including  ad- 
vanced practice  nurses  and  nursing  research  has  never  been  more 
critical.  We  appreciate  the  past  support  this  subcommittee  has 
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shown  for  nursing  education  and  nursing  research.  Today,  the  Tri- 
Council  offers  its  professional  recommendations  on  key  Federal  pro- 
grams for  nursing.  A  list  of  the  specific  recommendations  is  at- 
tached at  the  end  of  this  testimony. 

For  the  Nursing  Education  Act  programs,  including  advanced 
nurse  education,  nurse  practitioners,  nurse-midwives,  special 
projects,  and  nurse  disadvantaged  assistance,  professional  nurse 
traineeships,  nurse  anesthetists,  and  nurse  loan  repayment  for 
shortage  area  service,  the  Tri-Council  for  Nursing  recommends  a 
funding  level  of  $60  million  for  fiscal  year  1997. 

The  funding  provided  through  the  NEA  helps  educate  nurses 
throughout  the  country  to  meet  the  demands  of  an  ever-changing 
health  care  system  and  improve  care  to  patients.  Maintaining  sup- 
port for  these  vital  education  programs  is  of  paramount  impor- 
tance, given  the  dramatic  shifts  occurring  in  delivery  of  health  care 
and  the  growing  need  for  primary  health  care  providers,  especially 
in  our  Nation's  rural  and  urban  areas  in  primary  care.  We  need  ad- 
vanced practice  nurses  who  are  uniquely  qualified  to  meet  the 
health  care  needs  of  our  Nation's  citizens.  They  can  provide  a  ma- 
jority of  primary  and  preventative  care  services  in  a  cost-effective 
way  and  have  continued  to  demonstrate  a  willingness  to  reach  out 
to  the  elderly,  the  disabled,  and  children.  The  NEA  plays  an  impor- 
tant role  in  preparing  advanced  practice  nurses. 

Stipends  for  graduate  nurse  students  are  provided  through  sec- 
tion 830.  This  section  funds  master's  and  doctoral  programs  for 
clinical  nurse  specialists,  nurse  educators,  and  public  health 
nurses.  For  example,  at  the  University  of  Illinois,  section  830  funds 
provide  for  the  full  tuition  and  fees  for  the  academic  year  for  30 
students.  This  funding  is  directed  to  students  in  primary  care  relat- 
ed programs.  The  University  of  Illinois  students  that  have  bene- 
fitted from  NEA  funds  are  practicing  in  many  settings.  Since  we 
have  both  urban  and  regional  programs,  graduate  students  return 
to  both  inner-city  and  rural  community  settings  in  areas  such  as 
Peoria,  Rockford,  and  Urbana. 

As  a  nurse  executive  involved  in  redesigning  health  care  deliv- 
ery, several  things  are  happening.  We  are  creating  new  delivery 
models  where  nurse  practitioners  and  clinical  nurse  specialists  are 
pioneers  in  partnerships  with  physicians  to  demonstrate  innovative 
ways  to  improve  the  health  of  vulnerable  populations.  For  example, 
health  maintenance  programs  are  helping  to  reduce  hospitaliza- 
tions for  the  elderly  and  chronically  ill.  Extensions  of  primary  care 
practices  in  a  community  provide  accessible  care  from  birth  to  end 
of  life.  These  roles  will  be  key  in  managing  a  new  health  paradigm 
needed  to  reduce  the  increase  in  health  care  costs.  Federal  dollars 
through  NEA  are  a  way  to  change  nursing  education  to  meet  the 
new  health  care  delivery  needs  of  our  communities. 

The  Nurse  Education  Act  was  due  for  reauthorization  in  1995. 
We  expect  legislation  in  1996  to  authorize  functions  similar  to 
those  identified  in  our  written  testimony.  We  ask  that  you  appro- 
priate as  if  it  were  authorized. 

Programs  of  the  National  Institute  of  Nursing  Research,  the 
NINR,  at  the  National  Institutes  of  Health  support  research  which 
improves  nursing  practice  and  the  delivery  of  quality  health  care. 
This  research  is  essential  to  the  development  of  improvements  and 
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data  in  clinical  effectiveness  and  patient  outcomes — information 
which  is  vital  to  the  continual  improvement  of  quality  health  care 
in  an  environment  that  is  increasingly  cost  conscious  and  focused 
on  improved  outcomes. 

The  Tri-Council  recommends  a  fiscal  year  1997  appropriation  of 
$59.18  million  for  NINR.  Our  recommendation  for  a  6  percent  in- 
crease for  NINR  represents  the  need  to  adequately  support  the 
science  of  nursing  research. 

In  conclusion,  the  changing  health  care  system  creates  a  demand 
for  nurses  throughout  the  continuum  of  care,  particularly  for 
nurses  with  advanced  degrees.  The  tremendous  increase  in  aging 
population  requires  not  only  more  health  care,  but  more  home  and 
community-based  care  which  depend  on  nursing.  The  Tri-Council 
for  Nursing  believes  the  demand  for  nurses  will  be  focused  in  the 
areas  of  primary  care,  home  care,  and  other  forms  of  community- 
based  care.  The  support  provided  by  the  NEA,  the  NINR,  and  other 
Public  Health  Service  programs  has  been  invaluable  in  providing 
the  funding  for  needed  programs  which  are  essential  to  provide  the 
nursing  care  needs  of  our  Nation's  citizens.  Thank  you  for  the  op- 
portunity to  discuss  this. 

[The  prepared  statement  follows:] 
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Before  the  House  Appropriations  Committee 
Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 
and  Related  Agencies 
Testimony  of  the  Tri-Council  for  Nursing 
on 

Appropriations  for  Nursing  Education  and  Research 
for  Fiscal  Year  1997 

Presented  by  Kathy  Reno,  MBA,  RN 

March  5, 1996 

Good  morning,  Mr.  Chairman  and  Members  of  this  distinguished  Subcommittee,  I  am  Kathy  Reno, 
MBA,  RN,  Vice  President  for  Clinical  Services  and  Chief  Nurse  Executive  at  Northwest  Community 
Hospital,  Arlington  Heights,  Illinois.  I  am  here  today  on  behalf  of  the  Tri-Council  for  Nursing,  a  body 
comprised  of  4  major  national  nursing  organizations: 

•  The  American  Organization  of  Nurse  Executives  representing  5,500  nurses  in  executive  practice 
in  60  chapters  nationwide; 

•  The  American  Association  of  Colleges  of  Nursing  representing  over  470  senior  colleges  and 
universities  with  baccalaureate,  master's  and  doctoral  nursing  education  programs  across  the 
United  States; 

•  The  American  Nurses  Association  with  205,000  registered  nurse  members  in  53  constituent  state 
and  territorial  nurses'  associations; 

•  The  National  League  for  Nursing  including  1,620  accredited  nursing  programs,  46  constituent 
state  leagues,  104  health  care  institutions  and  15,000  individual  members,  including  consumers, 
faculty  in  schools  of  nursing  and  nurse  practitioners  in  community  nursing  centers. 

These  organizations  are  committed  to  ensuring  a  strong  federal  role  for  nursing  education  and  nursing 
research.  In  the  midst  of  unprecedented  changes  in  our  health  care  delivery  system,  sound  federal 
funding  for  nursing  education  programs,  including  advanced  practice  nurses  and  nursing  research  has 
never  been  more  critical.  We  appreciate  the  past  support  this  Subcommittee  has  shown  for  nursing 
education  and  nursing  research.  Today,  the  Tri-Council  offers  its  professional  recommendations  on  key 
federal  programs  for  nursing.  A  list  of  the  specific  recommendations  is  attached  at  the  end  of  this 
testimony. 

Nurse  Education  Act  Although  the  House  passed  the  fiscal  year  1996  appropriations  bill,  (H.R.  2127) 
for  the  Department  of  Labor,  Health  and  Human  Services  (HHS)  and  Education  and  provided  level 
funding  for  the  Nurse  Education  Act,  (NEA,  Title  VIII  of  the  Public  Health  Service  Act),  the  measure 
was  not  passed  by  the  Senate.  Thus  far  in  FY  96,  programs  under  the  NEA  have  been  funded  at  the 
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recommended  House  level.  The  Tri-Council  realizes  that  budget  constraints  will  force  this 
Subcommittee  to  make  difficult  choices  among  domestic  discretionary  programs.  For  NEA  programs, 
including  advanced  nurse  education,  nurse  practitioners/nurse  midwives,  special  projects,  nurse 
disadvantaged  assistance,  professional  nurse  traineeships,  nurse  anesthetists  and  nurse  loan  repayment 
for  shortage  area  service,  the  Tri-Council  for  Nursing  recommends  a  funding  level  of  $60.6  million  for 
FY  97. 

The  Tri-Council  appreciates  the  support  for  the  NEA  that  this  Subcommittee  has  consistently  provided. 
The  funding  provided  through  the  NEA  helped  educate  nurses  throughout  the  country  to  meet  the 
demands  of  an  ever  changing  health  care  system  and  improve  care  to  patients.    Maintaining  support  for 
these  vital  education  programs  is  of  paramount  importance,  given  the  dramatic  shifts  occurring  in  the 
delivery  of  health  care  and  the  growing  need  for  primary  health  care  providers,  especially  in  our  nation's 
rural  and  urban  areas.  Advanced  practice  nurses  (APNs)  are  uniquely  qualified  to  meet  the  health  care 
needs  of  our  nation's  citizens.  They  can  provide  a  majority  of  primary  and  preventive  care  services  in  a 
cost  effective  way  and  have  continued  to  demonstrate  a  willingness  to  reach  out  to  the  elderly,  disabled 
and  children.  The  NEA  plays  an  important  role  in  preparing  APNs. 

Section  822,  which  provides  grants  to  prepare  nurse  practitioners  and  certified  nurse  midwives  to 
provide  primary  care  in  ambulatory  care  facilities,  home  care,  outpatient  and  community-based  settings 
(65  awards  were  presented  in  FY  95). 

Stipends  for  graduate  nursing  students  are  provided  through  Section  830.  This  section  also  funds 
master's  and  doctoral  programs  for  clinical  nurse  specialists,  nurse  educators  and  public  health  nurses. 
Eighty  percent  of  graduate-level  nurses  are  in  clinical  practice,  providing  health  care  on  a  daily  basis  to 
our  nation's  citizens.  The  remaining  twenty  percent  have  roles  in  teaching  and  administration,  where 
they  prepare  our  nurses  of  the  future  and  design  the  care  delivery  systems  to  meet  the  needs  of  our 
communities.  For  example,  at  the  University  of  Illinois,  Section  830  funding  provides  funds  for  the  full 
amount  of  tuition  and  fees  for  the  academic  year  for  30  students.  This  funding  is  directed  to  students  in 
primary  care  related  programs.  University  of  Illinois  students  that  have  benefitted  from  NEA  funds  are 
practicing  in  many  settings.  Since  we  have  both  urban  (Chicago)  and  regional  programs,  graduates 
return  to  both  inner  city  and  rural  settings  in  areas  such  as  Peoria,  Rockford  and  Urbana.  During  their 
education,  they  participate  and  contribute  to  a  wide  variety  of  urban  and  rural  agencies,  many  of  which 
are  community  based.  (254  awards  were  presented  in  FY  95). 

Section  820,  Special  Projects,  provides  funding  for  expansion  of  enrollment  in  professional  nursing 
programs,  continuing  education  and  primary  care  training.  Special  project  funds  have  established  and/or 
expanded  over  50%  of  the  currently  operating  nurse  managed  clinics  providing  care  to  high  risk  and 
vulnerable  populations.  All  28  federally-funded  clinics  are  in  medically  underserved  areas.  In  fact,  these 
clinics  provided  nearly  32,000  primary  care  visits  in  elementary  schools,  senior  citizens 
centers,  colleges,  housing  complexes  and  other  areas  of  need  last  year.  (61  awards  were  presented  in  95). 

Funding  to  prepare  students  at  the  master's  and  doctoral  level  for  teaching,  public  health  or  other 
professional  nursing  specialities  is  provided  in  Section  821.  For  example,  this  funding  supported 
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over  50%  of  the  programs  to  train  nurses  to  provide  care  in  coronary  care  units,  intensive  care  units,  burn 
units,  prisons,  schools  and  in  homeless  settings.  (58  grants  were  awarded  in  FY  95) 

Grants  for  traineeships  and  education  projects  for  registered  nurses  to  become  certified  registered  nurse 
anesthetists  (CRNA)  are  provided  through  Section  831.  Also  funded  are  grants  to  enable  CRNA  faculty 
to  obtain  relevant  advanced  education.  (69  grants  were  awarded  in  FY  95) 

Section  827  assists  schools  and  education  programs  in  their  recruitments  of  individuals  from  minority  or 
disadvantaged  backgrounds,  and  provides  the  students  with  nursing  opportunities  through  training, 
counseling  and  stipends.  (21  awards  were  presented  in  FY  95) 

Funding  to  help  students  repay  loans  for  their  nursing  education  in  exchange  for  service  in  areas  of 
critical  nursing  shortage  is  derived  through  Section  846. 

As  a  nurse  executive  involved  in  redesigning  health  care  delivery,  several  things  are  happening.  We  are 
creating  new  delivery  models  where  nurse  practitioners  and  clinical  nurse  specialists  are  pioneers,  in 
partnership  with  physicians,  to  demonstrate  innovative  ways  to  improve  the  health  of  vulnerable 
populations.  For  example,  health  maintenance  programs  are  helping  to  reduce  hospitalizations  for  the 
elderly  and  chronically  ill,  extensions  of  primary  care  practices  in  the  community  provide  accessible  care 
from  birth  to  end  of  life.  These  roles  will  be  key  in  managing  a  new  health  paradigm  needed  to  reduce 
the  increase  in  health  care  costs.  Federal  dollars,  through  the  NEA,  are  a  way  to  change  education  to 
meet  the  new  health  care  delivery  needs  of  our  communities. 

The  Nurse  Education  Act  was  due  for  reauthorization  in  1995.  We  expect  legislation  in  1996  to 
authorize  functions  similar  to  those  identified  above.  We  ask  that  you  appropriate  as  if  it  were 
authorized. 

National  Institute  of  Nursing  Research  Programs  of  the  National  Institute  of  Nursing  Research 
(NINR)  at  the  National  Institutes  of  Health  (NIH)  support  research  which  improves  nursing  practice  and 
the  delivery  of  quality  health  care.  This  research  is  essential  to  the  development  of  improvements  and 
data  in  clinical  effectiveness  and  patient  outcomes  —  information  which  is  vital  to  the  continual 
improvement  of  quality  health  care  in  an  environment  that  is  increasingly  cost  conscious  and  focused  on 
improved  outcomes. 

NINR's  initiatives  include  support  for  chronic  illness  adaptation  issues  and  lifestyle  changes,  cognitive 
impairment  intervention  research,  HIV  and  AIDS  prevention  and  treatment  and  symptom  management. 
Other  projects  include  pain  research  and  genetics. 

The  Tri-Council  recommends  a  FY  97  appropriation  of  $59.18  million  for  NINR.  NINR  appropriations 
have  consistently  increased  since  its  inception,  but  due  to  its  small  funding  base,  NINR  appropriations 
have  never  been  adequate.  Our  recommendation  for  a  6%  increase  for  NINR  represents  the  need  to 
adequately  support  the  science  of  nursing  research.  In  FY  95,  49  new  research  project  grants  and  1 13 
ongoing  grants  were  awarded  by  NINR. 
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For  other  related  nursing  education  and  Public  Health  Service  training  programs,  the  Tri-Council 
recommends  the  following: 

Disadvantaged  Minority  Health  Scholarships  This  program  helps  disadvantaged  and  minority  health 
professions  students  complete  their  education  with  funds  going  directly  to  the  student.  The  Tri-Council 
recommends  an  FY  97  appropriation  of  $17.3  million  for  the  this  program. 

National  Health  Service  Corps  The  National  Health  Service  Corps  (NHSC)  uses  an  array  of 
scholarships  and  loan  repayments  to  direct  health  professionals  into  underserved  rural  and  urban  areas. 
Nurse  practitioners,  nurse  midwives,  and  physician  assistants  are  entitled  to  10%  of  the  scholarship 
dollars  and  are  also  eligible  for  the  loan  repayments  program.  The  Tri-Council  recommends  a  FY  97 
appropriation  of  $78.2  million.  These  funds  would  provide  assistance  to  health  care  professionals  to 
meet  the  health  care  needs  of  our  nation's  citizens  living  in  designated  Health  Professions  Shortage 
Areas. 

Rural  Health  Outreach  Grants  This  program  supports  coalitions  of  health  care  providers  or  systems 
enhance  the  level  of  health  care  services  in  rural  communities  that  are  not  adequately  served  by 
traditional  providers.  Nursing  professions  and  schools  are  among  the  providers  who  can  participate  in 
this  program.  The  Tri-Council  recommends  an  FY  97  appropriation  of  $27  million. 

Interdisciplinary  Training  for  Rural  Health  This  program  addresses  shortages  of  health  professionals 
in  rural  areas  through  interdisciplinary  training  projects  for  several  health  care  disciplines.  The  Tri- 
Council  recommends  an  FY  97  appropriation  of  $4  million. 

Substance  Abuse  and  Mental  Health  Services  Clinical  Training  (SAMHSA)  This  program  trains 
mental  health  personnel,  including  nurses,  to  address  prevention,  treatment,  social  and  physical  aspects 
of  substance  abuse  and  mental  health,  in  exchange  for  a  repayment  through  service  to  underserved  or 
priority  populations.  The  program  includes  a  special  Minority  Fellowship  Program  to  help  increase 
diversity  in  the  field.  The  Tri-Council  recommends  an  FY  97  appropriation  of  $2.7  million. 

In  conclusion,  the  changing  health  care  system  creates  a  demand  for  nurses  throughout  the  continuum  of 
care,  particularly  for  nurses  with  advanced  degrees.  The  tremendous  increase  in  the  aging  population 
requires  not  only  more  health  care,  but  more  home  and  community-based  care  which  depend  on  nursing. 
The  Tri-Council  for  Nursing  believes  that  the  demand  for  nurses  will  be  focused  in  the  areas  of  primary 
care,  home  care,  and  other  forms  of  community-based  care.  The  support  provided  by  the  NEA,  the 
NINR,  and  other  public  health  service  programs  has  been  invaluable  in  providing  the  funding  for  needed 
programs,  which  are  essential  to  provide  the  nursing  care  needs  of  our  nation's  citizens. 
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Tri-Council  for  Nursing  FY97  Appropriations  Recommendations 
(in  millions) 

Nurse  Education  Act  FY  95  Tri-Council  FY  97 

Post  Rescision  Request 


Nurse  Practitioner/Midwife 

$16.1 

$16.1 

Professional  Nurse  Traineeships 

$14.8 

$14.8 

Advanced  Nurse  Education 

$11.6 

$11.6 

Special  Projects 

$  9.9 

$  9.9 

Nurse  Anesthetists 

$  2.6 

$  2.6 

Disadvantaged  Assistance 

$  3.6 

$  3.6 

Loan  Repayment 

$  2.0 

$  2.0 

Total  NEA 

$60.6 

$60.6 

Dis.  Minority  Scholarships 

$17.3 

$17.3 

National  Service  Corps 

$78.2 

$78.2 

Rural  Health  Outreach  Grants 

$27.0 

$27.0 

Interdis.  Training  Rural  Health 

$  4.0 

$  4.0 

Sub.  Abuse/Mental  Health  Train. 

$  2.7 

$  2.7 

FY  96  Actual        Tri-Council  FY  97 
Request 


National  Institute  of  Nursing  Research 


$55.83 


$59.18 
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Mr.  Porter.  Ms.  Reno,  thank  you  for  your  testimony.  You  were 
right  on  time.  I  see  that  our  first  five  witnesses  are  from  the  nurs- 
ing community;  is  that  correct?  Yes.  We  do  realize  the  importance 
of  what  you  do  and  we're  going  to  try  to  be  as  supportive  as  we 
possibly  can  with  resources. 

Ms.  Reno.  Thank  you,  sir. 

Mr.  Porter.  So  thank  you  so  much. 


Tuesday,  March  5,  1996. 

WITNESS 

JACQUELYN  CAMPBELL,  PH.D,  RN,  FAAN,  AMERICAN  ASSOCIATION  OF 
COLLEGES  OF  NURSING 

Mr.  Porter.  Jacquelyn  Campbell,  Ph.D.,  R.N.,  FAAN,  Anna  D. 
Wolf  Endowed  Professor  at  Johns  Hopkins  University  School  of 
Nursing,  representing  the  American  Association  of  Colleges  of 
Nursing.  Doctor  Campbell,  welcome. 

Dr.  Campbell.  Thank  you.  Good  afternoon.  I  am  Doctor  Jac- 
quelyn Campbell,  Anna  D.  Wolf  Endowed  Professor  at  the  Johns 
Hopkins  University  School  of  Nursing  in  Baltimore.  I  appear  here 
today  to  present  the  testimony  of  the  American  Association  of  Col- 
leges of  Nursing  in  support  of  fiscal  year  1997  funding  for  the  Na- 
tional Institute  of  Nursing  Research  at  the  National  Institutes  of 
Health.  AACN  represents  over  470  baccalaureate,  masters,  and 
doctoral  nursing  education  programs  in  senior  colleges  and  univer- 
sities across  the  United  States.  In  fiscal  year  1994,  32  AACN  mem- 
ber institutions  received  research  funding  from  NINR,  9  received 
training  dollars,  and  29  received  both  NINR  training  and  research 
funds. 

Mr.  Chairman,  AACN  appreciates  the  strong  support  that  this 
subcommittee,  the  Congress,  and  the  administration  have  for  NIH, 
most  recently  demonstrated  in  the  fiscal  year  1996  continuing  reso- 
lution that  provided  a  5.7  percent  increase  over  fiscal  year  1995  for 
NIH.  For  fiscal  year  1997,  AACN  respectfully  requests  an  increase 
of  6  percent  over  fiscal  year  1996  for  NINR,  or  $59.1  million. 

How  can  such  a  relatively  small  amount  of  money  make  a  mean- 
ingful difference?  Frankly,  it  is  important  because  few  other 
sources  of  funding  exists  to  address  major  issues  that  face  Ameri- 
ca's most  numerous  health  care  professionals — nurses.  Nursing 
care  is  critical  for  today's  hospital  patients  who  are  sicker,  as  well 
as  for  outpatients  in  need  of  primary  care  and  management  of 
chronic  conditions.  The  issue  for  nurses  is  how  can  we  deliver  bet- 
ter, most  cost-effective  care.  Nursing  research  is  different  because 
it  is  comprehensive  and  seeks  to  prevent  disease  as  well  as  to  im- 
prove outcomes  of  care  for  chronic  conditions  and  a  wide  variety  of 
physical  and  mental  health  problems.  NINR  uses  an  array  of  pro- 
grams to  fund  institutional  and  individual  researchers,  to  train 
your  nursing  scientists,  and  to  support  research  centers  focusing  in 
depth  on  specific  health  problems. 

The  experience  that  led  me  to  undertake  NINR  funded  research 
on  the  effect  of  domestic  violence  to  the  health  of  women  dem- 
onstrates the  breadth  of  the  impact  of  nursing  inquiries  and  inter- 
ventions. As  a  master's  nursing  student  working  with  inner-city 
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women,  I  learned  that  the  leading  cause  of  death  of  young  African- 
American  women  was  not  disease  but  homicide.  My  first  NINR 
funded  research  project  looked  at  the  range  of  effects  of  the  leading 
risk  factor  for  that  homicide  of  women — battering.  These  effects  in- 
clude not  only  physical  injury,  but  also  a  wide  array  of  physical 
and  emotional  health  problems. 

My  current  NINR  project  examines  the  effects  of  battering  dur- 
ing pregnancy  on  the  victim  and  on  the  baby.  Our  final  tabulations 
from  study  populations  in  Florida  and  Massachusetts  are  not  com- 
plete, but  we  can  already  see  that  battering  may  expand  the  likeli- 
hood of  delivering  low  birth  weight  infants  that  need  costly  tertiary 
care.  It  may  also  increase  smoking  and  substance  abuse,  depres- 
sion, and  other  adverse  and  usually  chronic  physical  conditions  in 
the  mother.  In  addition,  battering  is  a  precursor  of  increased  child 
abuse.  With  the  information  gained  from  this  study,  eventually  I 
hope  to  be  able  to  identify  those  most  likely  to  be  affected  and  to 
be  able  to  suggest  primary  and  secondary  prevention  nursing  inter- 
ventions for  reducing  or  eliminating  the  incidence  of  battering.  If 
successful,  this  will  not  only  reduce  physical  and  other  harm  to 
mothers  and  babies,  but  also  the  cost  to  society. 

The  goal  of  nursing  research  thus  is  not  only  the  prevention  of 
disease  and  better  care  for  those  who  are  sick  and  injured,  but  also 
the  assessment  of  present  nursing  techniques  in  terms  of  their  out- 
comes and  cost-effectiveness.  For  example,  about  4  million  Ameri- 
cans suffer  from  Alzheimer's  disease.  Many  of  them  will  live  8  to 
20  years  after  diagnosis,  requiring  either  expensive  facility  care  or 
major  caregiving  commitments  from  their  families.  NINR  supports 
research  to  discover  how  to  limit  disruptive  behaviors  such  as  wan- 
dering and  loudness  and  to  promote  normal  resting  patterns.  Solu- 
tions to  these  issues  may  help  a  patient,  the  family,  and  society 
avoid  costly  institutionalization. 

Looking  at  another  problem  related  to  aging,  an  estimated 
250,000  hip  fractures  in  people  over  65  cost  $7  million  per  year  in 
the  United  States.  But  older  adults  who  are  in  good  physical  condi- 
tion are  less  likely  to  fall  and  break  hips  which  often  leads  to  ex- 
pensive hospitalization  and  possibly  custodial  care  and  death. 
NINR  research  has  sought  ways  for  older  people  to  keep  fit  and 
also  to  investigate  hip  pads  that  would  prevent  fractures  in  a  fall. 

Another  NINR  research  project  revealed  that  tertiary  care  costs 
can  be  sharply  reduced  by  38  percent  for  diabetic  mothers  and 
their  babies,  and  29  percent  for  cesarean  section  mothers  and  their 
babies  by  a  carefully  planned  early  discharge  for  hospital  program 
that  included  home  visit  follow  up  by  advanced  practice  nurses. 

In  fiscal  year  1995,  NINR  funded  113  non-competing  research 
projects  and  49  new  ones  with  a  total  value  of  $37.9  million.  The 
requested  increase  for  fiscal  year  1997  would  fund  8  to  10  more 
new  projects  in  fiscal  year  1997  NINR  priority  areas. 

Among  the  subjects  of  NINR  research  planned  for  the  next  fiscal 
year  will  be  cognitive  impairments,  neurobiologies  and  behavioral 
aspects  of  pain,  clinical  issues  arising  from  genetics  research,  man- 
agement of  symptoms  and  treatment  side  effects,  management  of 
chronic  wounds,  and  physical  conditioning  for  older  adults. 

Mr.  Porter.  Doctor  Campbell,  we  have  reached  the  five  minutes. 
Could  you  summarize,  please. 
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Dr.  Campbell.  I  certainly  will.  In  summary,  AACN  believes  that 
a  sound  approach  to  public  health  includes  adequate  support  for 
both  research  efforts  such  as  NINR  and  the  education  of  nurses 
and  other  health  professionals  to  meet  America's  health  care  needs. 
Thank  you  for  your  attention  and  for  your  continued  support.  Fd 
be  happy  to  answer  any  questions. 

[The  prepared  statement  follows:] 
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Before  the 
House  Appropriations  Subcommittee 
on 

Labor,  Health  and  Human  Services,  Education  and  Related  Agencies 

Testimony 
of  the 

American  Association  of  Colleges  of  Nursing 
on  FY97  Appropriations  for 
the  National  Institute  of  Nursing  Research 

Presented  by 
Jacquelyn  Campbell,  Ph.D.,  R.N.,  F.A.A.N. 

March  5,  1996 


Good  afternoon.  I  am  Jacquelyn  Campbell,  Ph.D.,  R.N.,  F.A.A.N.,  Anna  D.  Wolf  Endowed 
Professor,  at  The  Johns  Hopkins  University  School  of  Nursing  in  Baltimore  Maryland.  I  appear 
here  today  to  present  the  testimony  of  the  American  Association  of  Colleges  of  Nursing  (AACN) 
in  support  of  fiscal  year  1997  funding  for  the  National  Institute  of  Nursing  Research  (NINR)  at 
the  National  Institutes  of  Health.  AACN  represents  over  470  baccalaureate,  Master's  and 
doctoral  nursing  education  programs  in  senior  colleges  and  universities  across  the  United  States. 
In  FY94,  32  AACN  member  institutions  received  research  funding  from  NINR,  9  received 
training  dollars,  and  29  received  both  NINR  training  and  research  funds. 

AACN  appreciates  the  strong  support  this  subcommittee,  the  Congress  and  the  Administration 
have  for  NIH,  most  recently  demonstrated  in  the  FY96  Continuing  Resolution  that  provided  a  5.7 
percent  increase  over  FY95  for  NIH.  For  FY97,  AACN  respectfully  requests  an  increase  of  6 
percent  over  FY96  for  NINR,  that  would  bring  it  to  $59. 1  million. 

How  can  such  a  relatively  small  amount  of  money  make  a  meaningful  difference?  Frankly,  it  is 
important  because  few  other  sources  of  funding  exist  to  address  major  issues  that  face  America's 
most  numerous  health  professionals  -  nurses.  Nursing  care  is  critical  for  today's  hospital  patients 
who  are  sicker,  as  well  as  for  outpatients  in  need  of  primary  care  and  management  of  chronic 
conditions.  The  issue  for  nurses  is  how  can  we  deliver  better,  more  cost  effective  care?  Nursing 
research  is  different  because  it  is  comprehensive  and  seeks  to  prevent  disease  as  well  as  to 
improve  outcomes  of  care  for  chronic  conditions  and  a  wide  variety  of  physical  and  mental 
health  problems.  NINR  uses  an  array  of  programs  to  fund  institutional  and  individual 
researchers,  to  train  nurse  scientists,  and  to  support  research  centers  focusing  in  depth  on  specific 
health  problems. 
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My  NINR  Research  on  Domestic  Violence 

The  experience  that  lead  me  to  undertake  NINR  funded  research  on  the  effect  of  domestic 
violence  on  the  health  of  women  demonstrates  the  breadth  of  the  impact  of  nursing  inquiries  and 
interventions.  As  a  Master's  nursing  student  working  with  inner  city  women,  I  learned  that  the 
leading  cause  of  death  of  young  African-American  women  was  not  disease  but  homicide.  My 
first  NINR  research  project  looked  at  the  range  of  effects  of  the  leading  risk  factor  for  those 
homicides:  battering.  These  effects  include  not  only  physical  injury,  but  also  physical  and 
emotional  problems.  My  current  NINR  project  examines  the  effects  of  battering  during 
pregnancy  on  the  victim  and  on  her  baby.  Our  final  tabulations  from  study  populations  in  Florida 
and  Massachusetts  are  not  complete.  But  we  can  see  that  battering  may  expand  the  likelihood  of 
delivering  low  birthweight  infants  that  need  costly  tertiary  care.  It  may  also  increase  smoking 
and  substance  abuse,  depression,  and  other  adverse  and  usually  chronic  physical  conditions  in  the 
mother.  In  addition,  battering  seems  to  be  a  precursor  of  increased  risk  of  child  abuse  and  even 
maternal  homicide.  With  the  information  gained  from  this  study,  eventually  I  hope  to  be  able  to 
identify  those  most  likely  to  be  affected  and  to  be  able  to  suggest  primary  and  secondary 
prevention  nursing  interventions  for  reducing  or  eliminating  the  incidence  of  battering.  If 
successful,  this  will  not  only  reduce  physical  and  other  harm  to  mothers  and  babies,  but  also  the 
cost  to  society  of  police,  social  workers,  hospital  care  for  victims,  jail  time  for  perpetrators,  and 
on  and  on. 

NINR  Extramural  Research  Projects 

The  goal  of  nursing  research  is  not  only  the  prevention  of  disease  and  better  care  for  those  who 
are  sick  or  injured,  but  also  the  assessment  of  present  nursing  techniques  in  terms  of  their 
outcomes  and  cost  effectiveness.  For  example,  about  4  million  Americans  suffer  from 
Alzheimer's  disease.  Many  of  them  will  live  8  to  20  years  before  dying,  after  requiring  either 
expensive  facility  care  or  major  caregiving  commitments  from  their  families.  NINR  supports 
research  to  discover  how  to  limit  disruptive  behaviors  such  as  wandering  and  loudness  and  to 
promote  normal  resting  patterns.  Solutions  to  these  issues  may  help  a  patient,  the  family  and 
society  avoid  costly  institutionalization.  Looking  at  another  problem  related  to  aging,  an 
estimated  250,000  hip  fractures  in  people  over  65  years  of  age  costs  $7  billion  per  year  in  the 
United  States.  But  older  adults  who  are  in  good  physical  condition  are  less  likely  to  fall  and 
break  hips  or  other  major  bones  which  often  leads  to  expensive  hospitalization,  and  possibly 
custodial  care  and  death.  NINR  research  has  sought  ways  for  older  people  to  keep  fit  and  also  to 
investigate  hip  pads  that  would  prevent  fractures  in  a  fall. 

NINR  funds  research  to  assess,  control  and  manage  pain,  a  major  impetus  for  physician  visits 
and  cause  of  lost  productivity,  and  is  also  looking  into  infant  pain.  Past  research  has  examined 
the  causes  and  possible  remedies  to  reduce  the  incidence  of  low  birthweight  babies  with  a  model 
prenatal  training  program  for  expectant  mothers.  Another  NINR  research  project  revealed  that 
tertiary  care  costs  can  be  sharply  reduced  (38%  for  diabetic  mothers  and  their  babies;  29%  for 
cesarean  section  mothers  and  their  babies,  by  a  carefully  planned  early  discharge  for  hospital 
program  that  included  home  visit  follow  up  by  advanced  practice  nurses.  NINR  research  also 
includes  studies  of  trauma,  prevention  of  stroke  and  recovery  from  stroke  and  preparation  for  a 
nursing  role  in  genetic  research.  Another  initiative  will  search  for  ways  to  limit  breakdown  of 
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the  immune  system  in  HIV  patients  and  management  of  multi-symptom  problems  in  HIV 
positive  patients. 

NINR  collaborates  on  research  with  other  NIH  institutes  to  add  a  nursing  perspective  to 
important  research  issues.  This  also  leverages  NINR's  funds  to  maximize  their  utility.  For 
example,  an  NINR  project  in  collaboration  with  the  National  Institute  on  Aging  will  assess  and 
train  caregivers  from  a  variety  of  ethnic  groups  for  Alzheimer's  disease  patients. 

In  FY95,  NINR  funded  1 13  non-competing  research  projects  and  49  new  ones  with  a  total  value 
of  $37,904  million.  The  requested  increase  for  FY97  would  fund  8  to  10  more  new  projects  in 
FY97  NINR  priority  areas. 

NINR  Research  Initiatives  for  FY97 

Among  the  subjects  of  NINR  research  planned  for  the  next  fiscal  year  will  be  cognitive 
impairments,  neurobiological  and  behavioral  aspects  of  pain,  clinical  issues  arising  from  genetics 
research,  management  of  symptoms  an  treatment  of  side  effects  (e.g.,  HIV  and  chemotherapy), 
management  of  chronic  wounds,  and  physical  conditioning  for  older  adults.  While  some  of  these 
are  linked  to  treatment  for  disease,  others  look  for  ways  to  avoid  disease  and  to  maintain  health. 

NINR  Research  Centers 

NINR  supports  6  research  centers  that  serve  as  cores  for  interdisciplinary  and  collaborative  work 
by  established  investigators  on  specific  and  major  health  care  problems..  The  foci  are  Prevention 
and  Management  of  Chronic  Illness  in  Vulnerable  People  (University  of  North  Carolina  at 
Chapel  Hill),  Chronic  Illness  and  Disability  (University  of  Pittsburgh),  Symptom  Management 
(University  of  San  Francisco),  Women's  Health  (University  of  Washington),  Serious  Illness  and 
Cancer  (University  of  Pennsylvania),  and  Gerontology  (University  of  Iowa).  In  F  Y95  NINR 
committed  $1.76  million  to  the  centers  program.  Additional  funding,  could  strengthen  these 
centers. 

NINR  Research  Training 

NINR  provides  funds  for  institutions  to  prepare  highly  skilled  nurse  researchers  through  a  full- 
time  pre-doctoral  and  post  doctoral  award,  individual  pre  and  post  doctoral  research 
fellowships,  and  a  senior  fellowship  that  encourages  experienced  researchers  to  pursue  new 
research  initiatives.  The  National  Research  Council  has  recommended  that  the  level  of  training 
positions  for  preparation  of  nurse  researchers  be  increased  from  230  in  1994  to  500  in  1996-99. 
But  in  FY95,  financial  resources  of  $4.01  million  allowed  NINR  to  fund  only  72  individual 
awards  and  108  institutional  awards.  We  can  and  should  do  better. 

NINR  Intramural  Research  Projects 

NINR  also  spent  $1 .2  million  in  FY95  on  intramural  research  projects  within  NIH. 

In  the  few  years  since  it  was  created,  NINR  has  developed  a  broad  and  multi-faceted  strategy  for 
improving  patient  care  through  high  quality  research  and  training  programs.  Nursing  research 
does  not  stand  alone;  it  depends  upon  the  availability  of  professional  nurses  who  can  become 
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researchers.  For  that  reason,  AACN  today  also  requests  appropriate  funding  for  federal  nursing 
education  programs. 

The  Nurse  Education  Act 

AACN  supports  funding  for  the  Nurse  Education  Act  (Public  Health  Service  Act  Title  VIII)  at  its 
post  rescission  FY95  House  level,  $60.6  million.  The  NEA  helps  to  support  the  programs  and 
nursing  students  who  will  become  the  researchers,  professional  nurses,  nursing  faculty,  and 
advanced  practice  nurses  of  tomorrow.  These  funds  primarily  help  nursing  education  to  prepare 
educational  programs  to  produce  a  nurse  with  the  professional  capability  to  meet  the  needs  of  our 
changing  health  care  delivery  system.  Also  important,  NEA  funds  provide  direct  student  support 
to  disadvantaged  and  advanced  practice  nursing  students.  NEA  has  provided  seed  money  for 
many  nurse  managed  centers  that,  as  part  of  the  clinical  teaching  process,  deliver  primary  care  to 
high  risk  and  vulnerable  populations.  Surveys  show  that  many  graduates  of  NEA  advanced 
practice  programs  deliver  nursing  care  in  underserved  areas.  The  NEA  also  deserves  your 
support. 

Other  Education  Programs 

AACN  recommends  funding  at  the  House  FY95  post  rescission  number  for  the  following  Public 
Health  Service  Act  education  programs  important  to  nursing:  Scholarships  for  Disadvantaged 
Students,  National  Health  Service  Corps  scholarship  and  loan  repayment,  Rural  Health  Outreach 
Grants,  and  Interdisciplinary  Training  for  Rural  Health.  A  viable  level  of  federal  funds  also 
should  be  committed  to  the  gathering  of  data  about  nursing  practice,  demand,  and  supply,  as 
well  as  the  outcomes  of  health  services  and  medical  procedures  in  general,  so  that  NEA  and 
other  funds  can  be  intelligently  allocated.  Lastly,  AACN  urges  the  subcommittee  to  fund  Higher 
Education  Act  programs  used  by  nursing  students  including  Pell  Grants,  Perkins  Loans,  and 
Harris  Scholarships. 

Conclusion 

AACN  believes  that  a  sound  approach  to  public  health  includes  adequate  support  for  both 
research  efforts  such  as  NINR  and  the  education  of  nurses  and  other  health  professionals  to  meet 
America's  health  care  needs. 

Thank-you  for  your  attention.  I  would  be  happy  to  answer  any  questions  you  have  or  to  supply 
additional  information. 

Fy97ap6.bh  ninr  3/1 /96D 
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Mr.  Porter.  Doctor  Campbell,  thank  you  very  much  for  your  tes- 
timony. We  very  much  appreciate  your  coming.  I  commented  this 
morning  that  we  are  privileged  to  have  a  number  of  representa- 
tives from  academic  institutions  of  great  renown  in  our  area,  and 
we  very  much  appreciate  people  from  Johns  Hopkins  coming  to  tes- 
tify before  our  subcommittee.  Thank  you  for  being  here. 


Tuesday,  March  5,  1996. 

WITNESS 

JANET  NELSON  WRAY,  BSN,  MN,  Ph.D  AMERICAN  NURSES  ASSOCIA- 
TION 

Mr.  Porter.  We  also  appreciate  people  coming  from  Chicago. 
Janet  Nelson  Wray,  BSN,  M.N.,  Ph.D.,  associate  professor,  Division 
of  Nursing,  North  Park  College  and  Theological  Seminary,  Chicago, 
Illinois,  testifying  in  behalf  of  the  American  Nurses  Association. 
Doctor  Wray,  nice  to  see  you. 

Dr.  Wray.  Thank  you,  Mr.  Chairman  and  members  of  this  distin- 
guished subcommittee.  Good  afternoon.  I  am  honored  to  have  the 
opportunity  to  appear  before  you  today  on  a  matter  that  directly 
bears  on  the  future  of  health  care  in  this  Nation.  I  am  Janet  Nel- 
son Wray,  a  registered  nurse  and  an  associate  professor  of  nursing 
at  North  Park  College  and  Theological  Seminary,  a  private  liberal 
arts  college  located  on  Chicago's  North  side.  I  teach  both  under- 
graduate and  graduate  nursing  students.  I  ask  that  my  oral  state- 
ment as  well  as  my  written  statement  be  included  in  the  record. 

I  appear  today  on  behalf  of  the  American  Nurses  Association  and 
its  53  constituent  State  and  territorial  nurses  associations,  joined 
by  the  American  College  of  Nurse  Practitioners,  the  Association  of 
Operating  Room  Nurses,  and  the  Emergency  Nurses  Association. 
In  our  written  testimony,  we  have  addressed  a  number  of  programs 
we  believe  to  be  important  to  nursing  and  health  care  in  our  Na- 
tion, including  programs  related  to  workforce  health  and  safety.  As 
an  advocate  for  the  economic  and  general  welfare  of  registered 
nurses,  the  American  Nurses  Association  also  recommends  appro- 
priate funding  for  the  Department  of  Labor  and  related  agencies 
that  serve  to  ensure  a  safe  and  fair  workplace. 

This  afternoon,  I  will  focus  my  remarks  on  our  interest  in  nurs- 
ing education  and  research.  We  gratefully  acknowledge  this  sub- 
committee's support  for  nursing  education  and  research.  This  sub- 
committee has  continued  to  recognize  the  importance  of  nurses  in 
health  care  delivery  and  has  funded  programs  for  nursing  edu- 
cation and  innovative  practice  models  to  better  serve  the  public. 
We  recognize  that  this  subcommittee  will  continue  to  make  difficult 
choices  in  this  year's  appropriation  recommendations.  However,  we 
believe  that  our  shared  goal  of  ensuring  the  Nation  of  an  adequate 
supply  of  well-educated  nurses  to  meet  the  increasing  demands  of 
our  rapidly  changing  health  care  system  will  reaffirm  the  need  for 
continued  funding  of  these  programs.  Today  we  offer  our  profes- 
sional recommendations  for  Federal  funding  of  nursing  education 
and  nursing  research  programs. 

Mr.  Chairman,  dramatic  changes  in  our  health  care  delivery  sys- 
tem are  continuing  at  breakneck  speed.  Although  nurses  are  aware 
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of  these  changes  and  the  consequences,  patients  seldom  are  until 
they  become  directly  faced  with  situations  such  as  the  following 
which  have  been  reported  in  the  literature:  Premature  discharge, 
including  12  hour  maternity  and  new  born  hospital  stays,  some- 
times referred  to  as  drive  through  babies;  requirements  in  some 
hospitals  that  even  children  monitor  their  own  IVs;  staffing  situa- 
tions so  dire  that  patients  had  to  call  911  to  get  help  while  they 
were  in  the  hospital;  and  managed  care  plans  that  require  pre-ap- 
proval  before  patients  can  receive  treatment  in  emergency  situa- 
tions. These  changes  in  our  health  care  system  have  been  influ- 
enced by  many  factors,  including  the  demand  to  cut  costs  and  con- 
sequent changes  in  insurance  markets,  the  role  that  the  for  profits 
are  playing  in  the  health  care  industry  including  dramatic  in- 
creases in  market  share,  the  aging  and  increasing  diversity  of  the 
U.S.  population,  the  ongoing  advances  in  medical  technology,  the 
increasing  levels  of  acuity  in  hospitalized  patients,  and  the  strain 
placed  on  our  resources  by  long-term  care  issues  such  as  cancer, 
chronic  disease  in  children  and  the  elderly,  and  AIDS. 

These  changes,  while  increasing  longevity,  have  also  increased 
the  intensity  of  nursing  care  required  for  these  patients.  Hospitals 
are  becoming  large  intensive  care  units.  Not  only  are  we  seeing 
more  acutely  ill  patients  in  the  hospital  setting,  but  we  are  also 
seeing  more  acutely  ill  patients  being  discharged  to  their  homes  or 
to  long-term  care  settings.  The  nursing  care  needs  of  patients  are 
greater  than  at  nearly  any  time  previously.  I  cannot  think  of  a  time 
when  patients  have  been  more  vulnerable,  nor  of  a  time  when 
nursing  care  was  more  essential  than  now. 

The  Institute  of  Medicine  study  released  in  January  1996  con- 
cluded that  these  very  trends  in  health  care  delivery  have  impor- 
tant implications  for  nursing  education.  The  study  recommended 
the  expanded  use  of  registered  nurses  with  advanced  practice  prep- 
aration to  provide  clinical  leadership  and  cost-effective  care  in  all 
practice  settings. 

Federal  support  for  nursing  education  in  Title  VIII  is 
unduplicated  and  essential  to  achieve  future  goals  for  the  public's 
health.  Funding  supports  curriculum  development  and  other  pro- 
grams to  help  change  the  focus  of  nurse  education  from  acute  care 
settings  to  the  preparation  of  more  nurses  who  are  able  to  function 
in  community  and  home  settings  where  it  is  predicted  that  there 
will  be  greater  demand. 

Another  priority  is  to  increase  the  numbers  of  minority  nurses 
available  to  provide  culturally  competent,  linguistically  appropriate 
health  care  services  to  underserved  communities. 

Today,  we  are  requesting  level  funding  of  $60.6  million  for  the 
programs  funded  under  the  Nurse  Education  Act. 

Our  second  funding  priority  for  nursing  is  funding  for  the  Na- 
tional Institute  of  Nursing  Research  at  NIH.  Again  we  applaud  this 
subcommittee's  commitment  to  advancing  behavioral  science  re- 
search. Nursing  research  is  an  integral  part  of  the  effectiveness  of 
nursing  care.  For  example,  research  funded  by  NINR  has  shown 
that  a  model  consisting  of  a  carefully  planned  program  for  early 
hospital  discharge  with  follow  up  care  in  the  home  by  nurse  spe- 
cialists can  result  in  improved  recovery  of  patients  at  substantially 
reduced  health  care  costs. 
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This  year  we  are  requesting  a  6  percent  increase  above  the  fiscal 
year  1996  level  of  $55,831  million.  This  increase  will  fund  8  to  10 
additional  research  project  grants. 

We  appreciate  the  opportunity  to  comment  on  funding  for  nurs- 
ing education  and  research  programs.  We  thank  you  for  your  con- 
tinued support  and  look  forward  to  working  with  you  as  you  pro- 
ceed through  the  appropriations  process.  Thank  you. 

[The  prepared  statement  follows:] 


TESTIMONY 
OF 
THE 

AMERICAN  NURSES  ASSOCIATION 
AMERICAN  COLLEGE  OF  NURSE  PRACTITIONERS 
ASSOCIATION  OF  OPERATING  ROOM  NURSES 
AND 

EMERGENCY  NURSES  ASSOCIATION 
BEFORE  THE 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
EDUCATION  AND  RELATED  AGENCIES 

COMMITTEE  ON  APPROPRIATIONS 

UNITED  STATES  HOUSE  OF  REPRESENTATIVES 

PRESENT  BY 

JANET  NELSON  WRAY,  BSN.  MN,  PhD 

MARCH  5,  1996 


AMERICAN  NURSES  ASSOCIATION 
600  Maryland  Avenue.  SW.  Suite  100  West.  Washinjiton.  D.C.  20024-2571.  (202)  551  till 
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The  American  Nurses  Association  (ANA),  joined  by  the  American  College  of  Nurse  Practitioners, 
the  American  Association  of  Operating  Room  Nurses  and  the  Emergency  Nurses  Association 
appreciate  this  opportunity  to  comment  on  Fiscal  Year  1997  appropriations  for  nursing  education, 
research  and  workforce  programs. 

ANA  is  the  only  full-service  professional  organization  representing  the  nation's  2.2  million  registered 
nurses,  including  staff  nurses,  nurse  practitioners,  clinical  nurse  specialists,  certified  nurse  midwives 
and  certified  registered  nurse  anesthetists  through  its  53  state  and  territorial  nurses  association. 

The  American  College  of  Nurse  Practitioners  is  a  group  of  nurse  practitioner  organizations  who 
advocate  for  universal  access  to  basic  health  care  and  the  removal  of  barriers  to  consumer  access  to 
nurse  practitioner  care. 

The  Association  of  Operating  Room  Nurses  is  the  professional  organization  of  47,600  perioperative, 
nurses  that  unites  its  members  by  providing  education,  representation,  and  standards  for  quality  care 
of  patients  undergoing  surgical  procedures. 

The  Emergency  Nurses  Association  is  a  voluntary  national  membership  association  of  over  24,000 
professional  nurses  committed  to  the  excellence  of  emergency  care. 

We  gratefully  acknowledge  this  Committee's  support  for  nursing  education  and  research.  This 
committee  has  continued  to  recognize  the  importance  of  nurses  in  health  care  delivery  and  has  funded 
programs  for  nursing  education  and  innovative  practice  models.  We  recognize  that  this 
Subcommittee  will  continue  to  make  difficult  choices  in  this  year's  appropriations  recommendations. 
However,  we  believe  that  our  shared  mutual  goal  of  ensuring  the  nation  of  an  adequate  supply  of 
well-educated  nurses,  to  meet  the  increasing  demands  of  our  rapidly  changing  health  care  system,  will 
reaffirm  the  need  for  continued  funding  of  these  programs.  Today  we  offer  our  professional 
recommendations  for  federal  funding  of  nursing  education,  nursing  research  and  workforce 
programs. 

DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES  PROGRAMS 
NURSE  EDUCATION  ACT 

More  than  100,000  advanced  practice  nurses  -  registered  nurses  with  education  and  clinical 
experience  generally  at  a  master's  degree  level  -  are  providing  primary  care  in  the  place  of  physicians 
or  are  providing  an  expanded  type  of  primary  care,  either  as  nurse  practitioners,  certified  nurse 
midwives  or  clinical  nurse  specialists.  Nurse  practitioners  will  be  in  increasing  demand  and  the  nurse 
education  system  will  be  stretched  to  provide  first-quality  training  for  them.  The  rapidly  evolving 
changes  in  our  health  care  system  call  for  the  fullest  utilization  possible  of  the  multi-disciplinary 
providers  who  care  for  patients  and  families  in  an  ever-increasing  array  of  settings:  hospitals,  subacute 
care  facilities,  rehabilitation  facilities,  long  term  care  facilities,  schools  and  universities,  workplaces 
and  communities. 

Federal  support  for  nursing  education  in  Title  VIII  is  unduplicated  and  essential  to  achieve  future 
goals  for  the  public's  health.  We  support  the  consolidated  reauthorization  proposal  embodied  in  the 
Health  Professions  Education  Consolidation  and  Reauthorization  Act  of  1995  (S.555)  still  under 
consideration  in  the  Senate.  The  larger  proposal  reauthorizes  and  consolidates  44  different  federal 
health  professions  training  programs  into  broad  categories.  Nursing  education  programs  would 
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remain  a  separate  entity.  Under  current  law,  specific  authorizations  are  made  for  nurse 
practitioners/nurse  midwives;  professional  nurse  traineeships;  nursing  special  projects;  advanced  nurse 
education;  nurse  anesthetists;  and  disadvantaged  assistance.  The  proposed  reauthorization  would 
give  the  Secretary  of  Health  and  Human  Services  broad  discretion  to  determine  which  projects  to 
fund,  with  priority  given  to  projects  which  would  substantially  benefit  rural  or  underserved 
populations,  including  public  health  departments.  In  this  proposal,  the  Division  of  Nursing  would 
have  the  needed  flexibility  to  focus  on  curriculum  development  and  other  programs  to  help  change 
the  focus  of  nurse  education  from  acute  care  settings  to  the  preparation  of  more  nurses  who  are  able 
to  function  where  there  is  a  greater  demand.  Other  important  work  is  in  increasing  the  numbers  of 
minority  nurses  available  to  provide  culturally  competent,  linguistically  appropriate  health  care 
services  to  underserved  communities.  These  nurses  would  be  better  prepared  to  assist  these 
populations  in  changing  the  way  they  access  our  health  care  system,  and  in  helping  them  to 
understand  the  advantages  of  developing  relationships  with  primary  providers.  By  itself,  the  behavior 
change  from  accessing  health  care  services  through  emergency  departments  to  one  in  which  the 
consumer  routinely  seeks  care  through  a  primary  provider  decreases  health  care  costs  exponentially. 

As  work  on  the  proposed  reauthorization  progresses,  it  is  crucial  that  the  Division  of  Nursing  be  able 
to  continue  the  administration  of  nursing  education  programs  at  current  funding  levels  until  the  new 
programs  can  be  implemented.  For  fiscal  year  1996,  the  House  approved  post-rescission  level 
funding  of  $60.6  million  for  NEA.  For  FY  1997,  we  are  requesting  level  funding  of  $60.6 
million  for  the  programs  funded  under  the  Nurse  Education  Act.  The  following  provides  a  brief 
description  of  these  programs,  along  with  the  FY  1995  individual  funding  allocations. 

Nursing  Special  Projects  (Section  820)  Title  VTII  is  the  only  specific  source  of  funds  for  innovation 
in  nursing  practice.  Examples  of  innovation  include  nurse  managed  clinics,  fifty  percent  of  which 
have  been  developed  or  expanded  with  Title  VTII  support.  The  dramatic  shift  in  health  care  delivery 
systems  from  inpatient  to  outpatient  settings  further  emphasizes  the  need  for  workforce  retraining  and 
the  development  of  new  programs  to  address  this  educational  need.  This  program  was  previously 
funded  at  $9.9  million 

Nurse  Practitioner  and  Certified  Nurse-Midwife  Program  Grants  (Section  822)  Advanced  practice 
continues  to  hold  the  nation's  greatest  promise  of  providing  primary  care  access  in  rural,  inner-city 
and  underserved  areas  of  the  country.  Title  VIII  has  provided  support  to  more  than  80  percent  of 
the  nurse  midwifery  programs  in  the  U.S.  and  60  percent  of  the  nurse  practitioner  programs  in  the 
country.  This  program  was  previously  funded  at  $16.1  million. 

Nursing  Education  Opportunities  for  Individuals  from  Disadvantaged  Backgrounds  (Section  827) 
Over-utilization  of  costly  emergency  care,  decreased  access  to  primary  care  providers  and  a  general 
lack  of  trust  in  the  health  care  system  has  frequently  been  attributed  to  the  lack  of  representation  of 
minorities  among  health  care  providers.  Funds  from  Title  Vtn  have  increased  the  number  of  minority 
nurses  available  to  provide  culturally  competent,  linguistically  appropriate  health  care  services  to 
underserved  communities.  This  program  was  previously  funded  at  $3  .6  million. 

Traineeships  for  Advanced  Education  of  Professional  Nurses  (Section  830) 

Nurse  Anesthetists  (Section  83  J) 

Advanced  Nurse  Education  Program.  (Section  82  J) 

Nursing  education  at  the  graduate  (master's  and  doctoral)  level  provides  the  skilled  clinicians  for 
promoting  excellence  in  practice  and  the  faculty  needed  to  maintain  the  nursing  education  pipeline. 
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Professional  nurse  traineeships  under  Title  VIII  support  over  93  percent  of  all  full-time  graduate 
students  in  nursing.  Preference  is  given  for  traineeship  programs  which  provide  significant 
learning  experiences  at  rural  health  facilities  and  those  where  students  come  from  health 
professional  shortage  areas.  Professional  Nurse  Traineeships  previously  funded  at  $14.8  million, 
Nurse  Anesthetists  programs  were  previously  funded  at  $2.6  million  and  Advanced  Nurse 
Education  Programs  funded  at  $11.6  million. 

Nurse  Loan  Repayment  (Section  836) 

This  program  provides  for  up  to  85  percent  repayment  of  student  loans  for  nurses  who  agree  to 
a  service  payback  in  nursing  shortage  areas.  It  was  previously  funded  at  approximately  $2.0 
million. 

National  Institute  of  Nursing  Research  (NINR) 

The  second  funding  priority  for  nursing  is  funding  for  the  NINR,  on  the  campus  of  the  National 
Institutes  of  Health  (NIH).  Again  we  applaud  this  Subcommittee's  commitment  to  advancing 
behavioral  science  research.  Nursing  research  is  an  integral  part  of  the  effectiveness  of  nursing 
care.  The  NINR  provides  the  knowledge  base  for  practice  of  2.2  million  registered  nurses. 
Advances  in  nursing  care  arising  from  nursing  and  other  biomedical  research  improves  the  quality 
of  patient  care  and  has  shown  excellent  progress  in  reducing  health  care  costs  and  health  care 
demands.  The  trend  for  earlier  discharge  from  the  hospital  can  potentially  reduce  hospital 
charges,  but  patients  may  and  frequently  require  rehospitalization,  increased  acute  care  visits,  and 
home  care  that  families  may  be  unable  to  provide.  Research  funded  by  NINR  has  shown  that  a 
model  consisting  of  a  carefully  planned  hospital  early  discharge  program  with  follow-up  care  in 
the  home  by  nurse  specialists  can  result  in  improved  recovery  of  patients  at  substantially  reduced 
health  care  costs.  The  model  was  tested  on  three  groups  of  women.  Hospital  costs  were  reduced 
by  an  average  of  38  percent  for  diabetic  mothers  and  their  babies;  29  percent  for  mothers  with 
cesarean  births  and  their  babies;  and  6  percent  for  women  undergoing  hysterectomies.  Moreover, 
the  women  had  fewer  ^hospitalizations  and  expressed  greater  satisfaction  with  their  care.  This 
model  needs  further  testing  in  different  patient  populations.  However,  if  its  initial  promise  holds 
true  for  other  groups  of  hospital  patients,  then  earlier  discharge  with  qualified  home  follow-up 
care  can  improve  recovery  and  save  increasingly  scarce  health  care  dollars.  This  year  we  are 
requesting  a  six  percent  increase  above  Fiscal  Year  1996  level  of  $55,831  million.  This 
increase  will  fund  eight  to  ten  additional  Research  Project  Grants. 

Substance  Abuse  and  Menial  Health  Services  Administration  (SAMHSA)  Clinical  Training  Program 
The  SAMHSA  Clinical  Training  Program  has  been  a  major  source  of  the  nation's  mental  health 
clinical  training  funds,  and  is  a  source  of  funding  for  ANA's  Minority  Fellowship  Project  (MFP). 
Since  FY  1994  the  program  has  been  funded  at  $2.5  million.  The  funding  is  allocated  through 
SAMHSA  to  the  minority  mental  health  training  programs  in  Nursing,  Psychology,  Social  Work 
and  Psychiatry.  The  MFP  graduates  have  an  outstanding  record  of  public  service  to  minority  and 
indigent  communities. 

MFP  graduates  receive  doctoral  degrees  and  work  as  teachers  in  schools  of  nursing  that  serve 
minority  students.  They  serve  as  role  models  and  provide  leadership  to  future  nurses.  As 
clinicians,  graduates  work  in  high  risk  urban  and  rural  areas  providing  care  to  children  and 
families  who  are  victims  of  violence,  HIV/ AIDS,  and  substance  abuse  as  well  as  the  mentally  ill. 
Nurses  work  in  community  based  clinics  and  outreach  programs  and  often  are  the  primary  care 
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providers  for  indigent  clients  who  might  otherwise  go  without  needed  mental  health  services.  In 
addition,  these  nurses  generate  research  on  minority  mental  health  services,  treatments  and  client 
outcomes.  Culturally  appropriate  research  helps  us  to  identify  ways  to  provide  services  faster  and 
to  more  people,  ultimately  improving  health  care  outcomes  and  reducing  health  care  costs.  This 
works  to  change  the  poor  health  outcomes  and  high  risk  health  status  that  continues  to  plague 
minority  communities.  We  recommend  level  funding  of  $2.5  million  for  FY  1997  and  a 
separate  line  item  in  the  budget  for  the  SAMHSA  Clinical  Training  program  to  secure 
funding. 

Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA)  AIDS  Clinical  Training 
Grant. 

The  SAMHSA  AIDS  Clinical  Training  grant  is  a  small  categorical  program  that  provides  funds  for 
the  training  of  mental  health  care  providers  to  provide  HIV  related  services  to  their  patients  and  to 
address  the  complex  psychologic,  psychosocial  and  neuropsychiatric  needs  of  people  with  HIV  and 
their  families  and  those  at  increased  risk  for  HIV  infection  secondary  to  chronic  mental  illness.  We 
recommend  level  funding  of  $2.9  million  for  FY  1997  for  the  SAMHSA  AIDS  Clinical  Training 
Grant. 

AIDS  Education  and  Training  Centers(AETC) 

The  AETC  program  in  the  Bureau  of  Health  Professions  at  the  Health  Resources  and  Services 
Administration  provides  specialized  training  for  health  care  personnel  who  care  for  patients  with 
AIDS.  Emerging  and  evolving  scientific  information  with  profound  impact  on  individual  and  public 
health  requires  a  ready  network  for  information  dissemination  and  technology  transfer.  AETC's 
reduce  care  costs,  promote  private  sector  voluntarism  and  ease  the  suffering  of  families  and 
communities.  It  is  for  this  reason  that  we  recommend  funding  at  the  FY  1995  level  of  $16.3 
million  for  FY  1997  for  the  AETC's. 

The  National  Institutes  for  Occupational  Safety  and  Health  (NIOSH) 

NIOSH  is  the  only  federal  agency  with  the  mission  to  conduct  research  and  develop  practical 
solutions  to  prevent  work  injury  and  illness.  NIOSH  played  a  key  scientific  role  in  the  development 
of  the  bloodborne  pathogens  standard.  This  standard  provides  significant  protection  to  front-line 
health  care  providers  from  possible  exposure  to  bloodborne  pathogens,  such  as  HIV,  Hepatitis-B  and 
Hepatitis-C.  In  addition,  NIOSH  funds  Educational  Resource  Centers.  These  multi-disciplinary, 
university  based  occupational  health  and  safety  training  and  research  centers  as  the  primary  vehicle 
for  the  development  and  training  of  a  corps  of  trained  occupational  health  nurses  and  other  safety 
professionals.  We  urge  the  Subcommittee  to  consider  FY  1996  recommendations  of  the  Senate 
Appropriations  Committee  of  $137  million  for  FY  1997  funding  of  NIOSH. 

OTHER  FUNDING  RECOMMENDATIONS: 

As  an  advocate  for  the  economic  and  general  welfare  of  registered  nurses,  the  American  Nurses 
Association  also  recommends  appropriate  funding  for  the  Department  of  Labor  and  related  agencies 
that  serve  to  ensure  a  safe  and  fair  workplace.  ANA  believes  the  work  done  by  the  Bureau  of  Labor 
Statistics,  with  respect  to  the  ongoing  collection  and  analysis  of  employment  and  economic  data,  is 
necessary  for  tracking  changing  economic  conditions  and  essential  to  making  workforce  projections. 
We  urge  your  support  of  the  Bureau. 
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National  Labor  Relations  Board  (NLRB) 

ANA  is  concerned  about  the  ability  of  the  NLRB  to  meet  its  statutory  responsibility  of  enforcing  and 
interpreting  the  National  Labor  Relations  Act  (NLRA).  Current  cutbacks  have  created  delays  in 
processing  of  complaints  and  holding  representation  elections  thus  jeopardizing  the  progress  in 
employee  and  employer  relations.  ANA  considers  this  a  core  independent  agency  function  that  must 
be  preserved.  We  urge  the  Subcommittee  to  consider  FY  1996  recommendations  of  the  Senate 
Appropriations  Committee  of  $176  million  for  FY  1997  funding  of  the  NLRB. 

Occupational  Safety  and  Health  Administration  (OSHA) 

The  rapid  restructuring  of  the  health  industry  has  increased  and  in  some  cases  exacerbated  the  risk 
of  exposure  to  illness  and  injury  for  nurses  and  other  health  care  workers.  Hospitals  and  HMOs  are 
downsizing  both  to  cut  costs  and  be  competitive  in  the  health  care  marketplace.  These  economic 
pressures  have  led  to  a  reduction  in  the  number  of  registered  nurses  providing  care  at  the  bedside. 
The  remaining  nurses  in  these  acute  care  settings  have  to  work  harder  and  take  care  of  more  and 
sicker  patients  than  ever  before.  The  nurses  themselves  are  sustaining  more  frequent  incidences  of 
injury  and  illness.  One  of  ANA's  constituent  members,  the  Minnesota  Nurses  Association  (MNA), 
conducted  a  study  of  the  rate  of  change  in  injuries  and  illnesses  following  restructuring  that  resulted 
in  reductions  of  10.2  percent  of  the  nurse  workforce.  The  MNA's  analysis  of  OSHA  documents  from 
1990  to  1994  found  a  65.5  percent  increase  in  injuries  and  illness  to  registered  nurses,  a  50  percent 
increase  for  licensed  practical  nurses,  and  a  117  percent  increase  in  injuries  to  nursing  assistants. 
Types  of  injuries  that  were  reported  include  back  injuries,  needle-stick  injuries  and  incidents  of 
workplace  violence.  1993  Bureau  of  Labor  Statistics  data  rank  hospitals  second  only  to  restaurants 
and  bars  in  the  number  of  injuries  and  illnesses  reported. 

Overall,  there  are  an  estimated  50,000  deaths  per  year  that  result  from  illnesses  caused  by  workplace 
chemical  exposures  and  six  million  nonfatal  workplace  injuries  that  occur  annually.  Budgetary 
reductions  place  OSHA  at  risk  in  meeting  its  statutory  responsibility  of  establishing  and  enforcing 
national  health  and  safety  standards.  ANA  is  particularly  concerned  about  the  Office  of  Occupational 
Health  Nursing.  Occupational  health  nurses  are  the  largest  group  of  health  care  providers  at  the 
nation's  work  sites.  As  such,  they  are  uniquely  qualified  to  assess  the  practical  realities  of  work  sites 
and  related  regulatory  activities.  The  continuation  of  this  office  is  critical  to  linking  the  ongoing  work 
of  occupational  safety  and  health  nurses  to  OSHA.  Further  reductions  could  threaten  its  viability. 
We  urge  the  Subcommittee  to  consider  the  FY  1996  recommendations  of  the  Senate 
Appropriations  Committee  of  $296  million  for  FY  1997  funding  of  OSHA. 

Conclusion 

We  appreciate  the  opportunity  to  comment  on  funding  for  nursing  education,  research  and  workforce 
programs.  We  thank  you  for  your  continued  support  and  look  forward  to  working  with  you  as  you 
proceed  through  the  appropriations  process. 
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Mr.  Porter.  That  was  model  testimony  also,  I  might  say.  You 
really  laid  out  your  thinking  beautifully  and  we  very  much  appre- 
ciate it,  and  you  were  right  on  time  as  well. 

Mr.  Bonilla. 

Mr.  Bonilla.  Thank  you,  Chairman.  I'd  just  like  to  commend  the 
ANA  for  their  aggressive  advocacy  not  only  in  front  of  this  commit- 
tee, but  back  in  our  home  towns  and  many  districts  throughout 
this  country.  In  your  system  of  communicating  through  your  news- 
letter in  which  there  was  an  article  about  this  subcommittee's  ac- 
tion last  year,  there  must  have  been  20-25  subscribers  of  the  news- 
letter that  sent  it  to  my  office  or  to  my  home  to  let  me  know  that 
they  were  working  as  well  on  advocating  health  professions  funding 
and  appreciated  what  we  were  doing  on  this  committee. 

All  of  us  need  this  input  because  we  have  thousands  of  programs 
to  look  at  not  only  health  care  related,  but,  as  you  know,  we  also 
handle  the  Labor  Department  and  the  Education  Department  on 
this  subcommittee.  So  it's  very  helpful.  Especially  in  San  Antonio, 
as  I've  said  before  this  subcommittee  in  previous  years,  nursing  has 
always  been  extremely  important  to  the  community  in  South  Texas 
through  the  UT  Health  Science  Center  and  we're  especially  happy 
that  this  fall  the  new  nursing  college  is  going  to  open  at  the  UT 
Health  Science  Center.  Doctor  Howe  has  been  an  advocate  of  that 
for  many  years,  and  we're  just  delighted  that  it's  going  to  occur  this 
year  finally.  So  thank  you  for  appearing  here  today  and  we  look 
forward  to  working  with  you  continuously  on  this. 

Mr.  Porter.  Thank  you,  Doctor  Wray. 


Tuesday,  March  5,  1996. 

WITNESS 

JAN  TOWERS,  Ph.D,  CRNP,  AMERICAN  ACADEMY  OF  NURSE  PRACTI- 
TIONERS 

Mr.  Porter.  Doctor  Jan  Towers,  Ph.D.,  CRNP,  director  of  gov- 
ernmental affairs,  practice  and  research  for  the  American  Academy 
of  Nurse  Practitioners.  Doctor  Towers,  thank  you  for  being  here. 

Dr.  Towers.  I  am  Doctor  Jan  Towers  and  I  am  here  in  behalf 
of  the  American  Academy  of  Nurse  Practitioners  representing  more 
than  15,000  nurse  practitioners  of  all  specialties  throughout  the 
United  States.  I  am  also  here  for  the  American  Conference  of  Ge- 
rontological Nurse  Practitioners  and  the  American  College  Health 
Association.  And  I  would  add  that  I  am  a  practicing  family  nurse 
practitioner  but  unfortunately  not  in  Chicago.  [Laughter.] 

Dr.  Tower.  In  that  capacity,  we  are  appearing  before  you  to 
speak  to  the  need  for  continued  Federal  funding  for  nurse  practi- 
tioner and  nurse  midwife  educational  programs  for  the  coming  fis- 
cal year. 

It's  not  necessary  to  comment  on  the  rising  cost  of  medical  care 
nor  the  acute  shortage  of  primary  care  providers  in  the  hearings 
today.  This  issue  has  been  an  object  of  concern  for  all  Members  of 
Congress  for  an  extended  period  of  time.  It  is  clear  that  these  prob- 
lems will  not  be  resolved  until  resolutions  for  cost  savings  in  the 
area  of  medical  care  are  reached.  This  translates  to  the  preparation 
and  utilization  of  the  most  cost-effective  and  skilled  providers  of 
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health  and  medical  care  to  people  of  all  ages,  nurse  practitioners 
and  nurse  midwives. 

In  recent  calculations  determined  by  the  American  Academy  of 
Nurse  Practitioners,  nurse  practitioners,  if  utilized  appropriately, 
could  save  the  Federal  Government  in  excess  of  $55  million  per 
year  in  the  Medicare  program  alone.  Other  cost  savings  that  could 
be  passed  on  to  the  Government  include  those  costs  saved  by  reduc- 
tions in  emergency  care,  hospitalization  and  treatment  of  illness  in 
its  advanced  stages  due  to  the  absence  of  primary  care  providers 
in  both  urban  and  rural  settings.  Based  on  that  information  alone, 
the  need  to  continue  appropriations  to  initiative  educational  pro- 
grams and  provide  traineeships  to  nurse  practitioner  students  is 
apparent. 

As  this  committee  knows,  nurse  practitioners  and  nurse  mid- 
wives  are  highly  qualified  primary  care  providers  who  have  dem- 
onstrated their  ability  and  interest  in  providing  primary  medical 
care  to  individuals  and  families  in  both  rural  and  urban  settings, 
regardless  of  age,  occupation,  or  income.  The  quality  of  their  care 
has  been  well  documented  over  the  years.  With  their  advanced 
training,  they  are  able  to  manage  the  medical  and  health  care 
problems  seen  in  the  primary  care  and  acute  care  settings  where 
they  work. 

Nurse  practitioner  specialties  include  family,  adult,  pediatric, 
women's  health  and  gerontological  care.  These  clinicians  serve  as 
regular  primary  care  providers  for  children  and  adults.  They  obtain 
medical  histories,  perform  physical  examinations,  diagnose  and 
treat  acute  episodic  and  chronic  illnesses  which  includes  the  order- 
ing, performing,  and  interpreting  of  diagnostic  studies,  prescribing 
medications  and  other  treatments,  and  triaging  and  follow-up  of 
major  medical  problems  they  refer  to  the  proper  sources  of  care.  In 
addition,  they  spend  time  with  their  patients  teaching  and  helping 
them  to  undertake  appropriate  health  promotion  and  disease  pre- 
vention behaviors  through  well  child  and  adult  care,  which  includes 
health  education,  screening,  conducting  physical  examinations,  and 
counseling. 

Nurse  practitioners  work  in  both  urban  and  rural  settings,  in 
community  and  migrant  health  centers,  public  health  clinics,  hos- 
pitals and  hospital  outpatient  clinics,  school  and  college  health  set- 
tings, Indian  health  service  agencies,  National  Health  Service 
Corps  sites,  as  well  as  primary  care  offices  and  other  freestanding 
primary  care  settings.  According  to  data  collected  by  the  Academy, 
82  percent  of  nurse  practitioners  are  employed  in  primary  care  set- 
tings, and  over  50  percent  of  their  patients  have  family  incomes  in 
the  poverty  ranges. 

Nurse  practitioners  and  nurse  midwives  are  health  care  provid- 
ers who  are  known  to  be  comfortable  with  and  capable  of  providing 
the  much  needed  quality,  cost-effective  primary  care  in  this  coun- 
try. We  do,  however,  need  to  ensure  proper  preparation  of  enough 
of  these  providers  to  meet  the  current  need  within  the  current 
budgetary  restraints. 

At  this  time,  there  are  approximately  35,000  nurse  practitioners 
and  5,000  nurse  midwives  in  the  United  States.  In  order  to  begin 
to  meet  the  primary  care  needs  of  this  country,  this  number  will 
have  to  increased.  It  is  reported  that  there  are  six  to  eight  posi- 


749 


tions  currently  available  to  every  nurse  practitioner  upon  gradua- 
tion. 

Nurse  practitioner  and  nurse  midwife  programs  are  funded 
through  student  tuition,  institutional  support,  funding  from  a  few 
State  Governments,  and  funding  received  from  the  Federal  Govern- 
ment. In  the  last  fiscal  year,  only  65  institutions  with  nurse  practi- 
tioner and/or  nurse  midwife  programs  were  able  to  be  federally 
funded  at  a  mean  rate  of  $240,000  per  program.  In  fiscal  year 
1995,  only  10  new  programs  were  able  to  be  funded  under  the  cur- 
rent budgetary  restraints.  Presently,  there  are  65  more  programs 
that  have  been  approved  by  the  Division  of  Nursing  but  must  con- 
tinue to  go  unfunded  because  there  is  no  money  available.  The  pro- 
grams would  produce  an  additional  650  to  700  nurse  practitioners 
each  year  at  the  cost  of  about  $24,000  per  student,  a  modest  invest- 
ment for  the  return  in  cost-effective  provision  of  primary  care  serv- 
ices these  clinicians  would  provide. 

As  we  have  stated  before,  nurse  practitioners  and  nurse  mid- 
wives  are  particularly  well  prepared  to  meet  the  Nation's  growing 
health  care  needs  in  a  cost-effective  manner.  The  educational  prep- 
aration of  these  practitioners  emphasizes  the  provision  of  care  and 
the  prevention  of  illness  among  patients  most  in  need  of  primary 
care  services.  It  seems  logical  then,  in  light  of  this  need,  that  con- 
tinued appropriations  for  nurse  practitioner/nurse  midwife  edu- 
cational programs  and  traineeships  would  be  a  wise  investment. 
This  translates  to  continued  and  increased  appropriations  now  and 
in  the  future.  We  are  willing  to  make  our  contribution,  but  we  do 
need  your  help  to  do  it. 

We  thank  the  members  of  the  appropriations  committee  for  its 
efforts  in  behalf  of  nurse  practitioners  and  the  people  they  serve. 
We  know  you  recognize  the  value  of  our  services  and  the  need  for 
utilizing  us  in  the  provision  of  quality,  cost-effective  medical  care. 
It  is  obvious  that  we  can  be  part  of  the  solution  to  the  current  fis- 
cal problems  surrounding  the  provision  of  medical  care  in  this 
country  if  sufficient  numbers  of  us  are  prepared  and  allowed  to  pro- 
vide the  services  which  we  are  prepared  to  provide.  We  ask  you  to 
do  what  you  can  to  facilitate  that  process.  And  if  there  is  anything 
that  we  can  do  to  further  provide  you  with  information  or  assist- 
ance regarding  this  issue,  we  will  be  glad  to  do  it. 

[The  prepared  statement  follows:] 
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The  American  Academy  of  Nurse  Practitioners  represents  nurse  practitioners  of  all 
specialties  throughout  the  United  States.  In  that  capacity,  we  are  appearing  before  you  to  speak 
to  the  need  for  continued  federal  funding  for  nurse  practitioner  and  nurse-midwife  educational 
programs  for  the  coming  fiscal  year. 

It  is  not  necessary  to  comment  on  the  rising  cost  of  medical  care  nor  the  acute  shortage 
of  primary  care  providers  in  the  hearings  today.  This  issue  has  been  an  object  of  concern  for  all 
members  of  Congress  for  an  extended  period  of  time.  It  is  clear  that  these  problems  will  not  be 
resolved  until  solutions  for  cost  savings  in  the  area  of  medical  care  are  reached.  This  translates 
to  the  preparation  and  utilization  of  the  most  cost  effective  and  skilled  providers  of  health  and 
medical  care  to  people  of  all  ages,  nurse  practitioners  and  nurse-mid  wives. 

In  recent  calculations  determined  by  the  American  Academy  of  Nurse  Practitioners,  nurse 
practitioners,  if  utilized  appropriately  could  save  the  federal  government  in  excess  of 
$55,000,000  per  year  in  the  Medicare  program  alone.  Other  cost  savings  that  could  be  passed 
on  to  the  government  include  those  costs  saved  by  reductions  in  emergency  care,  hospitalization 
and  treatment  of  illness  in  its  advanced  stages  due  to  the  absence  of  primary  care  providers  in 
both  urban  and  rural  settings.  Based  on  that  information  alone,  the  need  to  continue 
appropriations  to  initiate  educational  programs  and  provide  traineeships  to  nurse  practitioner 
students  is  apparent. 

As  this  committee  knows,  nurse  practitioners  and  nurse  midwives  are  highly  qualified 
primary  care  providers  who  have  demonstrated  their  ability  and  interest  in  providing  primary 
medical  care  to  individuals  and  families  in  both  rural  and  urban  settings,  regardless  of  age, 
occupation  or  income.  The  quality  of  their  care  has  been  well  documented  over  the  years.  With 
their  advanced  training  they  are  able  to  manage  the  medical  and  health  care  problems  seen  in 
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the  primary  care  and  acute  care  settings  where  they  work. 

Nurse  practitioner  specialties  include  family,  adult,  pediatric,  women's  health  and 
gerontologic  care.  These  clinicians  serve  as  regular  primary  care  providers  for  children  and 
adults.  They  obtain  medical  histories,  perform  physical  examinations,  diagnose  and  treat  acute 
episodic  and  chronic  illness  which  includes  the  ordering,  performing  and  interpreting  of 
diagnostic  studies,  prescribing  medications  and  other  treatments  and  triaging  and  followup  of 
major  medical  problems  they  refer  to  the  proper  sources  of  care.  In  addition,  they  spend  time 
with  their  patients  teaching  and  helping  them  to  undertake  appropriate  health  promotion  and 
disease  prevention  behaviors  through  well  child  and  adult  care,  which  includes  health  education, 
screening,  conducting  physical  examinations  and  counseling. 

t 

Nurse  practitioners  work  in  both  urban  and  rural  settings,  in  community  and  migrant 
health  centers,  public  health  clinics,  hospitals  and  hospital  outpatient  clinics,  Indian  health 
service  agencies  and  in  National  Health  service  Corps  sites  as  well  as  private  primary  care 
offices  and  other  freestanding  primary  care  settings.  According  to  data  collected  by  the  American 
Academy  of  Nurse  Practitioners,  82%  of  nurse  practitioners  are  employed  in  primary  care 
settings,  and  over  50%  of  their  patients  have  family  incomes  in  the  poverty  range. 

Nurse  practitioners  and  nurse-midwives  are  health  care  providers  who  are  known  to  be 
comfortable  with  and  capable  of  providing  the  much  needed  quality,  cost  effective  primary  care 
in  this  country.  We  do,  however,  need  to  insure  proper  preparation  of  enough  of  these 
providers  to  meet  the  current  need  within  the  budgetary  restraints  of  this  country. 

At  this  time  there  are  approximately  35,000  nurse  practitioners  and  5,000  practicing 
nurse  mid-wives  practicing  in  the  United  States.  In  order  to  begin  to  meet  the  primary  care  needs 
of  this  country,  this  number  will  have  to  be  increased.  It  is  reported  that  there  are  six  to  eight 
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positions  currently  available  to  every  nurse  practitioner  upon  graduation.  That  figure  would 
translate  to  approximately  fourteen  to  fifteen  thousand  unfilled  positions  for  nurse  practitioners 
at  the  current  time. 

Nurse  practitioner  and  nurse-midwife  programs  are  funded  through  student  tuition, 
institutional  support,  funding  from  a  few  state  governments  and  funding  received  from  the 
federal  government.  In  the  last  fiscal  year,  only  65  institutions  with  nurse  practitioner  and/or 
nurse  midwife  programs  were  able  to  be  federally  funded  at  a  mean  rate  of  $241,  985  per 
program.  In  fiscal  year  1995,  only  10  new  programs  were  able  to  be  funded  under  the  current 
budgetary  constraints.  Presently  there  are  65  more  programs  that  have  been  approved  by  the 
Division  of  Nursing,  but  must  continue  to  go  unfunded  because  there  is  no  money  available. 
These  programs  would  produce  an  additional  650  to  700  nurse  practitioners  each  year  at  the  cost 
of  $24,000  per  student,  a  modest  investment  for  the  return  in  cost  effective  provision  of  primary 
care  services  these  clinicians  would  provide. 

As  we  have  stated  before,  nurse  practitioners  and  nurse  midwives  are  particularly  well 
prepared  to  meet  the  nation's  growing  health  care  needs  in  a  cost  efficient  manner.  The 
educational  preparation  of  these  practitioners  emphasizes  the  provision  of  care  and  the  prevention 
of  illness  among  patients  most  in  need  of  primary  care  services.  It  seems  logical,  then  in  light 
of  this  need  that  continued  appropriations  for  nurse  practitioner/nurse  midwife  educational 
programs  and  traineeships  would  be  a  wise  investment. 

If  any  attempt  is  to  be  made  to  deal  with  spiraling  medical  costs  and  primary  car  provider 
shortages  now  and  in  the  future,  increased  investment  in  cost  effective  primary  care  providers 
such  as  nurse  practitioner  and  nurse-midwives  who  are  experienced  with  and  interested  in 
prevention  as  well  as  cure,  needs  to  be  a  priority.  In  order  to  make  the  kind  of  contribution  that 
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nurse  practitioners  and  nurse-midwives  can  make  in  these  times  of  budgetary  crises  and  down 
sizing,  additional  nurse  practitioners  and  nurse  mid- wives  will  need  to  be  prepared.  This 
translates  to  continued  and  increased  appropriations  for  such  programs  now  and  in  the  future. 
We  are  willing  to  make  our  contribution,  but  we  will  need  your  help  to  do  so. 

We  thank  the  members  of  the  appropriations  committee  for  its  efforts  in  behalf  of  nurse 
practitioners  and  the  people  they  serve.  We  know  you  recognize  the  value  of  our  services  and 
the  need  for  utilizing  us  in  the  provision  of  quality,  cost  effective  medical  care.  It  is  obvious  that 
we  can  be  part  of  the  solution  to  the  current  fiscal  problems  surrounding  the  provision  of 
medical  care  in  this  country  if  sufficient  numbers  of  us  are  prepared  and  allowed  to  provide  the 
services  which  we  are  prepared  to  provide.  We  ask  you  to  do  what  you  can  to  facilitate  that 
process.  If  there  is  anything  we  can  do  to  provide  further  information  or  assistance 
regarding  this  issue,  please  feel  free  to  call  on  us. 
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Mr.  Porter.  Doctor  Towers,  on  that  point,  let  me  pick  up  on 
something  that  Mr.  Bonilla  said  earlier.  That  is  that  in  the  current 
fiscal  year  this  subcommittee  was  required  to  cut  under  the  budget 
resolution  $9  billion  out  of  $70  billion  of  discretionary  spending. 
That  meant  that  the  average  line  item  under  our  jurisdiction  would 
receive  a  13  percent  cut.  So  that  anything  that  did  better  than  a 
13  percent  cut  was  doing  very  well.  And  to  have  an  increase  in  any 
program  such  as  NIH  or  level  funding  for  any  program  was  also 
doing  very  well. 

My  point  is  that  we  will  probably  have  just  as  tough  an  assign- 
ment this  year  and  that  forces  us  to  choose  priorities  because,  like 
it  or  not,  it  is  a  zero  sum  game,  it's  actually  less  than  a  zero  sum 
game.  So  the  input  that  all  of  you  have  in  terms  of  what  are  our 
national  priorities  and  getting  that  message  to  individual  Members 
of  Congress  is  very,  very  important.  I  know  all  of  you  are  saying 
that,  I  want  to  stress  it  myself  because  I  obviously  have  feelings 
about  what  are  national  priorities  and  what  aren't.  But  this  is  done 
with  an  equal  number  of  votes  with  every  congressional  district  in 
America  and  the  need  for  people  to  get  in  and  see  their  Members 
of  Congress  and  to  make  the  case  is  very,  very  important. 

Dr.  Towers.  We  hear  you,  and  we  do  really  appreciate  every- 
thing you've  done  for  us  so  far.  Thank  you. 

Mr.  Porter.  Thank  you,  Doctor  Towers. 

Mrs.  LOWEY.  Mr.  Chairman,  just  briefly,  if  I  may.  I  just  wanted 
to  address  myself  as  a  follow  up  to  your  statement  because  I  am 
in  full  agreement  with  your  words.  I  also  wanted  to  thank  all  the 
members  of  the  nursing  profession  who  are  here  today.  As  a  strong 
advocate  for  nurse  education  and  research,  I  think  it's  so  important 
that  you  heed  the  Chairman's  remarks  and  contact  all  the  mem- 
bers not  just  of  this  committee,  but  of  the  entire  committee  because 
we're  going  to  be  making  some  tough  decisions.  Although  the 
Chairman  and  I  and  many  of  the  people  on  this  committee  under- 
stand that  if  you're  going  to  have  cost-effective  priorities  put  in 
place,  investments  in  research  and  education  are  really  the  key. 

So  I  just  want  to  thank  you  for  coming  up  here  to  testify,  for 
sharing  your  wisdom  with  us,  and  I  would  just  urge  you  again  to 
visit  other  members  and  let  them  understand  how  critical  this  is. 
Because  of  the  leadership  of  our  Chairman,  last  year  we  were  able 
to  get  an  increase  in  the  National  Institutes  of  Health  budget  and 
in  many  of  the  priorities  which  we  share.  But  we  cannot  take  this 
for  granted.  So  I  just  wanted  to  thank  you  and  follow  up  on  this 
statement  of  our  Chairman.  Thank  you  very  much. 

Mr.  Porter.  Thank  you,  Mrs.  Lowey. 


Tuesday,  March  5,  1996. 

WITNESS 

NANCY  BRUTON-MAREE,  CRNA,  MS,  AMERICAN  ASSOCIATION  OF 
NURSE  ANESTHETISTS 

Mr.  Porter.  Nancy  Bruton-Maree,  CRNA,  MS,  president-elect 
and  program  director  of  the  Raleigh  School  of  Nurse  Anesthesia, 
representing  the  American  Association  of  Nurse  Anesthetists.  Nice 
to  see  you. 
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Ms.  Maree.  Thank  you  very  much.  My  name  is  Nancy  Bruton- 
Maree  and  I  am  the  program  director  for  Raleigh  School  of  Nurse 
Anesthesia  of  the  University  of  North  Carolina  at  Greensboro,  lo- 
cated in  Raleigh,  North  Carolina.  I  am  also  the  president-elect  of 
the  American  Association  of  Nurse  Anesthetists,  or  AANA,  and  a 
practicing  nurse  anesthetist.  I  appreciate  the  opportunity  to 
present  my  testimony  to  the  committee  on  behalf  of  AANA. 

The  AANA  is  the  professional  association  that  represents  over 
26,000  certified  registered  nurse  anesthetists,  or  CRNAs,  which  is 
96  percent  of  the  nurse  anesthetists  in  the  United  States.  AANA 
appreciates  the  opportunity  to  provide  our  experience  regarding 
Federal  funding  for  nurse  anesthesia  educational  programs  under 
Title  VIII,  the  Nurse  Education  Act. 

In  the  administration  of  anesthesia,  CRNAs  perform  many  of  the 
same  functions  as  physician  anesthetists.  Today,  CRNAs  admin- 
ister more  than  65  percent  of  the  anesthetics  given  to  patients  each 
year  in  the  United  States.  They  are  front  line  anesthesia  providers 
in  underserved  urban  areas,  and  are  the  sole  anesthesia  provider 
in  75  percent  of  rural  hospitals. 

As  you  know,  Title  VIII  programs  focus  on  increasing  the  number 
of  primary  care  providers  and  increasing  the  number  of  profes- 
sionals serving  in  rural  or  underserved  areas.  The  investment  in 
the  education  of  nurse  anesthetists  will  assist  in  reaching  these 
goals.  First,  a  stable  supply  of  CRNAs  helps  to  ensure  access  to  pri- 
mary care  services.  CRNAs  are  traditionally  not  defined  as  primary 
care  providers  themselves  but  provide  services  that  support  pri- 
mary care.  For  example,  a  facility  or  professional  that  provides  ob- 
stetrical care  to  pregnant  women  is  generally  recognized  as  provid- 
ing primary  care.  Offering  an  epidural  during  labor  and  delivery  is 
part  of  that  obstetrical  care;  therefore,  the  CRNA  provides  services 
that  are  vital  to  the  quality  of  primary  care.  Often  the  CRNA  is 
the  only  provider  of  such  services  in  rural  areas. 

Second,  CRNAs  are  the  sole  provider  of  anesthesia  in  75  percent 
of  rural  hospitals.  Rural  eastern  North  Carolina  is  an  excellent  ex- 
ample. My  program  was  begun  in  Raleigh  in  1990  because  of  the 
shortage  of  CRNAs  in  the  area.  Only  two  other  large  hospitals  exist 
east  of  Raleigh,  both  located  on  the  coast,  with  a  large  number  of 
rural  hospitals  located  between  Raleigh  and  these  other  large  fa- 
cilities, all  serviced  by  CRNAs.  Continued  Federal  support  of  Title 
VIII  programs  will  ensure  a  stable  supply  of  CRNAs  to  rural  facili- 
ties all  across  the  country. 

While  there  is  little  dispute  that  there  is  a  surplus  of  many 
health  care  providers  in  certain  parts  of  the  country,  this  is  not 
necessarily  the  case  with  nurse  anesthetists.  Nurse  anesthesia  pro- 
grams across  the  country  have  stabilized,  not  increased,  the  num- 
ber of  graduates  produced  each  year,  averaging  approximately  900 
to  1,000  annually.  Ongoing  research  by  Michael  Fallacaro,  CRNA, 
DNS,  clinical  assistant  professor  at  SUNY-BufFalo  has  established 
that  a  continued  supply  of  1,000  graduates  per  year  will  maintain 
the  current  ratio  of  approximately  8.5  CRNAs  per  100,000  popu- 
lation, which  is  adequately  meeting  societal  demands  for  anesthe- 
sia. On  the  other  hand,  a  drop  in  the  number  of  graduates  to  800 
per  year  will  result  in  a  decrease  of  7  CRNAs  per  100,000  popu- 
lation. Therefore,  in  order  to  maintain  a  stable  supply  of  1,000 
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graduates  per  year,  CRNA  students  need  continued  Federal  sup- 
port. 

Nurse  anesthesia  programs  require  a  rigorous  course  of  full-time 
study.  It  does  not  allow  students  the  opportunity  to  work  outside 
their  educational  program.  Therefore,  nurse  anesthesia  students 
rely  heavily  on  Federal  funding  to  assist  them  in  meeting  financial 
obligations  during  their  studies.  Without  this  assistance,  the  num- 
ber of  nurse  anesthesia  graduates  would  surely  decline.  A  decline 
in  the  number  of  nurse  anesthetists  would  then  result  in  a  decline 
in  the  accessibility  to  services  primarily  in  rural  areas  that  depend 
on  non-M.D.  providers  for  the  majority  of  their  care. 

In  the  past,  CRNAs  had  a  $4  million  authorized  line  item  appro- 
priation within  Title  VIII  which  was  divided  between  direct  student 
support  in  the  form  of  traineeships,  faculty  fellowships  for  doctoral 
preparation,  and  toward  the  start-up  costs  and  expansion  of  nurse 
anesthesia  programs.  Each  year  the  appropriation  for  nurse  anes- 
thetists has  been  totally  expended.  AANA  would  like  to  see  it  con- 
tinued in  the  future. 

However,  we  realize  this  committee  has  moved  in  the  direction 
of  a  consolidated  Title  VII  and  VIII  appropriation  and  designated 
a  combined  lump  sum  in  the  fiscal  year  1996  Labor,  HHS,  Edu- 
cation Appropriations  bill  for  all  health  professionals  educational 
programs.  AANA  understands  the  needs  for  increased  streamlining 
and  administrative  reductions  and  supports  the  committee's  efforts 
in  this  regard. 

AANA  would  appreciate  and  certainly  utilize  an  increase  in  fund- 
ing, but  recognizing  the  budgetary  constraints  faced  by  this  com- 
mittee we  would  recommend  level  funding  for  fiscal  year  1997  for 
all  health  professions  education  programs  at  the  fiscal  year  1996 
level  of  $60  million.  Thank  you  very  much.  And  if  you  have  ques- 
tions, I'll  be  glad  to  try  to  answer  them. 

[The  prepared  statement  follows:] 
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My  name  is  Nancy  Bruton-Maree,  CRNA,  MS.  I  am  the  program  director  of  the  Raleigh 
School  of  Nurse  Anesthesia  of  the  University  of  North  Carolina  at  Greensboro,  located  in 
Raleigh,  North  Carolina.  I  am  the  President-elect  of  the  American  Association  of  Nurse 
Anesthetists  (AANA)  and  a  practicing  nurse  anesthetist.  I  appreciate  the  opportunity  to 
present  my  testimony  to  the  committee  on  behalf  of  AANA. 

The  American  Association  of  Nurse  Anesthetists  is  the  professional  association  that  represents 
over  26,000  certified  registered  nurse  anesthetists  (CRNAs),  which  is  96  percent  of  the  nurse 
anesthetists  in  the  United  States.  AANA  appreciates  the  opportunity  to  provide  our  experience 
regarding  federal  funding  for  nurse  anesthesia  educational  programs  under  Title  VIII,  the 
Nurse  Education  Act  (NEA).  Many  members  of  our  association  have  benefited  greatly  over 
the  years  from  the  Title  VIII  programs,  which  in  turn  has  benefited  the  health  care  system  by 
assisting  in  the  maintenance  of  a  stable  supply  and  adequate  number  of  anesthesia  providers. 


BACKGROUND  INFORMATION  ABOUT  CRNAs 

In  the  administration  of  anesthesia,  CRNAs  perform  many  of  the  same  functions  as  physician 
anesthetists  (anesthesiologists)  and  work  in  every  setting  in  which  anesthesia  is  delivered  including 
hospital  surgical  suites  and  obstetrical  delivery  rooms,  ambulatory  surgical  centers,  health 
maintenance  organizations,  and  the  offices  of  dentists,  podiatrists,  ophthalmologists,  and  plastic 
surgeons.  Today,  CRNAs  administer  more  than  65%  of  the  anesthetics  given  to  patients  each  year  in 
the  United  States.  CRNAs  are  the  sole  anesthesia  provider  in  75%  of  rural  hospitals  which  translates 
into  anesthesia  services  for  millions  of  rural  Americans.  CRNAs  are  also  front  line  anesthesia 
providers  in  underserved  urban  areas,  providing  services  for  major  trauma  cases,  for  example. 

CRNAs  have  been  a  part  of  every  surgical  team  since  the  advent  of  anesthesia  in  the  1800s  and  until 
the  1920s,  anesthesia  was  almost  exclusively  administered  by  nurses.    In  addition,  nurse  anesthetists 
have  been  the  principal  anesthesia  provider  in  combat  areas  in  every  war  the  United  States  has  been 
engaged  in  since  World  War  I.  Though  CRNAs  are  not  medical  doctors,  no  studies  have  ever  found 
any  difference  between  CRNAs  and  anesthesiologists  in  the  quality  of  care  provided,  which  is  the 
reason  no  federal  or  state  statute  requires  that  CRNAs  be  supervised  by  an  anesthesiologist. 
Anesthesia  outcomes  are  affected  by  such  factors  as  the  provider's  vigilance  rather  than  the  title  of  the 
provider-CRNA  or  an  anesthesiologist.  That  is  why  the  Harvard  Medical  School  Standards  in 
Anesthesia  focus  on  monitoring  the  patient;  the  standards  are  based  upon  data  that  indicate  that 
anesthesia  incidents  are  usually  caused  by  lack  of  attention  to  detail  and  insufficient  monitoring  of  the 
patient. 

The  most  substantial  difference  between  CRNAs  and  anesthesiologists  is  prior  to  anesthesia  education, 
anesthesiologists  receive  medical  education  while  CRNAs  receive  a  nursing  education.  However,  the 
anesthesia  education  offered  is  very  similar  for  both  providers  and  both  professionals  are  educated  to 
perform  the  same  clinical  anesthesia  services:  (1)  preanesthetic  preparation  and  evaluation;  (2) 
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anesthesia  induction,  maintenance  and  emergence;  (3)  postanesthesia  care;  and  (4)  peri-anesthetic 
and  clinical  support  functions,  such  as  resuscitation  services,  acute  and  chronic  pain  management, 
respiratory  care,  and  the  establishment  of  arterial  lines. 

There  are  currently  90  accredited  nurse  anesthesia  education  programs  in  the  United  States, 
94%  of  which  offer  a  master's  degree.  The  other  6%  of  programs  are  modifying  their 
curricula  to  meet  the  requirement  for  all  programs  to  offer  master's  degrees  by  1998. 


THE  GOALS  OF  THE  HEALTH  PROFESSIONALS  EDUCATION  PROGRAM 

Title  VIII  has  supported  the  education  of  our  nation's  nurses  since  the  1960s.  It  provides 
programs  for  direct  student  assistance  as  well  as  grants  to  institutions  for  expansion  or 
maintenance  of  education.  While  initially  the  programs  focused  on  increasing  enrollments,  in 
the  mid-1970s  they  began  to  shift  toward  increasing  the  number  of  primary  care  providers  and 
increasing  the  number  of  professionals  serving  in  rural  or  underserved  areas. 

In  the  last  reauthorization  of  Title  VIII  in  1992,  Congress  directed  that  Title  VIII  programs 
target  funds  to  schools  placing  graduates  in  medically  underserved  communities  and 
emphasized  primary  care.  Likewise,  the  Health  Professions  Education  Reauthorization  Act  of 
1994,  which  passed  the  Senate  Labor  and  Human  Resources  Committee  but  did  not  proceed  to 
the  full  Senate,  also  identified  the  goal  of  improving  the  distribution  of  health  professionals  in 
underserved  areas.  The  investment  in  the  education  of  nurse  anesthetists  would  assist  in  all  of 
these  goals: 

Increased  Access  to  Primary  Care 

CRNAs  are  traditionally  not  defined  as  primary  care  providers,  but  provide  services  that 
support  primary  care.  For  example,  a  facility  or  professional  that  provides  obstetrical  care  to 
pregnant  women  is  generally  recognized  as  providing  primary  care.  Offering  an  epidural 
during  labor  and  delivery  is  part  of  that  obstetrical  care;  therefore,  the  CRNA  provides 
services  and  supports  primary  care,  and  are  vital  to  the  quality  of  primary  care.  Often  the 
CRNA  is  the  only  provider  of  such  services  in  rural  areas.  Because  of  the  interdependence 
between  primary  care  and  anesthesia,  continued  federal  support  for  nurse  anesthesia  education 
will  assist  in  reaching  the  federal  goal  of  increasing  access  to  quality  primary  care  across  the 
country. 

Service  in  Underserved  or  Rural  Areas 

CRNAs  are  the  sole  providers  of  anesthesia  in  75  percent  of  rural  hospitals.  Anesthesia 
provided  by  CRNAs  allows  these  rural  facilities  to  provide  obstetrical,  surgical,  and  trauma 
stabilization  that  would  otherwise  not  be  possible  for  millions  of  Americans  in  rural  areas. 
Rural  eastern  North  Carolina  is  a  good  example.  My  program  was  begun  in  1990  because  of  a 
shortage  of  CRNAs  in  the  area,  and  today  it  remains  as  the  only  program  providing  CRNA 
graduates  east  of  Winston-Salem,  which  is  almost  3/4  of  the  entire  state.  Only  two  other  large 
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hospitals  exist  east  of  Raleigh,  both  located  on  the  coast.  A  large  number  of  rural  hospitals  are 
located  between  Raleigh  and  these  other  large  facilities-all  serviced  by  CRNAs.  Continued 
federal  support  of  Title  VIII  programs  will  ensure  a  stable  supply  of  CRNAs  to  rural  facilities 
all  across  the  country.  In  addition,  many  nurse  anesthesia  programs  are  located  in  medically 
underserved  urban  areas  and  produce  graduates  that  eventually  enter  practice  after  graduation 
in  these  same  communities. 

Since  the  educational  costs  of  preparing  CRNAs  are  far  less  than  those  of  preparing 
anesthesiologists,  yet  they  provide  virtually  the  same  care,  the  federal  government  has  received 
a  generous  return  on  their  investment  of  Title  VTII  funding  in  the  education  of  CRNAs.  The 
average  annual  program  cost  per  student  nurse  anesthetist  is  $1 1 ,741 .  With  the  average  length 
of  a  nurse  anesthesia  program  being  27  months,  the  total  cost  per  student  is  $26,417  ($11,741 
per  year  x  2.25  years).  In  contrast,  according  to  data  from  the  Health  Care  Financing 
Administration,  the  average  annual  cost  per  medical  resident  in  a  residency  program  was 
$84,837  in  1990.  Therefore,  the  total  cost  per  student  for  a  four  year  anesthesiologist 
residency  is  $339,400  ($84,837  per  year  x  4  years).  Therefore,  for  the  same  cost  of  preparing 
one  anesthesiologist,  you  can  prepare  at  least  10  CRNAs. 


NURSE  ANESTHESIA  PROGRAMS  PRODUCE  STABLE  SUPPLY  OF  PROVIDERS 

A  1994  General  Accounting  Office  (GAO)  study  on  Health  Professions  Education  reported  that 
the  overall  number  of  primary  care  physicians  providing  patient  care  rose  by  75  percent 
between  1975  and  1990;  yet,  the  population  as  a  whole  rose  by  only  17  percent.  The  result 
has  been  a  physician  surplus,  while  a  maldistribution  of  providers  remains. 

Yet  the  same  is  not  true  for  other  professions.  The  surplus  of  physicians  as  found  in  the  GAO 
report  does  not  necessarily  translate  to  a  surplus  of  all  providers.  Nurse  anesthesia  programs 
across  the  country  have  stabilized  in  the  number  of  graduates  produced  each  year,  averaging 
approximately  900-1000  new  nurse  anesthetists  entering  practice  annually.  In  1994  there  were 
981  new  graduates,  and  1995  produced  1045. 

Data  has  shown  that  a  continued  supply  of  1000  graduates  per  year  will  provide  the  country 
with  a  stable,  adequate  source  of  anesthesia  providers.  Ongoing  research  by  Michael 
Fallacaro,  CRNA,  DNS,  Chairman  of  the  AANA  Education  Committee,  has  established  that 
the  current  ratio  of  approximately  8.5  CRNAs  per  100,000  population  is  adequately  meeting 
societal  demands.  In  addition,  his  research  shows  that  adding  1000  new  nurse  anesthetist 
graduates  into  the  system  each  year  through  2020  would  ultimately  result  in  a  similar  ratio  of 
8.5  to  9.6  CRNAs  per  100,000  population,  depending  on  the  average  retirement  age. 
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PROJECTED  CRN  As  to  100,000  POPULATION 

Adding  1000  graduates  per  year  from  1995  to  2020 
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On  the  other  hand,  a  drop  in  the  number  of  graduates  to  800  per  year  would  result  in  an 
eventual  decrease  in  the  number  of  CRNAs  to  7.0  to  8. 1  per  100,000  population. 
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Therefore,  by  continuing  the  trend  of  graduating  approximately  1000  students  per  year,  nurse 
anesthesia  programs  appear  to  be  producing  not  a  surplus  of  providers,  but  an  adequate 
number  to  meet  societal  needs. 

In  order  to  maintain  this  number  of  graduates,  CRNA  students  need  continued  federal  support. 
Nurse  anesthesia  programs  require  a  rigorous  course  of  study  that  does  not  allow  students  the 
opportunity  to  work  outside  their  educational  program.  Nurse  anesthesia  programs  are 
virtually  all  full-time,  with  part-time  study  a  rare  occurrence.  Therefore,  nurse  anesthesia 
students  rely  heavily  on  federal  funding  to  assist  them  in  meeting  financial  obligations  during 
their  study.  Without  this  assistance,  the  number  of  nurse  anesthesia  graduates  would  surely 
decline.  A  decline  in  the  number  of  nurse  anesthetists  would  then  result  in  a  decline  in  the 
accessibility  to  services,  primarily  in  rural  areas  that  depend  on  non-MD  providers  for  the 
majority  of  their  care. 

RECOMMENDATION  FOR  FY  1997 

In  the  past,  CRNAs  had  a  $4  million  authorized  line-item  appropriation  within  Title  VIII 
which  was  divided  between  direct  student  support  in  the  form  of  traineeships,  faculty 
fellowships  to  increase  the  number  of  doctoral-prepared  faculty,  and  toward  the  start-up  costs 
and  expansion  for  nurse  anesthesia  programs.  This  line-item  has  proven  extremely  successful 
in  the  past,  and  each  year  the  appropriation  for  nurse  anesthetists  has  been  totally  expended. 
AANA  would  like  to  see  it  continue  in  the  future. 

However,  we  realize  this  committee  has  moved  in  the  direction  of  a  consolidated  Title  VII  and 
VIII  appropriation  and  designated  a  combined  lump  sum  in  the  FY  1996  Labor-HHS- 
Education  Appropriations  bill  for  all  health  professionals  education  programs.  AANA 
understands  the  need  for  increased  streamlining  and  administrative  reductions,  and  supports  the 
Committee's  efforts  in  this  regard.  AANA  would  appreciate  and  certainly  utilize  an 
increase  in  funding,  but  recognizing  the  budgetary  constraints  faced  by  this  Committee 
we  would  recommend  level-funding  for  FY  1997  for  all  health  professions  education 
programs  at  the  FY  1995(rescinded)  level. 
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Mr.  Porter.  Thank  you,  Ms.  Bruton-Maree.  We  very  much  ap- 
preciate your  testimony  and  coming  up  from  North  Carolina.  Our 
next  witness  is  also  from  North  Carolina  I  note.  So  we're  happy  to 
have  you  here  and  thank  you  for  your  testimony. 


Tuesday,  March  5,  1996. 

WITNESS 

JAMES  A.  SWENBERG,  DVM,  PH.D.,  SOCIETY  OF  TOXICOLOGY 

Mr.  Porter.  James  A.  Swenberg,  DVM,  Ph.D.,  director  of  the 
curriculum  in  toxicology  at  the  University  of  North  Carolina  at 
Chapel  Hill,  representing  the  Society  of  Toxicology.  Doctor 
Swenberg,  welcome. 

Dr.  Swenberg.  Mr.  Chairman,  other  members  of  the  subcommit- 
tee, I  am  pleased  to  be  here  today  to  testify  on  behalf  of  the  Society 
of  Toxicology.  My  name  is  James  Swenberg  and  I  am  the  director 
of  the  curriculum  in  toxicology  at  the  University  of  North  Carolina 
at  Chapel  Hill. 

The  Society  of  Toxicology  is  a  professional  organization  of  ap- 
proximately 4,000  members  from  academia,  government,  and  in- 
dustry. It  works  very  closely  with  the  National  Institutes  of  Health 
and  particularly  with  the  National  Institute  of  Environmental 
Health  Sciences.  It  is  really  on  behalf  of  the  NIEHS  that  we  are 
here  speaking  to  you  today. 

Before  I  begin,  Mr.  Chairman,  I  want  to  convey  our  thanks  to 
you  on  behalf  of  the  fiscal  year  1996  budget.  It  was  very  much  ap- 
preciated by  the  scientific  community  and  will  provide  increased 
funding  during  the  most  productive  period  in  the  history  of  re- 
search. Also  I  think  it  was  very  important,  as  was  mentioned  by 
the  Congresswoman,  the  attention  that  was  given  to  this  as  an  in- 
vestment, because  that  is  what  it  is. 

The  mission  of  the  NIEHS  is  really  to  determine  how  environ- 
mental exposures  affect  human  health,  how  individuals  differ  in 
these  susceptibilities,  and  how  these  susceptibilities  change  with 
age.  It  is  also  charged  with  developing  the  basic  science  necessary 
for  understanding  these  determinations. 

I  think  it  is  crucial  that  we  develop  an  understanding  of  mecha- 
nisms that  underlie  environmentally-induced  disease.  The  Society 
of  Toxicology  strongly  supports  the  efforts  of  the  NIEHS  both 
through  its  intramural  basic  research  program,  through  its  spon- 
sorship of  investigator-initiated  awards,  and  training  grants.  It  is 
bringing  about  this  understanding  of  mechanism.  It  is  imperative 
that  we  understand  the  relationships  between  exposure  and  dis- 
ease, and  this  includes  similarities  and  differences  between  the 
high  exposures  that  we  as  toxicologists  use  to  identify  potential 
hazards  versus  the  exposures  that  society  actually  sees. 

The  NIEHS  is  the  home  of  the  National  Toxicology  program 
which  provides  information  on  toxic  chemicals  to  our  regulatory 
agencies  as  well  as  the  general  public.  Its  other  mission  is  to 
strengthen  the  science  base  of  toxicology.  In  recent  years,  the  NTP 
has  made  great  strides  in  putting  more  emphasis  on  dose  response 
relationships  and  on  the  mechanisms  that  are  so  crucial  for  devel- 
oping improved  risk  assessment. 
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The  104th  Congress  has  put  a  lot  of  effort  into  risk  assessment. 
And  I  would  just  like  to  point  out  that  the  cornerstone  of  risk  as- 
sessment is  really  environmental  health  research  and  you  must 
have  that  for  decision-making.  As  Congress  stands  poised  to  amend 
current  risk  assessment  procedures,  it  must  understand  that  the 
lack  of  sound  data  will  in  many  instances  make  such  assessments 
very  unreliable. 

The  NIEHS  also  plays  a  critical  role  in  developing  better  ways 
of  dealing  with  Superfund  issues.  While  it's  not  funded  through  the 
HHS  portion  of  this,  it  is  funded  through  a  cooperative  role  with 
the  Environmental  Protection  Agency  and  as  such  it  directs  the 
Superfund  basic  research  program.  This  is  the  only  university- 
based  program  that  brings  together  biomedical  and  engineering  sci- 
entists to  address  and  better  assess  human  health  risks  and  reme- 
diation technologies. 

Now  despite  the  exceptional  progress  that  we've  made,  it's  clear 
that  there  is  still  much  additional  research  that  needs  to  be  done. 
In  fiscal  year  1995,  NIEHS  was  only  able  to  fund  17  percent  of  its 
research  grants  that  were  approved  by  the  peer  review  process. 
We're  still  discovering  toxic  mechanisms  and  concern  is  raising  for 
environmental  health  issues  so  that  we  need  to  continue  this  re- 
search. 

The  Society  of  Toxicology  requests  that  you  provide  a  6.5  percent 
increase  in  funding  to  both  the  NIH  and  to  the  NIEHS  as  this  will 
allow  us  to  take  advantage  of  many  of  these  opportunities.  Thank 
you  very  much. 

Mr.  Porter.  Doctor  Swenberg,  we  appreciate  very  much  your 
testimony.  Last  week  we  had  John  Peterson  Myers  of  the  W.  Alton 
Jones  Foundation  in  Charlottesville  testify.  He's  just  written  a  new 
book  in  the  area  of  environmental  health  dangers  that  I  would 
commend  to  you.  Perhaps  you  might  want  to  read  that  and  see 
what  you  think  as  a  professional  in  this  field. 

Dr.  Swenberg.  Thank  you  very  much. 

Mr.  Porter.  Appreciate  your  being  here  today.  Thank  you  so 
much. 


Tuesday,  March  5,  1996. 

WITNESS 

LEONARD  S.  JEFFERSON,  Ph.D.,  AMERICAN  PHYSIOLOGICAL  SOCIETY 

Mr.  Porter.  Doctor  Leonard  S.  Jefferson,  Ph.D.,  professor  and 
chairman,  Department  of  Cellular  and  Molecular  Physiology  and 
associate  dean  for  Research  and  Graduate  Studies  at  the  Penn- 
sylvania State  University  College  of  Medicine,  testifying  in  behalf 
of  the  American  Physiological  Society.  Doctor  Jefferson,  welcome. 

Dr.  Jefferson.  Thank  you,  Mr.  Chairman,  for  the  opportunity  to 
testify  before  this  subcommittee  concerning  fiscal  year  1997  fund- 
ing for  the  National  Institutes  of  Health.  My  name  is  Leonard  S. 
Jefferson,  and  I  am  presenting  this  testimony  in  my  capacity  as 
president  of  the  American  Physiological  Society.  I  am  professor  and 
chairman  of  the  Department  of  Physiology  and  associate  dean  for 
research  and  graduate  studies  at  the  Pennsylvania  State  Univer- 
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sity  College  of  Medicine.  My  area  of  research  is  diabetes,  a  disease 
that  affects  over  8  million  people  in  this  country.  We  have  seen  a 
five-fold  increase  in  prevalence  in  this  disease  since  1958. 

The  American  Physiological  Society  is  the  Nation's  oldest  sci- 
entific society  dedicated  to  medical  research.  Founded  in  1887,  we 
now  have  7,800  members.  The  Society  publishes  14  peer  reviewed 
journals  and  conducts  3  scientific  meetings  per  year.  APS  scientists 
conduct  research  on  the  function  and  dysfunction  of  all  the  body's 
systems  and  organs,  including  the  heart,  lung,  kidneys,  and  the 
brain.  Our  members  conduct  their  research  at  medical  schools,  uni- 
versities, hospitals,  and  in  industry. 

APS  also  plays  a  key  role  in  medical  education,  and  we  are  con- 
cerned about  and  are  active  in  the  area  of  general  science  edu- 
cation. Our  Society  vigorously  promotes  teaching  and  research  and 
has  been  a  strong  advocate  for  access  to  careers  in  research  and 
teaching  for  women  and  minorities  through  a  variety  of  programs. 

Mr.  Chairman,  I  have  come  here  today  to  testify  on  behalf  of  the 
NIH.  But  first  I  want  to  acknowledge  your  extraordinary  efforts 
over  the  past  year  to  secure  a  5.7  percent  increase  for  biomedical 
research.  We  are  truly  grateful  that  you  have  the  vision  to  recog- 
nize the  importance  of  biomedical  research  to  the  health  and  well- 
being  of  the  American  people. 

The  American  Physiological  Society  supports  a  6.5  percent  in- 
crease for  NIH  in  fiscal  year  1997.  Our  understanding  is  that  this 
increase  is  warranted  in  the  professional  judgment  of  the  NIH. 
This  increase  is  supported  also  by  FASEB  and  the  Ad  Hoc  Group 
for  Medical  Research  Funding. 

The  NIH  makes  a  crucial  contribution  to  our  Nation  through  its 
support  of  biomedical  research.  Its  success  is  based  upon  the  use 
of  science  to  seek  solutions  to  health  problems.  That  approach,  and 
the  explosion  of  knowledge  it  has  generated,  is  the  reason  why  we 
have  achieved  so  much  progress  in  the  fight  against  devastating 
diseases. 

During  these  hearings  you  have  received  testimony  from  many 
witnesses  telling  you  about  all  the  things  we  do  not  know,  all  the 
health  problems  we  have  yet  to  solve.  I  only  wish  it  were  possible 
to  give  you  a  timetable  for  when  and  how  we  will  find  answers,  but 
of  course  it's  not  so  simple.  We're  not  trying  to  build  a  house.  Our 
problem  is  in  fact  quite  the  opposite.  We're  trying  to  decipher  the 
structure  and  inner  workings  of  the  human  body,  which  is  infi- 
nitely more  complex  than  any  manmade  structure. 

One  of  the  important  issues  in  this  regard  is  the  need  to  look  at 
both  the  big  picture  and  the  small  picture;  that  is,  to  be  able  to  see 
what  is  going  on  not  only  within  the  cell,  but  also  in  whole  ani- 
mals. This  is  an  area  of  particular  concern  to  physiologists.  It  is 
important  to  look  at  cells  and  molecules  to  understand  biological 
processes  precisely.  But  we  won't  gain  the  benefit  of  these  new  in- 
sights until  we  can  see  how  they  work  themselves  out  in  whole  ani- 
mals. I  therefore  urge  you  to  keep  in  mind  the  importance  of  inte- 
grative science  to  the  fulfillment  of  NIH's  mission. 

Mr.  Chairman,  I  thank  you  for  your  support  of  medical  research, 
and  I  urge  you  to  continue  your  efforts  to  keep  NIH  strong.  Last 
year  you  instructed  NIH  to  make  its  resource  allocation  decisions 
on  the  basis  of  scientific  opportunity.  That  was  an  important  point 
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of  emphasis  and  we  hope  that  you  will  include  it  in  your  rec- 
ommendations again  this  year.  The  public  deserves  to  get  the  most 
out  of  its  investment  in  medical  research.  The  best  assurance  we 
can  give  that  scarce  Federal  funds  will  support  the  research  most 
likely  to  succeed  is  through  competitive  merit  review  based  on  sci- 
entific quality. 

In  this  regard,  we  are  concerned  about  the  current  system  of 
small  business  set  asides.  The  GAO  study  released  last  spring 
showed  that  in  the  past  NIH  was  forced  to  fund  Small  Business  In- 
novative Research,  that  is  SBIR,  grants  rated  to  be  of  much  lower 
quality  than  other  research  proposals  because  of  the  set  aside  re- 
quired by  law.  In  fiscal  year  1997,  the  SBIR  set  aside  is  scheduled 
to  rise  automatically  from  2  percent  to  2.5  percent  of  NIH's  extra- 
mural research  budget. 

NIH  should  uphold  the  same  high  standards  of  quality  for  SBIR 
grants  as  for  the  ROl  grants  since  this  is  where  individual  sci- 
entists seek  funding  for  their  best  ideas.  I  strongly  urge  you  to  re- 
lieve NIH  of  the  obligation  to  award  a  fixed  percentage  of  its  extra- 
mural budget  for  SBIR  grants. 

Mr.  Porter.  Doctor  Jefferson,  staff  advises  that  you  have  past 
five  minutes.  Could  you  summarize,  please. 

Dr.  Jefferson.  Thank  you,  sir.  In  summary,  I  wanted  to  point 
out  in  the  written  record  some  areas  of  regulation  where  we  view 
there  is  excessive  involvement  where  there  could  be  cost-cutting. 
Mr.  Chairman,  I  thank  you  and  the  committee  for  this  opportunity, 
and  I  thank  you  for  your  previous  support  of  the  NIH. 

[The  prepared  statement  follows:] 
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American  Physiological  Society  Testimony  on 

FY  1997  Appropriations  for  NTH 

Thank  you  Mr.  Chairman  for  the  opportunity  to  testify  before  this  subcommittee  concerning 
fiscal  year  1997  funding  for  the  National  Institutes  of  Health. 

My  name  is  Leonard  S.  Jefferson,  and  I  am  presenting  this  testimony  in  my  capacity  as 
President  of  the  American  Physiological  Society.  I  am  Professor  and  Chairman  of  the 
Department  of  Physiology  and  Associate  Dean  for  Research  and  Graduate  Studies  at  The 
Pennsylvania  State  University  College  of  Medicine  in  Hershey.  My  area  of  research  interest 
is  diabetes,  a  disease  that  affects  over  8  million  people  in  this  country,  an  increase  in 
prevalence  of  five-fold  since  1958. 

The  American  Physiological  Society  is  the  nation's  oldest  scientific  society  dedicated  to 
medical  research.  Founded  in  1887,  we  now  have  some  7,800  members.  The  Society 
publishes  14  peer-reviewed  journals,  and  conducts  3  scientific  meetings  per  year.  APS 
scientists  conduct  research  on  the  function  and  dysfunction  of  all  the  body's  systems  and 
organs  -  heart,  lungs,  kidneys,  and  brain.  Our  members  conduct  their  research  at  medical 
schools,  universities,  hospitals,  and  in  industry.  APS  also  plays  a  key  role  in  medical 
education,  and  we  are  concerned  about  and  are  active  in  the  area  of  general  science 
education.  Our  Society  vigorously  promotes  teaching  and  research  and  has  been  a  strong 
advocate  for  access  to  careers  in  research  and  teaching  for  women  and  minorities  through  a 
variety  of  programs. 

Mr.  Chairman,  I  have  come  here  today  to  testify  on  behalf  of  the  NTH.  But  first  I  want  to 
acknowledge  your  extraordinary  efforts  over  the  past  year  to  secure  a  5.7%  increase  for 
biomedical  research.  We  are  truly  grateful  that  you  have  the  vision  to  recognize  the 
importance  of  biomedical  research  to  the  health  and  well-being  of  the  American  people. 

The  American  Physiological  Society  supports  a  6.5%  increase  for  NIH  in  FY  1997.  Our 
understanding  is  that  this  increase  is  warranted  in  the  professional  judgment  of  the  NTH. 
This  increase  is  supported  also  by  FASEB  and  the  Ad  Hoc  Group  for  Medical  Research 
Funding. 

The  NIH  makes  a  crucial  contribution  to  our  nation  through  its  support  of  biomedical 
research.  Its  success  is  based  upon  the  use  of  science  to  seek  solutions  to  health  problems. 
That  approach,  and  the  explosion  of  knowledge  it  has  generated,  is  the  reason  why  we  have 
achieved  so  much  progress  in  the  fight  against  devastating  diseases. 

During  these  hearings  you  have  received  testimony  from  many  witnesses  telling  you  about  all 
the  things  we  do  not  yet  know,  all  the  health  problems  we  have  yet  to  solve.  I  only  wish  it 
were  possible  to  give  you  a  timetable  for  when  and  how  we  will  find  answers,  but  of  course 
it's  not  so  simple.  We're  not  trying  to  build  a  house.  Our  problem  is  in  fact  quite  the 
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opposite.  We're  trying  to  decipher  the  structure  and  inner  workings  of  the  human  body, 
which  is  infinitely  more  complex  than  any  man-made  structure. 

One  of  the  important  issues  in  this  regard  is  the  need  to  look  at  both  the  big  picture  and  the 
small  picture,  that  is,  to  be  able  to  see  what  is  going  on  not  only  within  the  molecule  and  the 
cell,  but  also  in  whole  animals.  This  is  an  area  of  particular  concern  to  physiologists.  It  is 
important  to  look  at  cells  and  molecules  to  understand  biological  processes  precisely.  But  we 
won't  gain  the  benefit  of  these  new  insights  until  we  can  see  how  they  work  themselves  out 
in  whole  animals.  I  therefore  urge  you  to  keep  in  mind  the  importance  of  integrative  science 
to  the  fulfillment  of  NIH's  mission. 

Mr.  Chairman,  I  thank  you  for  your  support  of  medical  research,  and  I  urge  you  to  continue 
your  efforts  to  keep  NIH  strong.  Last  year  you  instructed  NIH  to  make  its  resource 
allocation  decisions  on  the  basis  of  scientific  opportunity.  That  was  an  important  point  of 
emphasis,  and  we  hope  that  you  will  include  it  in  your  recommendations  again  this  year. 
The  public  deserves  to  get  the  most  out  of  its  investment  in  medical  research.  The  best 
assurance  we  can  give  that  scarce  federal  funds  will  support  the  research  most  likely  to  lead 
to  medical  progress  is  through  competitive  merit  review  based  on  scientific  quality. 

In  this  regard,  we  are  concerned  about  the  current  system  of  small  business  setasides.  The 
GAO  study  released  last  spring  showed  that  in  the  past  NIH  was  forced  to  fund  Small 
Business  Innovation  Research  (SBIR)  grants  rated  to  be  of  much  lower  quality  than  other 
research  proposals  because  of  the  setaside  required  by  law.  In  fiscal  year  1997,  the  SBIR 
setaside  is  scheduled  to  rise  automatically  from  2%  to  2.5%  of  NTH's  extramural  research 
budget. 

NTH  should  uphold  the  same  high  standards  of  quality  for  SBIR  grants  as  for  the  R01  grants 
since  this  is  where  individual  scientists  seek  funding  for  their  best  ideas.  I  strongly  urge  you 
to  relieve  NIH  of  the  obligation  to  award  a  fixed  percentage  of  its  extramural  budget  for 
SBIR  grants.  Rather,  NIH  should  fund  only  those  SBIR  grants  that  meet  the  same  standard 
of  scientific  merit  as  investigator-initiated  research.  We  urge  you  to  use  your  authority  as 
stewards  of  the  federal  budget  to  safeguard  our  nation's  investment  in  NIH.  We  therefore 
recommend  that  you  insist  that  within  each  institute  the  pool  of  SBIR  grants  funded  have 
median  priority  scores  comparable  to  the  median  priority  scores  of  the  pool  of  funded  R01 
grants.  If  there  are  not  enough  SBIR  grants  of  this  caliber,  then  any  unspent  funds  from  the 
setaside  should  revert  to  that  institute's  R01  grant  pool. 

Mr.  Chairman,  last  year  you  and  Representative  Miller  asked  the  General  Accounting  Office 
to  try  to  determine  what  is  the  cost  burden  on  federally-funded  medical  research  for 
excessive  regulations.  This  is  no  doubt  proving  to  be  a  difficult  task  since  there  are  so  many 
different  regulations  involved.  But  it  is  quite  clear  to  us  that  something  must  be  done. 

•  Environmental  protection  regulations  written  for  industrial  facilities  that  process  vats 
of  hazardous  substances  are  being  applied  to  research  laboratories  that  handle  ounces 
of  the  same  materials.  I  hope  that  the  GAO  will  look  into  this  important  problem. 
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•        Animal  care  committees,  which  have  an  extremely  important  role  to  fulfill  in  terms  of 
assuring  the  humane  use  of  research  animals,  are  needlessly  reviewing  thousands  of 
research  proposals  that  have  no  hope  of  being  funded.  Under  the  current  system, 
these  committees  must  review  every  research  protocol  before  the  application  is 
submitted  to  the  funding  agency.  With  the  current  competition  for  scarce  funds, 
sometimes  only  one  proposal  in  ten  will  ever  be  funded.  As  a  result,  animal  care 
oversight  committees  are  being  swamped  with  work  that  doesn't  have  to  be  done. 
The  NIH  is  experimenting  with  a  new  system  whereby  grantees  don't  have  to  submit 
certain  kinds  of  supporting  paperwork  until  their  grants  have  received  preliminary 
acceptance.  The  USDA  and  the  Public  Health  Service  should  be  encouraged  to 
investigate  a  similar  system  for  animal  care  committee  reviews  as  well. 

In  closing,  I  urge  you  to  persevere  with  your  important  efforts  to  help  NIH  do  its  important 
work. 
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Mr.  Porter.  Doctor  Jefferson,  thank  you  very  much.  I  might  say 
that  the  subcommittee  did  attempt  to  address  the  issue  of  small 
business  set  asides.  The  difficulty  is  that  it's  under  the  jurisdiction 
of  the  authorizing  committee  and  we  could  not  get  their  agreement 
to  modify  that  in  any  way,  unfortunately.  We're  going  to  try  again 
this  year.  We  agree  with  you. 

Dr.  Jefferson.  Thank  you,  sir. 


Tuesday,  March  5,  1996. 

WITNESS 

NORINE  WALKER,  ARTHRITIS  FOUNDATION 

Mr.  Porter.  Norine  Walker,  a  volunteer  representing  the  Arthri- 
tis Foundation.  Thank  you  for  being  with  us. 

Ms.  Walker.  Thank  you.  Good  afternoon.  I  am  Norine  Walker 
and  I  am  pleased  to  be  here  representing  the  Arthritis  Foundation 
and  the  over  40  million  Americans  that  have  arthritis.  The  Arthri- 
tis Foundation  is  the  only  national  voluntary  health  organization 
with  65  chapters  throughout  the  U.S.,  providing  a  source  of  help 
and  hope  for  those  people  that  have  arthritis. 

I  am  here  today  as  an  example  of  a  recipient  of  the  benefits  for 
which  research  is  responsible.  Fortunately,  the  Arthritis  Founda- 
tion is  able  to  support  some  research  to  find  the  cause  of,  the  cure 
for,  and  in  the  future  the  prevention  of  arthritis.  In  addition,  the 
NIH  and  NIAMS  research  has  helped  millions  of  individuals  of  all 
ages  who  are  affected  to  sustain  healthy,  productive  lives  even 
though  they  suffer  from  arthritis. 

Approximately  15.5  percent  of  Americans  are  afflicted  with  some 
form  of  arthritis,  including  nearly  half  of  the  population  65  years 
of  age  and  older.  The  number  will  increase  to  60  million  by  the 
year  2020.  Among  middle  and  older-aged  women,  arthritis  is  the 
most  prevalent  chronic  condition.  Because  of  the  disability  associ- 
ated with  arthritis,  the  estimated  annual  cost  is  $64.8  billion,  costs 
in  medical  care  and  lost  wages.  With  its  disproportionate  incidence 
on  older  Americans,  the  Medicare  costs  associated  with  it  are  sub- 
stantial. 

When  I  was  in  my  first  year  of  college  I  was  diagnosed  with 
rheumatoid  arthritis,  RA.  It  was  devastating  for  me  to  go  through 
college  with  this  chronic  disease  and  wondering  how  I  would  have 
a  healthy  life  with  the  constant  pain,  fatigue,  and  physical  limita- 
tions. However,  because  I  was  being  treated  in  a  metropolitan  area 
with  excellent  medical  care,  I  was  able  to  benefit  from  a  teaching 
and  research  institution  and  complete  the  college  course  work. 
Today,  I  am  36  years  old,  a  college  graduate,  a  professional  engi- 
neer, Fve  received  recognition  by  my  peer  professionals  in  the  engi- 
neering community  as  "Young  Engineer  of  the  Year,"  and  I'm  a  de- 
partment manager  for  a  large  civil  engineering  firm.  I  am  rel- 
atively healthy  and  able  to  enjoy  a  very  fulfilling  life,  but  only  be- 
cause of  the  careful  medical  oversight  and  the  advances  in  medi- 
cines and  treatments  afforded  by  the  research  that  has  been  sup- 
ported over  the  years. 

Your  commitment  to  investment  in  biomedical  and  behavioral  re- 
search is  appreciated.  Clearly,  the  strong  support  provided  by  Con- 
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gress  for  1996  would  not  have  occurred  without  the  efforts  of  this 
committee.  The  Arthritis  Foundation  applauds  your  support  and 
we  look  forward  to  your  increasing  support  with  a  continued  strong 
Federal  commitment  to  medical  research. 

For  1997,  we  request  a  6.5  percent  increase  for  NIH  and  NIAMS. 
Some  of  the  recent  research  advances  of  which  you  may  be  aware 
include:  Discovery  of  how  methotrexate,  an  especially  effective  drug 
which  I  take,  works  in  the  treatment  of  RA;  clues  as  to  why  RA 
improves  during  pregnancy;  a  new  method  for  early  detection  of  os- 
teoarthritis using  ultrasound;  aggressive  treatment  of  lupus  in 
which  NIAMS  sponsored  research  showed  effective  treatment 
which  prevents  renal  disease,  saving  approximately  $100  million 
annually.  This  is  truly  exciting  for  patients  like  me  who  want  for 
there  to  continue  to  be  opportunities  for  contributing  to  society 
even  though  we  have  arthritis. 

However,  many  programs  go  unfunded.  NIAMS  has  many  more 
initiatives  planned,  research  about  arthritis  in  children,  immuniza- 
tion for  prevention  of  RA  so  that  people  do  not  have  to  suffer  as 
I  have.  But  we  need  to  have  additional  NIAMS  funding  in  order 
to  do  so. 

For  1997,  the  Arthritis  Foundation  requests  a  6.5  percent  in- 
crease for  NIAMS.  This  would  enable  the  NIH  and  NIAMS  to  sus- 
tain their  high  standard  of  research  and  help  NIAMS  further  its 
mission  of  finding  ways  to  control,  cure,  and  ultimately  prevent  ar- 
thritis. Thank  you. 

[The  prepared  statement  follows:] 


\ 

775 


AYourSoun 
for  Help 
and  He 

ARTHRITIS 

FOUNDATION® 
NATIONAL  OFFICE 

1314  SPRING  STREET,  N.W. 
ATLANTA,  GEORGIA  30309 
TELEPHONE:  404/872-7100 
FAX:  404/872-0457 


Testimony  of  the  Arthritis  Foundation 


Before  the 

Subcommittee  on  Labor,  Health  and  Human  Services, 
Education,  and  Related  Agencies 
Committee  on  Appropriations 
U.S.  House  of  Representatives 


by 

Norine  Walker 


March  5,  1996 


776 


Testimony  of  the  Arthritis  Foundation 


Good  afternoon.  My  name  is  Norine  Walker  and  I  am  pleased  to  appear  before  you 
today  on  behalf  of  the  Arthritis  Foundation.  The  Arthritis  Foundation  is  a  national  voluntary 
health  organization  with  65  chapters  across  the  United  States,  providing  a  source  of  help  and 
hope  for  the  nearly  40  million  Americans  who  have  arthritis. 

It  is  the  staggering  human  and  economic  costs  of  arthritis  that  bring  me  before  the 
Committee  today.  I  bring  a  message  of  hope  and  challenge:  hope  for  current  and  future  patients 
that  improvements  in  our  quality  of  life  will  continue  toward  someday  reaching  the  cure,  and 
challenge  for  the  leaders  of  this  country  to  fmd  solutions  to  today's  problems  while  preparing 
our  nation  for  a  healthy  and  prosperous  future. 

The  Arthritis  Foundation  supports  research  to  fmd  the  cure  for  and  prevention  of  arthritis 
and  seeks  to  improve  the  quality  of  life  for  those  affected  by  the  disease.  The  Foundation  is  the 
only  national  voluntary  health  organization  that  works  for  all  people  affected  by  any  of  the  more 
than  100  forms  of  arthritis  or  related  diseases.  Our  services  include  support  for  research 
programs,  professional  and  community  education  programs,  and  government  advocacy. 

The  Arthritis  Foundation  commends  this  Committee's  commitment  to  the  National 
Institutes  of  Health  (NIK)  and  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin 
Diseases  (NIAMS)  in  1996.  We  know  that  the  5.7%  increase  for  NTH  would  not  have  been 
accomplished  without  your  leadership.  With  a  continued  strong  federal  commitment  to  medical 
research  we  can  meet  our  health  care  challenges.  For  1997,  we  respectfully  request  a  6.5% 
increase  for  NIH  and  NIAMS. 

What  is  Arthritis? 

Arthritis  is  characterized  by  pain,  stiffness  and  sometimes  swelling  in  and  around  the 
joints.  The  most  common  form,  with  approximately  16  million  cases  (including  12  million 
women)  is  osteoarthritis.  Osteoarthritis  increases  with  age  and  involves  the  breakdown  of 
cartilage  and  bones  in  the  fingers  and  weight-bearing  joints.  Fibromyalgia,  which  affects 
muscles  surrounding  joints,  affects  an  estimated  five  million  Americans,  mostly  women.  Pain 
is  often  described  as  burning  and  for  most  patients  some  degree  of  pain  is  always  present.  Nine 
out  of  10  fibromyalgia  patients  have  moderate  or  severe  fatigue.  The  anti- inflammatory 
medications  used  to  treat  rheumatic  conditions  do  not  have  a  major  effect  in  fibromyalgia. 
Rheumatoid  arthritis  (R.A.)  is  an  immune-related  inflammation  or  swelling  of  the  joint  lining 
that  damages  cartilage  and  bone,  affecting  hands,  wrists,  feet,  knees,  ankles,  shoulders  and 
elbows.  Rheumatoid  arthritis  is  a  chronic  disease  that  often  attacks  people  in  the  prime  of  life, 
between  ages  20  and  50,  and  affects  women  more  frequently  than  men.  Patients  with 
rheumatoid  arthritis  have  a  one-in-three  chance  of  becoming  disabled,  and  50%  of  all  patients 
with  R.A.  stop  working  within  10  years  of  diagnosis.  Osteoporosis  is  a  disease  of  reduced  bone 
mass  that  affects  primarily  women.  It  is  the  leading  cause  of  bone  fractures  in  postmenopausal 
women  and  the  elderly,  and  one  out  of  two  women  age  50  and  older  will  be  at  risk  of  sustaining 
a  fracture  due  to  osteoporosis  during  their  remaining  lifetime.  Other  forms  of  arthritis  include 
gout,  lower  back  pain,  bursitis,  systemic  lupus  and  juvenile  rheumatoid  arthritis. 
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Impact  of  Arthritis 

Approximately  15.5%  of  Americans  are  afflicted  with  some  form  of  arthritis,  including 
nearly  half  of  the  population  65  years  and  older.  As  increasing  numbers  of  "baby  boomers"  age 
and  as  life  expectancy  increases,  cases  of  arthritis  and  other  rheumatic  conditions  will  jump  an 
estimated  50%  during  the  next  25  years,  with  the  number  of  people  affected  rising  to  about  60 
million  Americans  by  2020.  Among  middle-  and  older-aged  women,  arthritis  is  the  most 
prevalent  chronic  condition. 

Although  most  people  are  able  to  carry  on  a  normal  lifestyle  with  arthritis,  many  are  not. 
Arthritis  is  the  leading  cause  of  disability  in  the  United  States.  About  seven  million  Americans 
are  severely  disabled  as  a  result  of  arthritis,  and  this  number  is  expected  to  rise  to  about  12 
million  in  the  next  25  years.  Many  people  with  arthritis  struggle  with  pain  and  difficulty 
throughout  their  day.  To  those  disabled  by  the  disease,  arthritis  can  mean  significant  medical 
care  costs,  loss  of  wages,  and  a  lower  quality  of  life. 

Arthritis  can  also  be  very  costly.  The  estimated  annual  cost  of  arthritis  is  $64.8  billion, 
including  the  costs  of  medical  care  and  lost  wages.  With  its  disproportionate  incidence  on  Older 
Americans,  the  Medicare  costs  associated  with  arthritis  are  substantial. 


Support  for  Arthritis  Research 

The  path  toward  accomplishing  our  goals  and  reducing  the  pain  and  suffering  inflicted 
by  arthritis  begins  with  basic  research.  The  Arthritis  Foundation  thanks  the  Committee  for  its 
longstanding  support  of  the  NIH  and  of  NIAMS.  Your  commitment  to  investment  in 
biomedical  and  behavioral  research  is  appreciated—clearly,  the  strong  support  provided  by 
Congress  for  1996  would  not  have  occurred  without  the  efforts  of  this  Committee,  and  our 
volunteers  and  members  are  aware  of  your  tremendous  leadership.  We  urge  you  to  continue 
to  provide  strong  support  for  NIH  and  NIAMS  in  these  times  of  tight  budget  constraints. 

The  NIAMS  Arthritis  Program  supports  basic  research  that  helps  in  illuminating  the  event 
or  events  that  trigger  the  processes  that  lead  to  arthritis  and  other  rheumatic  diseases.  Research 
at  NIAMS  has  resulted  in  numerous  scientific  advances,  which  we  hope  will  lead  to 
breakthroughs  in  treating  and  preventing  arthritis.  These  advances  include: 

*  discovery  of  how  methotrexate,  a  very  effective  drug,  works  in  the  treatment  of 
rheumatoid  arthritis; 

*  clues  as  to  why  rheumatoid  arthritis  improves  during  pregnancy; 

*  a  new  method,  ultrasound,  for  the  early  detection  of  osteoarthritis; 

*  prevention  measures  for  osteoporosis  including  estrogen  supplement  beginning 
five  years  prior  to  menopause,  calcium  supplements,  and  exercise  (NIAMS 
estimates  savings  at  $22-30  million,  while  its  total  14-year  investment  was  $18.4 
million); 
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*  the  recent  observation  that,  in  mice  that  develop  a  lupus-like  condition,  a  gene 
that  controls  programmed  cell  death  (the  body's  elimination  of  damaged  cells), 
signs  of  lupus  disappear  when  the  defective  gene  is  replaced  with  a  normal  gene; 

*  aggressive  treatment  of  lupus  with  a  combination  of  prednisone  and 
cyclophosphamide,  which  a  NIAMS-sponsored  clinical  trial  showed  was  more 
effective  than  prednisone  alone  in  preventing  end  stage  renal  disease  in  lupus 
patients,  saving  approximately  $100  million  annually;  and, 

*  new  discoveries  in  the  causes  of  spinal  arthritis 

However,  many  promising  research  opportunities  are  unfunded.  NIAMS  has  several 
initiatives  planned,  including  more  research  on  arthritis  in  children,  genetic  therapy  by 
immunization  to  prevent  rheumatoid  arthritis,  basic  mechanisms  in  drug-induced  lupus,  and  the 
molecular  basis  for  blood  vessel  involvement  in  scleroderma.  But  in  order  for  these  planned 
initiatives  to  move  forward,  NIAMS  needs  adequate  funding. 

For  1997,  the  Arthritis  Foundation  respectfully  requests  a  6.5%  increase  for  NIAMS. 
This  is  consistent  with  the  recommendation  for  all  of  NIH  by  the  Ad  Hoc  Group  for  Biomedical 
Research.  This  would  enable  NIH  and  NIAMS  to  sustain  their  high  standard  of  research  and 
will  help  NIAMS  further  its  mission  of  finding  ways  to  control,  cure  and  ultimately  prevent 
arthritis. 

On  behalf  the  Arthritis  Foundation  and  the  nearly  40  million  Americans  who  live  with 
arthritis,  thank  you  for  the  opportunity  to  provide  testimony  and  for  your  consideration  of  our 
request.  I  would  be  pleased  to  answer  any  questions  at  this  time. 
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Mr.  Porter.  Ms.  Walker,  thank  you  for  your  testimony.  Before 
you  go  though,  you'll  have  to  tell  us  what  the  metropolitan  area  is 
or  well  sit  here  wondering. 

Ms.  Walker.  Washington,  D.C.,  of  course. 

Mr.  Porter.  Right  here.  All  right. 

Ms.  Walker.  I  was  a  graduate  of  the  University  of  Maryland. 

Mr.  Porter.  What  institution  did  you  find  here  that  would  help 
you  with  rheumatoid  arthritis? 

Ms.  Walker.  I  was  being  treated  at  Walter  Reed. 

Mr.  Porter.  Walter  Reed.  And  could  I  ask  one  other  question? 
Is  there  any  history  of  rheumatoid  arthritis  in  your  family? 

Ms.  Walker.  No.  And  I  have  a  very  large  extended  family. 

Mr.  Porter.  None? 

Ms.  Walker.  There's  none.  I  guess  that's  fortunate,  but  it  

Mr.  Porter.  Well,  yes.  I  just  wondered.  Mr.  Dickey? 

Mr.  Dickey.  Norine,  what  treatment  do  you  take  now? 

Ms.  Walker.  I  have  a  series  of  medicines  that  I  take  including 

methotrexate  and  steroids  and  

Mr.  Dickey.  Daily? 

Ms.  Walker.  Daily,  yes.  I  take  quite  a  few  medicines  on  a  daily 
basis. 

Mr.  Dickey.  Okay.  I  took  steroids  back  in  1960.  Are  there  any 
side  effects? 

Ms.  Walker.  There  are  lots  of  side  effects  but  what  the  physi- 
cians do  now  is  they  try  to  treat  arthritis  as  aggressively  as  they 
possibly  can  as  early  as  possible  so  that  there  isn't  disability,  if 
they  can  avoid  disability  or  changes  in  the  physical  condition.  So 
there  are  lots  of  warnings  about  steroids  now. 

Mr.  Dickey.  What  limitations  do  you  have  now? 

Ms.  Walker.  Physical  limitations? 

Mr.  Dickey.  Yes. 

Ms.  Walker.  Well,  fatigue  is  one  of  the  biggest  physical  limita- 
tions that  I  have.  But  reaching  and  stretching  and  being  on  my  feet 
a  lot — — 

Mr.  Dickey.  Does  that  help  or  hurt? 

Ms.  Walker.  No,  being  on  my  feet  a  lot  is  a  limitation.  I 
shouldn't  be  on  my  feet  a  lot. 
Mr.  Porter.  Thank  you  very  much  for  our  testimony. 


Tuesday,  March  5,  1996. 

WITNESSES 

VICKI  MODELL  AND  FRED  MODELL,  JEFFREY  MODELL  FOUNDATION 

Mr.  Porter.  Vicki  and  Fred  Modell,  representing  the  Jeffrey 
Modell  Foundation.  Thank  you  both  for  being  here  and  testifying. 

Mrs.  Modell.  Thank  you,  Mr.  Chairman,  and  members  of  the 
subcommittee.  We  thank  you  for  the  opportunity  to  speak  here 
today  and  the  privilege.  My  name  is  Vicki  Modell.  My  husband 
Fred  and  I  are  co-founders  of  the  Jeffrey  Modell  Foundation.  I'd 
like  to  briefly  tell  you  a  story  of  my  personal  pain,  but  of  great 
hope. 

In  1979,  we  became  the  parents  of  a  boy  named  Jeffrey.  Although 
he  only  lived  15  years,  he  changed  our  lives  forever  and  through 
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us  will  change  the  lives  of  thousands  of  others.  Jeffrey  suffered 
from  Primary  Immune  Deficiency,  a  term  that  refers  to  a  group  of 
70  diseases  that  are  always  serious  and  often  fatal.  It  is  not  a  rare 
disease,  over  500,000  Americans,  mostly  children,  have  been  diag- 
nosed, and  researchers  estimate  that  another  500,000  children 
have  remained  undiagnosed  or  misdiagnosed.  It  affects  more  chil- 
dren than  childhood  leukemia  and  lymphoma  combined. 

The  financial  impact  from  repeated  hospitalizations,  home  care, 
specialists  to  specialist,  medications,  consultations,  and  the  loss  of 
productivity  is  estimated  to  cost  our  health  care  system  somewhere 
in  the  neighborhood  of  $10  billion  annually. 

Primary  Immune  Deficiency  is  not  AIDS,  AIDS  is  viral  and  it  is 
acquired.  Primary  Immune  Deficiency  is  genetic,  you  inherit  it,  you 
do  not  catch  it,  and  to  this  date  you  can  do  nothing  about  it. 

The  public  focus  on  AIDS  has  thankfully  made  people  more 
aware  of  the  importance  of  a  properly  functioning  immune  system. 
But  isn't  it  a  cruel  irony  that  inherited  immune  deficiencies,  while 
so  common,  are  still  misunderstood  and  misdiagnosed.  If  AIDS 
were  cured  tomorrow,  and  we  all  hope  it  will  be,  children  with  ge- 
netic immune  deficiency  will  continue  to  suffer,  their  needs 
unaddressed,  and  no  closer  to  a  cure.  Try  to  imagine  all  of  you  how 
hard  it  would  be  to  wake  up  each  day  with  the  gnawing  fear  of  the 
air  that  you  breathe,  that  any  toxin  or  virus  or  bacteria  or  fungus 
that  lives  dormant  in  a  healthy  body  can  turn  violent  and  deadly 
because  an  immune  system  does  not  function  normally. 

Before  Jeffrey  died  in  1986  he  asked  Fred  and  I  to  do  something 
about  this  insidious  and  chronic  disease  that  slowly  robbed  him  of 
his  childhood,  ravaged  his  body  in  spite  of  a  courageous  struggle. 
In  1987  we  established  the  Jeffrey  Modell  Foundation,  a  grassroots 
effort  to  promote  research,  educate  physicians,  patients,  families, 
and  increase  national  awareness,  as  we're  doing  today.  We  provide 
a  toll  free  hotline  of  support  groups  and  have  launched  a  Ten 
Warning  Signs  poster  campaign  with  the  generosity  of  the  Amer- 
ican Red  Cross,  and  we  have  also  endowed  a  research  laboratory 
at  the  Mount  Sinai  Medical  Center  in  New  York  City,  which  is 
where  we  live. 

But  I  would  like  to  tell  the  committee  about  our  relationship 
with  the  National  Institutes  of  Health,  which  I  know  you  recognize 
as  the  premier  biological  research  facility  in  the  world.  Together, 
the  Jeffrey  Modell  Foundation  and  the  NIH  have  forged  a  new  kind 
of  partnership  encompassing  research  initiatives,  post-doctoral  fel- 
lowships, publications,  educational  symposia  for  our  Nation's  pri- 
mary care  physicians.  We  have  entered  into  collaborative  agree- 
ments with  two  of  the  Institutes,  the  NIAID  and  the  NICHD,  to 
fund  research  into  Primary  Immune  Deficiency.  In  each  case,  the 
Institutes  and  the  Foundation  will  fund  $500,000  of  research  per 
year.  We  will  provide  our  share  of  the  commitment  from  the  funds 
that  we  raise  privately.  So  over  five  years,  it  represents  a  total 
commitment  of  $5  million,  Mr.  Chairman.  This  effort  has  already 
started  and  will  continue  until  fiscal  year  2000.  The  research 
grants  will  be  peer  reviewed  and  the  NIH  will  fund  the  best  pos- 
sible science  in  the  country,  that  we  know.  In  addition  to  this  ef- 
fort, we  have  also  funded  clinical  work  in  gene  therapy  conducted 
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by  Doctor  Michael  Blaese  at  the  National  Center  for  Human  Ge- 
nome Research. 

As  someone  not  involved  in  Government,  we  at  the  Jeffrey 
Modell  Foundation  have  done  more  than  our  share  to  move  this  re- 
search along.  We  are  not  asking  for  a  handout;  instead,  we  have 
now  established  a  working  model  for  a  substantial  and  credible 
public/private  partnership  and  we  just  want  to  continue  to  build 
upon  this  unique  alliance. 

Daniel  Burnham,  a  developer  who  redesigned  Chicago  after  the 
great  fire  in  1871,  said,  "Make  no  small  plans.  They  have  no  magic 
to  move  men's  souls.  Make  big  plans.  Aim  high  in  hope  and  in 
work.  Remember  that  our  sons  and  daughters  are  going  to  do 
things  that  would  stagger  us."  Well,  Mr.  Chairman  and  members 
of  the  committee,  with  your  continued  support,  we  can  give  our  son 
Jeffrey  the  opportunity  to  have  done  something  that  will  stagger 
us — to  create  a  bright  ray  of  hope  for  500,000  children  who  suffer 
each  day  with  the  other  immune  deficiency.  I  thank  you  for  the 
privilege  and  for  your  time  today. 

[The  prepared  statement  follows:] 
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Chairman  Porter,  Members  of  the  Subcommittee,  ladies  and  gentleman,  thank  you 
for  the  opportunity  to  testify  before  your  subcommittee  today.  My  name  is  Vicki  Modell, 
and  together  with  my  husband  Fred,  we  have  travelled  to  Washington  today  to  bring  you 
a  story  of  great  pain,  but  also  a  story  of  great  hope. 

Fred  and  I  were  blessed  with  the  birth  of  our  first  child,  Jeffrey,  in  1970.  He  was 
a  beautiful  baby  and,  like  so  many  parents,  we  were  thrilled  beyond  words  to  have  him. 
Although  he  only  lived  for  1 5  years,  his  short  life  changed  our  lives  forever  and  inspired 
us  to  try  to  change  many  more  lives,  as  well. 

Primary  Immune  Deficiency 

Before  his  first  birthday,  Jeffrey  suffered  a  baffling,  hepatitis-like  condition.  He 
was  hospitalized  and  diagnosed  with  a  disease  that  we  had  never  heard  of  at  the  time  — 
and  you  may  not  know  either.  Jeffrey  had  Primary  Immune  Deficiency. 

Primary  Immune  Deficiency  is  a  collective  term  for  more  than  seventy  diseases. 
The  names  of  the  individual  diseases  are  strange  and  unfamiliar  to  most  people: 
"Selective  IgA  Deficiency,"  "X-linked  aggamaglobulinemia,"  "or  "Chronic 
Granulomatous  Disease."  These  diseases  can  be  mild,  debilitating,  or  even  fatal.  They 
range  in  severity  from  Chronic  Sinusitis  to  SCIDS  (Severe  Combined  Immune 
Deficiency  Syndrome),  which  many  of  you  may  know  as  the  "Bubble  Boy  Disease."  But 
there  is  a  common  thread  that  runs  through  all  of  these  diseases:  They  are  all  caused  by 
inherited  defects  in  the  body's  natural  immune  system.  They  disable  the  body's  natural 
defenses,  either  partly  or  completely,  leaving  the  patient  susceptible  to  bacteria,  parasites, 
toxins  and  many  kinds  of  malignant  cells. 

It  is  important  that  you  understand  that,  taken  together,  the  Primary  Immune 
Deficiencies  are  not  "rare"  or  "orphan"  diseases.  The  simple  fact  is  that  there  are  500,000 
diagnosed  cases  of  Primary  Immune  Deficiency  in  the  United  States  today,  and 
researchers  believe  that  there  may  be  as  many  as  500,000  more  that  are  undiagnosed. 
Most  of  those  afflicted  are  children,  of  course,  because  many  of  those  afflicted  do  not 
reach  adulthood.  You  may  be  surprised  to  learn  that  these  diseases  affect  more 
youngsters  than  childhood  leukemia  and  lymphoma  combined,  but  most  doctors  will  tell 
you  that  the  medical  community  knows  far  too  little  about  this  condition  which  has  an 
estimated  financial  impact  of  at  least  $10  billion  per  year. 

Children  who  are  continually  presenting  at  the  doctor's  office  with  chronic, 
recurring  infections  that  cannot  be  managed  with  an  ordinary  course  of  antibiotics  may 
have  an  underlying  genetically-based  immune  deficiency.  Unfortunately,  physicians 
often  fail  to  diagnose  the  causes  of  the  recurring  illnesses,  instead  trying  to  treat  only  the 
overt  symtoms.  Ironically,  simple  blood  screenings  can  often  lead  to  prompt  and  accurate 
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diagnoses,  timely  intervention,  and  meaningful  treatment,  thus  reducing  a  patient's  risk  of 
continuing  infections,  permanent  damage,  and  continual  suffering. 

Whenever  I  speak  of  immune  deficiency,  it  is  inevitable  that  someone  will  ask  if 
this  disease  is  related  to  AIDS.  While  it  is  true  that  both  conditions  involve  a  severely 
compromised  immune  system,  that  is  where  the  similarity  ends.  Acquired  Immune 
Deficiency  Syndrome,  or  AIDS,  is  viral  in  nature,  and  results  from  the  patient  acquiring 
the  HIV  virus.  Primary  Immune  Deficiency  is  inherited  --  it  is  genetic.  You  do  not  catch 
and,  to  this  point,  you  cannot  change  it. 

While  the  public  focus  on  AIDS  has  made  many  people  rightfully  aware  of  the 
critical  importance  of  a  properly  functioning  immune  system,  it  is  indeed  a  cruel  irony 
that  if  your  immune  deficiency  is  inherited,  you  are  far  more  likely  to  be  undiagnosed, 
misdiagnosed  and  untreated,  in  spite  of  its  prevalence.  Even  if  a  miracle  happened  this 
afternoon  and  scientists  announced  that  AIDS  was  conquered,  the  children  with  Primary 
Immune  Deficiency  would  still  suffer  from  this  insidious  and  chronic  disease,  all  alone, 
and  as  desperate  as  ever.  Their  families  would  continue  to  suffer  with  them  the 
formidable  emotional,  psychological  and  financial  hardships  inevitably  resulting  from  the 
disease.  Primary  Immune  Deficiency,  in  spite  of  its  innocent  and  defenseless  victims, 
remains  the  "other"  immune  deficiency. 

The  Jeffrey  Modell  Foundation 

Before  we  lost  Jeffrey  to  this  terrible  disease,  he  asked  that  we  "do  something" 
about  it.  We  pledged  to  him  that  we  would  and,  nine  years  ago,  Fred  and  I  established 
the  Jeffrey  Modell  Foundation. 

The  Jeffrey  Modell  Foundation's  mission  is  to  promote  research,  educate 
physicians  and  patients,  provide  family  support,  and  increase  national  awareness  (one  of 
the  reasons  we  appear  before  you  today).  Misunderstanding  this  disorder  leads  to 
confusion  and  anxiety,  ieaving  families  feeling  isolated,  helpless  and  hopeless.  We 
quickly  learned  that  there  was  an  enormous  need  in  this  country  for  an  organization  like 
ours,  and  in  a  very  short  time,  there  was  a  literal  groundswell  of  grassroots  support  and  an 
express  call  for  more  information  and  direction. 

I  would  like  to  take  a  couple  of  moments  to  tell  you  about  some  of  the  services 
that  we  provide  to  patients  and  their  families  and  then  to  discuss  with  you  the  exciting 
projects  we  have  developed  jointly  with  the  National  Institutes  of  Health  and  how  you  are 
in  a  position  to  help  the  young  victims  of  this  relentless  disease. 

Services  to  Patients 

The  Jeffrey  Modell  Foundation  operates  a  24  hour  a  day,  seven  day  a  week,  800 
hotline  number,  where  parents  from  anywhere  in  the  country  can  call  and  receive 
information  about  Primary  Immune  Deficiency.  Through  the  Hotline  and  other  public 
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education  efforts,  we  disseminate  educational  and  informative  materials.  We  are 
currently  approaching  10,000  families  that  have  been  helped  by  the  Hotline.  Physicians 
and  other  health  professionals  can  receive  detailed  scientific  information  about  the 
disease,  and  the  Hotline  can  refer  patients  to  a  leading  immunologist  at  one  of  the  32 
major  medical  centers  across  the  country  that  are  now  linked  to  the  Jeffrey  Modell 
Foundation. 

We  have  encouraged  and  assisted  in  the  development  of  local  support  groups 
which  bring  families  together  to  share  common  concerns  and  experiences,  so  they  can 
help  themselves.  We  have  pioneered  a  number  of  activities  such  as  K.I.D.'s  Days. 
K.I.D.'s,  in  this  case,  stands  for  "Kids  with  Immune  Deficiencies."  These  events  are 
designed  so  that  immune  deficient  children  can  get  to  know  one  another  and  have  fun  in  a 
relaxed  and  friendly  setting.  K.I.D.'s  Days  are  picnics,  recreational  activities,  carnivals, 
professional  sports  outings,  and  much  more.  These  highly  spirited  events  have  been  held, 
literally  from  San  Francisco  to  New  York  and  from  Dallas  to  Minneapolis. 

The  Foundation  has  also  sponsored  many  physician  symposia  in  this  country  and 
abroad,  bringing  together  some  of  the  leading  immunologists  to  speak  about  Primary 
Immune  Deficiency  with  local  primary  care  physicians.  We  have  worked  with 
outstanding  organizations,  such  as  the  American  Red  Cross,  in  developing  tools  such  as  a 
poster  listing  the  "Ten  Warning  Signs  of  Primary  Immune  Deficiency."  This  poster  was 
distributed  to  pediatricians,  day  care  centers  and  school  nurses  throughout  America. 

We  are  also  extremely  proud  that  we  have  established  the  only  laboratory  in  the 
country  dedicated  solely  to  Primary  Immune  Deficiency  research  at  the  Mount  Sinai 
Medical  Center  in  New  York  City. 

Having  accomplished  so  much  in  so  short  a  time,  it  sometimes  seems  tempting  to 
sit  back  and  feel  that  we  have  answered  our  son's  wish  that  we  "do  something"  about  this 
disease  that  robbed  him  of  so  much,  including  his  life.  But  we  will  not  have  truly  "done 
something"  until  this  disease  is  known,  manageable,  treatable,  curable  and  preventable. 
And  that  brings  us  to  the  federal  government  and,  specifically,  to  the  National  Institutes 
of  Health. 

National  Institutes  of  Health 

Let  me  first  make  clear  that  we  are  not  here  looking  for  a  hand  out.  We  are  not 
here  to  demand  that  you  solve  this  mystery.  Rather,  we  are  here  to  tell  you  about  what 
we  are  doing  collectively  with  the  NIH  to  solve  this  mystery.  We  are  here  to  tell  you 
how,  working  together,  we  can  bring  an  end  to  a  devastating  disease  that,  on  average, 
affects  at  least  1000  to  2000  families  in  each  of  your  congressional  districts. 

The  Jeffrey  Modell  Foundation  has  entered  in  two  collaborative  agreements  that  I 
would  like  to  tell  you  about  today  that  will  result  in  $5.0  million  of  research  into  Primary 
Immune  Deficiency.  And  so  that  there  is  no  misunderstanding  about  it,  let  me  clear.  The 
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Jeffrey  Modell  Foundation  is  a  participant  financially,  providing  our  contribution  from 
funds  we  have  raised  privately. 

The  National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  is  jointly 
sponsoring  a  collaborative  effort  with  us  that  will  award  $500,000  per  year  for  five  years 
for  gene-transfer  research  grants  to  investigators  to  isolate  and  characterize  the  defective 
genes  that  cause  these  diseases,  as  well  as  to  develop  techniques  to  correct  the  defects. 
The  availability  of  the  funds  has  been  announced  in  the  Federal  Register  and  the  peer 
review  process  is  preceding.  The  research  will  be  overseen  by  NIAID's  Division  of 
Allergy,  Immunology  and  Transplantation,  under  the  very  able  leadership  of  Dr.  Robert 
A.  Goldstein.  Both  he  and  NIAID  Director,  Dr.  Anthony  Fauci,  have  been 
extraordinarily  cooperative  in  the  planning  and  development  of  this  effort. 

Our  second  major  research  collaboration  involves  the  National  Institute  of  Child 
Health  and  Human  Development  (NICHD).  This  effort  also  involves  spending  $2.5 
million  over  five  years  to  study  the  development  and  genetic  defects  of  immunity.  The 
research  will  focus  on  elucidating  the  molecular,  biological  and  genetic  mechanism  that 
leads  to  the  development  of  these  primary  immune  deficiencies.  This  partnership 
developed  after  a  recent  workshop  on  Primary  Immune  Deficiencies  that  the  Jeffrey 
Modell  Foundation  sponsored  jointly  with  NICHD  that  revealed  important  gaps  in  the 
science  and  exciting  opportunities  for  research.  Director  Duane  Alexander  has  been  fully 
involved  in  the  development  of  this  joint  collaboration. 

In  addition  to  these  major  efforts,  we  have  also  supported  intramural  research  for 
three  years  in  the  laboratory  of  Dr.  Michael  Blaese,  the  Chief  of  the  Clinical  Gene 
Therapy  Branch  at  the  National  Center  for  Human  Genome  Research  (NCHGR).  Dr. 
Blaese's  report  last  year  indicating  a  possibility  of  success  in  reversing  a  genetic  disease 
involved  a  patient  with  ADA  Deficiency,  which  is  one  of  the  70  immune  deficiencies  I 
mentioned  at  the  beginning  of  my  remarks.  Both  he  and  Dr.  Francis  Collins,  the  Director 
of  NCHGR,  have  been  exceptionally  supportive  of  our  work,  as  we  have  been  of  theirs. 

As  you  know,  Mr.  Chairman,  the  key  to  resolving  these  critical  health  issues  is  to 
have  the  research  dollars  and  resources  supporting  this  effort.  Your  support,  and  this 
subcommittee's  support,  for  the  National  Institutes  of  Health  in  FY96  helped  to  make  it 
possible  for  them  to  enter  into  collaborative  agreements  with  us.  Now  as  we  look  at  the 
FY97  budget  that  the  President  will  be  sending  you  in  a  few  weeks,  we  believe  that  it  is 
time  to  recommit  ourselves  to  this  most  critical  -  irreplacable  ~  aspect  of  federal 
government  spending. 

The  Jeffrey  Modell  Foundation  has  clearly  stepped  up  to  the  plate  in  addressing 
one  of  the  major  unaddressed  health  research  issues  in  the  world  today.  Working  in 
partnership  with  the  National  Institutes  of  Health,  we  have  established  a  substantial  and 
credible  public/private  partnership,  one  that  can  serve  as  a  model  for  other  groups  and 
other  afflictions.  Perhaps  our  model  can  be  strengthened  and  improved;  surely  there  are 
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far  better  minds  than  ours  out  there  concerned  about  a  disease,  a  disorder,  an  affliction 
that  devastates  families. 

We  believe  that  our  nonprofit  foundation  has  played  a  significant  role  and  that  we 
have  more  to  do.  We  also  believe  that  the  National  Institutes  of  Health  is  a  resource  of 
unmeasurable  value.  And,  of  course,  Mr.  Chairman,  there  is  a  third  leg  to  that  stool  and 
that  leg  is  the  Congress  of  the  United  States,  as  represented  by  this  subcommittee. 

Mr.  Chairman,  your  leadership  in  the  field  of  biomedical  research  is  legend.  We 
were  delighted  to  be  present  in  November  when  The  Genome  Action  Coalition,  of  which 
we  are  active  members,  presented  you  with  a  Congressional  Award  to  honor  your 
unflinching  support  of  research  into  the  causes  and  cures  of  disease.  And  your  remarks  at 
that  time,  urging  the  research  and  patient  advocacy  communities  to  remain  vigilant,  were 
timely  and  critical  to  be  heard. 

Conclusion 

Mr.  Chairman,  I  would  like  to  close  with  a  quotation  from  a  great  American  who 
may  be  familiar  to  you.  His  name  was  Daniel  Burnham  and  we  was  the  developer  who 
redesigned  the  city  of  Chicago  after  it  was  leveled  by  the  great  fire  of  1871.  Daniel 
Burnham  said: 

Make  no  small  plans.  They  have  no  magic  to  move  men's  souls,  and  probably 
themselves  will  not  be  realized.  Make  big  plans.  Aim  high  in  hope  and  work, 
remembering  that  a  noble,  logical  diagram  once  recorded  will  never  die,  but  long 
after  we  are  gone,  will  be  a  living  thing  in  itself,  with  ever-growing  insistency. 
Remember  that  our  sons  and  daughters  are  going  to  do  things  that  would  stagger 
us. 

Mr.  Chairman,  with  your  help  and  that  of  the  many  dedicated  scientists  who  are 
researching  Primary  Immune  Deficiency,  my  son  Jeffrey,  through  the  example  of  his  all- 
too-short  life,  will  be  able  to  accomplish  something  that  will  stagger  all  of  us. 

Thank  you  for  your  support. 
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Mr.  Porter.  Mr.  Modell. 

Mr.  Modell.  I  think  she  said  it  as  well  as  it  could  be  said.  I'm 
just  here  to  fill  in  if  we  didn't  use  the  time. 

Mr.  Porter.  Very  well.  Let  me  say  that  I  liked  your  Daniel 
Burnham  quote.  I  think  this  is  something  where  the  kind  of  com- 
mitment that  you're  making  can  make  a  real  difference.  I  think  I 
can  say  that  we  on  the  subcommittee  are  committed  to  doing  every- 
thing we  can  to  help  you  and  match  your  effort.  I  think  we  can  un- 
derstand what  this  means  to  you  personally  as  well.  You're  making 
a  wonderful  difference  in  this  world,  and  we  need  to  support  people 
like  you  who  are  thinking  of  ways  of  really  solving  some  of  the 
world's  problems  and  thinking  big  and  doing  something  about  it.  So 
we  commend  both  of  you  and  really  appreciate  what  you're  doing. 
We'll  do  our  best  to  live  up  to  our  part  of  the  bargain. 

Mrs.  Modell.  Thank  you.  And  we  commend  you  for  all  the  hard 
work  you've  done. 

Mr.  Porter.  Thank  you  very  much. 

This  concludes  our  witnesses  for  this  afternoon.  The  subcommit- 
tee will  stand  in  recess  until  10:00  a.m.  tomorrow. 


Wednesday,  March  6,  1996. 

WITNESS 

HON.  DAVE  DURENBERGER,  FORMER  U.S.  SENATOR,  CENTERS  FOR 
VICTIMS  OF  TORTURE 

Mr.  Porter.  The  subcommittee  will  come  to  order. 
We  will  continue  our  public  witnesses. 

We  are  very  pleased  to  welcome  as  our  first  witness  former  Sen- 
ator Dave  Durenberger,  testifying  on  behalf  of  the  Centers  for  Vic- 
tims of  Torture. 

Senator,  it's  nice  to  see  you. 

Senator  Durenberger.  Mr.  Chairman,  thank  you  very  much.  It 
is  a  pleasure  for  me  to  have  this  opportunity.  This  is  my  first  op- 
portunity to  appear  before  any  committee;  I  had  this  one-year  pro- 
hibition when  I  got  out,  and  was  getting  used  to  the  so-called  pri- 
vate sector,  which  is  not  half  bad.  I  think  I  spent  half  my  time 
being  so  pleased  that  I  didn't  have  the  pressure  that  you  all  have, 
and  the  other  half  of  my  time  envying  you  for  the  opportunities 
that  I  no  longer  have,  even  though  the  challenges  are  enormous, 
particularly  on  a  subcommittee  like  this,  the  opportunities  are 
enormous. 

I  come  here  today — I  suppose,  in  a  sense,  I  am  lobbying,  but  this 
is  one  of  those  pro  bono  things  that  you  can  never  get  away  from, 
things  that  you  care  about,  things  that  you  have  invested  some 
part  of  your  life  in.  They  don't  go  away,  you  don't  want  them  to 
go  away,  and  that's  basically  why  I  am  here.  I  am  not  being  paid 
to  make  this  testimony. 

I  have  a  constituency  that  is  part  local  and  part  international. 
I  have  traveled  in  a  variety  of  relational  work  for  my  colleagues  in 
the  Senate  all  over  the  world.  Part  of  that  has  taken  me  to  Turkey 
and  taken  me  to  some  other  countries.  I  recall  when  I  was  in  Tur- 
key, I  spent  some  time  visiting  on  the  issue  of  human  rights,  and 
torture  as  an  element  of  political  policy.  But  I  didn't  do  it  in  sort 
of  a  "journalism"  sense.  I  was  able  to  visit  with  the  Prime  Minister 
and  the  President  and  so  forth.  And  like  in  many  of  the  121  coun- 
tries, I  am  told,  around  the  world,  there  is  an  acknowledged  pres- 
ence of  torture  in  a  variety  of  countries,  and  that  seems  like  such 
a  strong  word  for  us.  But  when  it's  present  in  countries  with  which 
we  have  very  friendly  relations — and  there  are  plenty  of  them  that 
we  don't  need  to  talk  about — it  is  a  challenge  to  conducting  inter- 
national relations,  particularly  insofar  as  we  want  those  relations 
not  just  to  be  the  official  relations  between  nations,  but  the 
premise  of  those  relations  is  the  relations  that  we  develop  between 
us  as  people,  between  people  who  are  Turkish  and  who  are  Amer- 
ican, or  name  any  one  of  121  countries.  I  am  not  here  to  pick  on 
our  friends  in  Turkey  at  all. 
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At  the  other  end  of  it,  however,  in  my  constituency  in  Minnesota, 
I  experience  through  the  Centers  for  Victims  of  Torture  the  way 
Americans,  because  of  the  blessings  that  we  have  in  our  country, 
respond  to  people  who  are  victims  anywhere,  in  this  country  or  in 
other  countries,  and  so  forth. 

The  Center  for  Victims  of  Torture  in  Minneapolis  was  the  first 
of  the  treatment  centers  in  this  country.  Now  there  are  more. 
There  is  one  just  adjoining  your  constituency,  the  Marjorie  Kovler 
Center  for  the  Treatment  of  Survivors  of  Torture.  There  are  some 
in  Los  Angeles,  New  York,  San  Francisco,  and  so  forth. 

But  they  are  for  the  most  part  embryonic.  They  are  for  the  most 
part  volunteer,  and  some  professional.  They  are  people  who  are 
struggling  in  an  environment  in  which  everyone  is  trying  to  set  pri- 
orities on  the  presumption  that  we  only  have  so  much  money  to 
spend. 

They  are  also  struggling  with  the  notion  that  it  doesn't  have  to 
be,  which  is,  of  course,  what  you  have  brought,  to  make  human 
rights  such  an  important  part  of  your  work,  and  it  is  what  has 
brought  this  whole  subcommittee  to  constantly  try  to  find  a  better 
way  to  deal  with  all  of  these  funding  issues. 

I  came  here  today  with  a  prepared  statement,  which  I  presume 
will  be  made  a  part  of  the  record — not  with  the  intention  of  reading 
that  statement,  but  first  to  thank  you,  Mr.  Chairman,  for  your  own 
commitment  for  what  you  were  able  to  do  last  year  on  the  appro- 
priations bill  as  it  relates  to  the  $1.2  million  or  whatever  that  fig- 
ure was,  somewhere  in  my  statement. 

And  secondly  to  say  that  I,  like  you,  am  struggling  with  defining 
the  national  purpose  in  what  we  do.  I  can  see  it  on  the  inter- 
national side  in  terms  of  human  rights,  and  if  America  is  going  to 
stand  for  anything,  that's  one  of  the  things  that  it  needs  to  stand 
for  and  it  needs  to  demonstrate  it. 

On  the  domestic  side,  I  have  been  through  our  center  in  Min- 
nesota and  I've  spent  time  there,  and  Fve  spent  time  at  the  centers 
in  Turkey,  as  well.  You  don't  have  to  spend  a  lot  of  time  there  to 
understand  how  much  money  you  can  save,  since  a  lot  of  these  peo- 
ple, for  example,  are  in  this  country  as  refugees  and  so  forth — the 
amount  of  help,  dollars,  that  can  be  saved  by  appropriate  treat- 
ment. 

All  of  these  are  a  combination  of  medical,  behavioral,  mental 
health,  mental  illness  problems.  It's  a  wide-ranging  combination  of 
problems  that  are  created  by  torture,  but  to  us  as  Americans,  they 
only  add  up  to  huge  dollars  in  medical  bills  and  lost  economic  op- 
portunity. 

I  cited  in  here  one  of  the  opportunities  that  the  center  in  Min- 
neapolis made  available  to  an  Iranian  businessman  who  had  been 
tortured  almost  beyond  belief,  who  lived  a  good  part  of  his  life  in 
Minnesota  in  a  trash  bin  outside  a  restaurant  where  he  was  em- 
ployed as  a  plate  cleaner  or  something  like  that,  and  it  was  like 
his  life  was  just  literally  slipping  away,  until  somebody  put  him  in 
touch  with  the  center. 

Today  he  owns  a  couple  of  gas  stations;  he  owns  10  taxicabs,  and 
I  have  ridden  in  one  or  two  of  them.  I  am  quite  confident  in  them. 
His  whole  life  in  Minneapolis  has  changed,  and  so  have  the  costs 
which  all  of  us  would  assume,  in  one  sense,  changed,  and  in  a  posi- 
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tive  sense,  the  opportunities  that  he  has  created  for  cab  drivers,  for 
people  that  work  in  gas  stations,  and  so  forth.  It  is  enormous. 

So  I  don't  need  to  illustrate  that  point  for  the  members  of  this 
committee.  I  know  it's  a  struggle,  when  you're  trying  to  measure 
where  to  put  our  money  as  an  investment.  I  know  it's  a  constant 
struggle.  I  can  only  appeal  to  what  each  of  you  has  already  dem- 
onstrated, and  that  is  a  combination  of  a  commitment  to  human 
rights  as  foreign  policy  and  foreign  relations,  and  your  commitment 
to  doing  something  about  dealing  with  the  problems  of  health  care 
in  this  country. 

On  those  two  premises,  to  say  nothing  of  all  of  the  other  more 
obvious  premises,  I  would  rest  my  case.  I  thank  you  very  much  for 
the  opportunity  to  be  here. 

[The  prepared  statement  follows:] 
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Testimony  of  former  Senator  Dave  Durenberger 
Republican  of  Minnesota 
before  the 

Subcommittee  on  Labor,  Health  and  Human  Services,  Education 
and  Related  Agencies 

Committee  on  Appropriations 

U.S.  House  of  Representatives 

March  6, 1996 

Mr.  Chairman,  I  greatly  appreciate  having  this  opportunity  to  testify  on  behalf  of 
the  Center  for  Victims  of  Torture.  The  Center,  which  is  based  in  Minneapolis, 
was  the  first  treatment  center  for  victims  of  torture  in  the  United  States.  Since  its 
establishment  in  1985  it  has  treated  over  500  victims  of  foreign  governmental 
torture.  Its  clients  come  from  all  over  the  world  as  well  as  some  United  States 
citizens  who  were  tortured  abroad. 

Mr.  Chairman,  I  hardly  need  to  inform  you  on  the  importance  of  this  work.  You 
have  been  a  leader  in  advocating  a  strong  role  for  the  United  States  in  defending 
human  rights  around  the  world.  I  want  to  mention  particularly  your  actions  in 
seeking  greater  support  for  treatment  services  for  victims  of  torture.  As  a 
consequence  of  efforts  by  you  and  others,  the  United  States  contribution  to  the 
United  Nations  Voluntary  Fund  for  Victims  of  Torture  has  increased 
fifteen  fold  in  the  last  several  years  -  from  an  annual  contribution  of  $100,000  to 
$1,500,000. 

The  Voluntary  Fund  dispenses  several  million  dollars  annually  to  over  a  hundred 
treatment  programs  in  about  60  countries.  While  this  is  a  valuable  program  and 
some  centers  in  the  United  States  including  our  center  receive  grants  from  the 
United  Nations,  significant  additional  resources  are  needed  in  this  country  to  meet 
the  needs  of  torture  victims. 

Presently  there  are  only  a  handful  of  treatment  centers  in  the  United  States.  In 
Chicago  there  is  the  Marjorie  Kovler  Center  for  the  Treatment  of  Survivors  of 
Torture.  Survivors  International  is  in  San  Francisco.  There  are  also  programs  in 
Los  Angeles  and  in  New  York  City.  These  centers  receive  support  from  private 
foundations  and  individuals  but  no  Federal  or  state  government  support.  In  many 
cases  health  professionals  must  provide  their  services  on  a  pro  bono  basis  since 
most  clients  do  not  have  health  insurance  and  have  limited  financial  resources. 
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How  many  victims  of  torture  reside  in  the  United  States?  There  has  not  been  a 
systematic  or  scientific  study  on  this  question.  However,  we  know  that  many 
persons  receiving  refugee  or  asylum  status  come  from  countries  where  torture  is 
prevalent.  A  conservative  estimate  is  that  there  are  at  least  a  hundred  thousand 
victims  of  torture  in  the  United  States. 

Treatment  of  victims  of  torture  is  a  specialized  discipline  requiring  both  training 
and  experience.  Besides  medical  treatment,  victims  often  need  months  of 
psychological  treatment.  The  handful  of  centers  in  the  United  States  is  obviously 
not  adequate  to  address  the  need. 

Why  is  it  in  the  interest  of  the  Federal  government  to  financially  support  the 
treatment  of  victims  of  torture? 

Promotion  of  human  rights  has  been  a  cornerstone  in  U.S.  foreign  policy  of  both 
Democratic  and  Republican  administrations. 

Victims  of  torture  are  often  leaders  in  the  defense  of  human  rights  in  their 
countries.  From  a  foreign  policy  perspective  these  defenders  of  freedom 
deserve  our  support. 

From  a  domestic  policy  perspective,  Federal  support  is  also  needed  to  make  health 
and  medical  cost  savings.  I  had  an  opportunity  to  visit  our  center  in  Minneapolis 
and  to  meet  with  its  staff  as  well  as  its  clients.  Treatment  has  enabled  them 
to  recover  their  lives,  obtain  employment  to  support  their  families,  and  become 
contributing  members  of  our  society  in  every  respect. 

I  know  an  Iranian  businessman  who  was  brutally  tortured  in  Iran  for  his 
opposition  to  the  Islamic  regime  of  the  Ayatollah  Khomeni.  When  he  came  to 
Minneapolis  he  worked  14  hours  a  day  as  a  dishwasher  and  slept  at  night  in  a 
grocery  store  trash-bin.  Later  he  moved  into  a  group  house  with  other  refugees 
and  took  a  second  job  cleaning  bars  after  hours.  He  experienced  nightmares 
dreading  he  was  back  in  the  prison  cell,  listening  all  night  to  the  sound  of 
beatings,  screams,  and  shootings.  In  desperation  he  attempted  to  slit  his  wrist.  A 
friend  led  him  to  seek  help  at  the  Center  for  Victims  of  Torture  where  he  received 
therapy  for  three  years.  Now  he  owns  a  fleet  of  10  taxicabs  and  two  gas  stations, 
and  employs  about  30  people.  In  referring  to  the  Center  he  says  "I  owe  this  life  I 
made  in  the  United  States  to  them."1 


'John  Murawski,  "Treating  the  Victims  of  Torture:  U.S.  Charities  Seek  to 
Help  Restore  the  Broken  Lives  of  Refugees  from  Repressive  Regimes,"  The 
Chronicle  of  Philanthropy.  October  5.  1995,  p.12. 
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I  am  sure,  Mr.  Chairman,  that  the  Kovler  Center  in  Chicago  which  adjoins  your 
district  can  provide  you  with  equally  compelling  examples  of  the  benefits  of 
treatment.  Federal  support  makes  sense  not  only  from  a  moral  and  humanitarian 
perspective,  but  also  from  a  social  and  economic  perspective.  Without  treatment 
recovery  takes  longer  and  they  are  more  likely  to  be  a  burden  on  the  Federal 
and  state  governments  for  such  benefits  as  Medicaid,  AFDC,  food  stamps  and 
other  public  programs. 

We  appreciated  your  inclusion  in  last  year's  report  on  the  appropriation  bill  a 
recommendation  that  the  Office  of  Refugee  Resettlement  give  "special 
consideration"  to  supporting  "service  providers  offering  treatment  for  persons 
who  have  suffered  mental  and  physical  torture  by  foreign  governments."  I  hope 
you  will  encourage  ORR  to  act  upon  this  recommendation  and  that  in  this 
year's  bill  or  report  similar  language  be  included. 

I  would  greatly  appreciate  your  consideration  of  this  request.  Thank  you  for 
giving  me  this  opportunity  to  testify. 
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Mr.  Porter.  Senator  Durenberger,  let  me  thank  you  for  provid- 
ing that  kind  of  caring  leadership  that  would  bring  you  to  us  today 
to  testify  on  the  Centers  for  Victims  of  Torture. 

Personally,  I  would  say  that  you  should  feel  free  to  target  our 
Turkish  friends  who  pride  themselves,  after  all  in  being  a  western- 
style  secular  democracy.  Perhaps  we  can  understand  how  torture 
can  come  about  in  a  place  like  Iran,  but  how  do  we  understand  how 
it  comes  about  in  a  place  like  Turkey,  which  ought  to  be  setting 
standards  for  that  part  of  the  world  in  terms  of  its  treatment  of 
prisoners  and  its  commitment  to  the  rule  of  law? 

So  I  don't  mind  your  raising  Turkey  as  an  example.  I  think  it's 
a  very  good  example  and  a  very  bad  example  at  the  same  time,  and 
we  are  well  aware  of  the  good  work  that  the  Centers  for  Victims 
of  Torture  do.  I  think  it's  something  that  does  deserve  our  support 
and  we  will  do  our  best  to  address  that  in  this  year's  budget. 

Thank  you  very,  very  much  for  coming  to  testify. 

Senator  Durenberger.  Thank  you,  Mr.  Chairman. 


Wednesday,  March  6,  1996. 

WITNESS 

STEVEN  C.  BEERING,  M.D.,  ASSOCIATION  OF  AMERICAN  UNIVERSITIES 

Mr.  Porter.  We  are  pleased  to  be  joined  today  by  our  colleague, 
John  Myers  from  Indiana,  Chairman  of  the  Subcommittee  on  En- 
ergy and  Water,  who  is  here  to  welcome  our  next  witness,  who  is 
Dr.  Steven  C.  Beering,  the  President  of  Purdue  University,  rep- 
resenting the  Association  of  American  Universities. 

John? 

Mr.  Myers.  Well,  thank  you,  Mr.  Chairman.  Thank  you  for  tak- 
ing Steve  out  of  order  here.  Steve  not  only  is  a  friend,  but  he  is 
a  constituent.  He  is  a  real  doctor;  he  has  his  doctorate  in  medicine. 
We  have  a  lot  of  doctors  today,  but  he's  the  kind  that  can  help  you. 
He  had  a  fine  career  at  Indiana  University  School  of  Medicine,  and 
now  is  President  of  Purdue  University,  a  very  fine  school,  and  they 
have  a  pretty  good  basketball  team,  number  four  in  the  country 
right  now. 

Steve,  we  are  pleased  to  hear  from  you. 

I  have  to  go  back  to  my  own  committee,  but  he  has  to  catch  an 
airplane  to  hear  the  Glee  Club  recite  this  evening  down  in  Orlando. 
So  thank  you  for  taking  him  out  of  order. 

Thank  you,  Steve.  Good  luck. 

Dr.  Beering.  Thank  you  very  much,  John  Myers,  and  bless  you 
for  all  you've  done  for  30  years  for  Indiana  and  America. 

Mr.  Chairman,  I  am  delighted  to  represent  the  Association  of 
American  Universities  and  also  the  National  Association  of  State 
Universities  and  Land-Grant  Colleges  and  the  American  Council  on 
Education.  These  three  organizations  represent  all  the  universities 
that  do  research  both  in  the  public  and  private  sector,  and  we  are 
mindful  of  your  special  interest  in  research,  and  particularly  the 
NIH. 

My  testimony  this  morning,  which  has  been  provided  to  the  com- 
mittee and  I  hope  will  be  inserted  in  the  record  in  writing,  will 
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focus  on  the  NIH  and  the  importance  of  Federal  funding  for  bio- 
medical research. 

For  the  record  my  own  background  includes  a  lifetime  of  doing 
medicine,  being  in  academic  and  medical  education.  I  served  for  14 
years  in  the  United  States  Air  Force  as  a  Medical  Officer,  and  then 
spent  14  years  at  the  Indiana  University  Medical  Center  as  both 
professor  and  Dean  and  Director  of  the  Medical  Center,  and  the 
last  13  years  as  President  of  a  major  research  university,  Purdue, 
where  I  am  the  envy  of  my  colleagues  because  I  don't  have  a  medi- 
cal school  to  worry  about. 

On  behalf  of  all  my  colleagues  at  research  universities,  I  would 
like  to,  first  of  all,  express  our  deep  appreciation  and  admiration 
for  your  personal  leadership  and  your  commitment  to  Federal  fund- 
ing for  biomedical  research.  Your  successful  efforts  this  past  year 
to  increase  the  funding  for  the  NIH  by  5.7  percent  will  enable  our 
world-class  scientists  to  continue  to  make  enormous  contributions 
to  the  health  and  quality  of  life  not  only  of  Americans,  but  people 
around  the  globe. 

Over  the  last  decade  at  Purdue  University  the  NIH  has  funded 
1,372  research  projects,  which  total  $385,000,000.  This  includes  im- 
portantly work  in  our  Schools  of  Science,  medicine,  pharmacy, 
nursing,  health  sciences,  our  biomedical  engineering  center,  our 
cancer  center,  our  AIDS  centers,  of  which  we've  had  two  funded 
through  NIH,  and  a  very  key  program,  our  structural  biology  pro- 
gram. 

We  have  been  able  because  of  our  emphasis  within  the  university 
as  a  whole  on  high  performance  computing  to  identify  the  structure 
of  the  common  cold  viruses,  several  of  them,  several  cancer  viruses 
and  of  the  AIDS  viruses.  This  is,  certainly,  headline  news  and  it 
has  enabled  our  pharmacologists  and  other  scientists  to  design 
drugs  which  are  currently  being  tested  that  are  designed  specifi- 
cally with  the  knowledge  of  and  structure  of  these  viruses  to  com- 
bat these  dreadful  diseases. 

We  clearly  have  taken  basic  science  out  of  the  laboratory  and  ap- 
plied it  at  the  bedside  and  in  the  clinic,  and  we  have  within  sight, 
I  think,  some  answers  to  these  dreadful  problems. 

Mr.  Chairman,  we  also  belong  to  the  Ad  Hoc  Group  for  Medical 
Research  Funding,  and  as  members  of  that  group,  we  encourage 
you  to  endorse  the  NIH's  fiscal  year  1997  budget,  which  we  believe 
is  a  reliable  budget — 6.5  percent  above  the  fiscal  year  1996  levels — 
and  is  the  kind  of  money  that  will  be  needed  to  sustain  the  effort 
and  to  continue  this  kind  of  progress. 
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I  would,  finally,  like  to  submit  to  you  that  your  subcommittee 
and  your  personal  leadership  have  certainly  recognized  that  illness 
knows  no  parties,  it  knows  no  gender,  it  knows  no  nationalities, 
and  you  are  to  be  commended  for  your  long  and  bipartisan  support 
and  your  committee  for  the  Federal  funding  of  biomedical  research 
and  higher  education  programs.  And  I  want  to  thank  you  and  your 
staff  and  all  the  members  of  the  committee  for  their  support,  and 
urge  your  continued  help  in  order  to  continue  to  benefit  the  mil- 
lions of  individuals  around  the  world  who  need  the  efforts  of  our 
research. 

I  would  be  delighted  to  address  any  specific  questions  that  you 
might  have. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Dr.  Steven  C.  Beering,! 
President  of  Purdue  University  and  Chairman  of  the  Association  of  American  Universities 
(AAU).  It  is  my  privilege  to  appear  before  you  this  morning  on  behalf  of  my  colleagues  !in 
the  AAU,  as  well  as  in  the  National  Association  of  State  Universities  and  Land-Grant 
Colleges  (NASULGC)  and  the  American  Council  on  Education  (ACE).  These  associations 
represent  all  of  the  public  and  private  research  universities  across  the  country.  On  their 
behalf,  I  wish  to  express  our  deep  appreciation  for  this  subcommittee's  efforts  this  past 
year  to  provide  a  5.7-percent  increase  in  funding  for  the  National  Institutes  of  Health 
(NIH),  and  for  all  of  this  subcommittee's  efforts  over  the  years  to  make  funding  for 
biomedical  research  a  top  priority,  i  would  also  like  to  thank  the  subcommittee  for  its 
continued  support  of  federal  student  assistance  programs. 

Mr.  Chairman,  this  year  we  thank  you,  in  particular,  for  your  leadership  and  for 
your  commitment  to  federal  investment  in  scientific  research  and  student  assistance.  At 
a  time  when  many  are  questioning  the  role  of  the  federal  government  in  almost  every 
aspect  of  our  lives,  your  unwavering  commitment  to  the  importance  of  the  federal 
investment  in  biomedical  research  has  resulted  in  a  level  of  support  for  the  NIH  that 
clearly  reflects  widespread  bipartisan  support  for  this  vital  federal  role. 

NIH-supported  research  has  made  enormous  contributions  to  the  health  and 
quality  of  life  of  all  Americans  and  for  many  people  around  the  world.  Indeed,  we  are 
the  envy  of  the  world  when  it  comes  to  the  National  Institutes  of  Health  and  the 
partnership  that  has  been  forged  between  the  federal  government  and  research 
universities.  Over  the  last  decade,  at  Purdue  University  alone,  the  NIH  has  funded  1,372 
research  project  grants  totaling  approximately  $384  million.  These  funds  have 
supported  a  wide  spectrum  of  biomedical  research,  with  an  emphasis  on  the 
investigation  into  the  basic  molecular  structure  and  mechanisms  of  cancer  and  the 
development  of  drugs  to  treat  a  variety  of  diseases,  including  AIDS.  The  combination  of 
high-quality  basic  biomedical  research,  a  first-rate  school  of  pharmacy,  and  a  campus 
with  high-performance  computer  capabilities  has  resulted  in  Purdue  scientists  leading 
the  way  in  many  exciting  discoveries  and  breakthroughs,  most  of  which  are  made 
possible  through  federal  funding. 

In  addition  to  advancing  the  frontiers  of  knowledge  by  finding  new  cures  and 
treatments,  biomedical  research  has  also  kept  our  economy  competitive  and  created 
new  jobs-in  some  cases,  even  new  industries.  The  Ad  Hoc  Group  for  Medical  Research 
Funding  estimates  that  the  biotechnology  industry  increased  sales  last  year  by  18  percent 
and  provided  108,000  high-tech  jobs  to  our  national  economy.  The  AAU  estimates  that 
in  1993,  the  latest  year  for  which  data  are  available,  NIH  extramural  grant  funding 
supported  some  273,640  jobs  nationally.  If  you  look  at  total  federal  R&D  grants  to 
universities  and  colleges  in  1993,  the  number  is  closer  to  360,000  jobs.  In  my  own  state 
of  Indiana,  the  number  of  jobs  supported  by  federal  R&D  grants  to  universities  and 
colleges  is  6,458.  For  Illinois,  Mr.  Chairman,  the  number  of  jobs  supported  is 
approximately  14,234.  I  have  attached  the  AAU  fact  sheet  explaining  how  these 
numbers  are  calculated. 

Investments  in  research  have  contributed  significantly  to  the  international 
economic  competitiveness  of  the  United  States.    Recently,  a  group  of  business  leaders 
wrote  that  the  partnership  of  "research  and  educational  assests  of  American  universities, 
the  financial  support  of  the  federal  government  and  the  real-world  product 
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development  of  industry  has  been  a  critical  factor  in  maintaining  the  nation's 
technological  leadership  through  much  of  the  20th  century."    If  we  are  to  sustain  this 
leadership  position  into  the  21st  century,  we  must  nurture  this  partnership  and  maintain 
our  federal  support  for  research.    It  does  concern  me,  Mr.  Chairman,  that  according  to 
the  Office  of  Science  and  Technology  Policy  (OSTP),  total  U.S.  support  of  nondefense 
R&D  is  about  1 .9  percent  of  GDP,  while  Germany  is  at  2.5  percent  and  japan  at  3.0 
percent.  If  we  are  to  maintain  our  world  leadership  position  in  science  and  economic 
strength,  we  should  think  very  carefully  about  the  level  of  investment  that  will  be 
necessary  to  sustain  our  position  around  the  world. 

The  associations  representing  research  universities  are  members  of  the  Ad  Hoc 
Group  for  Medical  Research  Funding,  and  we  support  the  Ad  Hoc  Group's  endorsement 
of  the  NIH  Fiscal  Year  1997  professional  judgment  budget  as  the  best  and  most  reliable 
estimate  of  the  level  of  funding  needed  to  sustain  the  high  standard  of  scientific 
achievement  attained  by  the  NIH.  The  NIH  professional  judgment  budget  calls  for  a 
6.5-percent  increase  over  Fiscal  Year  1996.  This  funding  level  will  ensure  that  we  sustain 
the  current  levei  of  top-quality,  peer-reviewed  research  as  well  as  fund  new  meritorious 
grant  applications. 

In  addition  to  adequate  funding  of  research  project  grants,  we  believe  that 
research  training  is  a  critical  element  in  maintaining  a  strong  biomedical  research 
enterprise,  and  we  urge  careful  consideration  of  the  research  training  portion  of  the  NIH 
budget.  The  AAU  and  others  have  worked  closely  with  officials  at  the  NIH  to  develop  an 
agency-wide  policy  for  funding  for  training  grants  that  emphasizes  quality  but  also 
recognizes  the  importance  of  maintaining  a  robust  and  diverse  base  of  scientific  talent 
critical  to  ensuring  the  future  success  of  our  nation's  research  efforts.  There  are  other 
mechanisms  for  maintaining  our  base  of  scientific  talent  in  addition  to  NIH  training 
grants  and,  Mr.  Chairman,  we  are  concerned  about  the  federal  erosion  of  support  for  a 
number  of  these  mechanisms  and  federal  programs.  You  will  be  receiving  a  separate 
submission  of  written  testimony  for  the  record  outlining  our  interest  in  (and  concerns 
about)  federal  support  for  graduate  education  in  general.  However,  I  did  want  to 
mention  as  part  of  my  testimony  this  morning  that  the  AAU  is  in  the  process  of 
convening  a  Committee  on  Graduate  Education  that  will  focus  on  a  number  of  issues 
that  I  believe  will  be  of  interest  to  the  biomedical  research  community  and  to  this 
subcommittee.  We  will  keep  you  apprised  of  that  committee's  activities  and  of  any 
relevant  recommendations  that  may  be  forthcoming. 

Mr.  Chairman,  the  research  university  community  has  traditionally  been  an 
advocate  for  the  programs  included  in  the  National  Center  for  Research  Resources 
(NCRR),  and  this  year  is  no  exception.  NCRR  programs  have  been  extremely  valuable  to 
research  institutions  and  cost-effective  to  the  government.  For  example,  in  an  era  of 
limited  resources,  the  Shared  Instrumentation  Grant  Program  (SIG)  offers  a  mechanism 
for  leveraging  scarce  federal  dollars  to  ensure  the  availability  of  sophisticated  but  often 
expensive  scientific  equipment.  Over  the  last  five  years,  Purdue  has  received  seventeen 
SIG  awards  totaling  $3.5  million.  These  grants  make  it  possible  to  purchase  the  kind  of 
equipment  that  cannot  be  funded  through  the  ROI  grant  mechanism  but  is 
nonetheless  essential  to  the  ability  of  our  scientists  to  move  forward  in  many  important 
research  areas.  NCRR  also  administers  the  limited  amount  of  funding  that  is  provided 
for  the  highly  competitive  extramural  construction  and  renovation  funds.  And  the 
university-based  General  Clinical  Research  Centers  (GCRCs)  provide  the  state-of-the-art 
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instrumentation,  skilled  laboratory  technicians,  research  nurses,  and  specialized 
laboratory  and  computer  facilities  essential  to  conducting  much  of  the  clinical  research 
underway  today. 

Finally,  Mr.  Chairman,  I  would  like  to  say  a  few  words  about  the  costs  of  research 
and  the  federal  policies  that  govern  federal  reimbursement  of  them.  I  am  aware  that 
this  subcommittee  maintains  an  interest  in  this  area  and  specifically  raised  some 
concerns  about  this  issue  in  its  report  last  year.  As  you  know,  the  total  costs  of  research 
include  research  activities,  research  facilities,  and  administrative  costs.  Over  the  past  five 
years,  significant  changes  have  been  made  in  federal  policies  regarding  reimbursement 
for  these  costs.  In  1 991 ,  a  number  of  previously  allowable  charges  were  explicitly 
declared  unallowable  by  the  Office  of  Management  and  Budget  (OMB),  and  the 
administrative  costs  associated  with  research  were  capped.  In  1993,  OMB  made 
additional  changes  in  the  policy  governing  reimbursement  for  administrative  costs  and 
specified  methods  for  more  consistent  calculation  and  treatment  of  costs.  In  1 995, 
OMB  proposed  new  changes,  and  a  final  Federal  Register  notice  regarding  many  of 
these  changes  is  expected  sometime  this  month.  Mr.  Chairman,  the  research  university 
community  has  worked  with  OMB  and  OSTP  over  the  years  to  be  responsive  to 
concerns  that  have  been  raised  about  federal  reimbursement  of  the  costs  of  research. 
We  continue  to  examine  the  current  system  of  cost  reimbursement  to  respond  to 
requests  by  this  subcommittee  and  others  to  ensure  that  the  system  is  accountable  and 
efficient.  The  AAU  has  convened  a  steering  group  of  university  presidents  and 
chancellors  to  explore  these  issues.  To  assist  the  Steering  Group  in  its  efforts,  we  have 
also  convened  a  technical  advisory  group,  comprising  faculty  and  administrative 
representatives  from  a  number  of  both  public  and  private  universities.  It  is  our  hope  that 
we  can  be  responsive  and  helpful  to  this  subcommittee  in  a  manner  that  results  in  your 
strong  support  for  all  of  the  costs  of  research.  However,  if  you  continue  to  have  concerns 
about  federal  cost-reimbursment  policies,  we  urge  that  these  concerns  be  addressed 
through  the  executive  branch  regulatory  process  where  they  may  be  considered  as  part 
of  an  overall  government  wide  policy,  rather  than  legislate  reimbursement  policy 
through  the  appropriations  process  for  one  research  agency.  Again,  we  recognize  the 
subcommittee's  interest  in  this  area  and  want  to  work  with  you  to  address  any  concerns 
you  may  have. 

Mr.  Chairman,  these  are  challenging  times  for  research  universities.  For  those 
with  academic  health  centers,  they  are  particularly  challenging,  given  the  enormous 
changes  we  are  experiencing  in  the  managed  care  environment  and  the  impact  that 
possible  changes  in  Medicare  and  Medicaid  funding  will  have  on  our  teaching  hospitals 
and  education  programs.  But  these  are  also  some  of  the  most  exciting  times  for  new 
discoveries  and  breakthroughs  in  basic  and  clinical  research.  It  is  the  federal  investment 
in  biomedical  research  that  has  pioneered  the  innovations  that  have  improved  so 
dramatically  our  health,  economic  well-being,  and  quality  of  life.  The  members  of  this 
Subcommittee  have  fought  long  and  hard  to  provide  the  funding  levels  needed  to 
support  this  research.  In  this  difficult  budgetary  time  we  ask  that  you  continue  this  fight 
and  maintain  your  support  for  the  NIH  and  the  millions  of  people  who  benefit  from  the 
federal  government's  investment  in  medical  research,  and  for  those  who  will  depend  on 
it  in  the  future. 
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MEMORANDUM 

Association  of  American  Universities  •  One  Dupont  Circle  •  Suite  730  •  Washington,  DC  20036 
202-466-5030  •  Fax:  202-296-4438 


Employment  Impacts  of  Academic  R&D 
Fiscal  Year  1993 


The  AAU  is  often  asked  about  the  number  of  jobs  supported  by  academic  R&D  funding.  There  is  no 
definitive  answer  to  this  question  because  it  has  never  been  addressed  in  any  published  studies. 
Furthermore,  academic  R&D  is  not,  and  has  never  been,  intended  or  presented  as  a  jobs-creating 
mechanism.  In  the  last  analysis,  this  activity  makes  a  much  more  vital  contribution  to  the  nation's  well- 
being — economic  and  otherwise — by  advancing  the  frontiers  of  knowledge,  by  finding  new  cures  and 
treatments  for  diseases,  by  helping  to  develop  new  technologies,  and  by  training  future  generations  of 
researchers  and  teachers. 

Nevertheless,  experts  in  the  field  of  economic  impact  analysis  advise  that  it  is  possible  to  achieve  a 
rough,  conservative  approximation  of  the  immediate  employment  impacts  of  academic  R&D  by  using  state 
employment  multipliers  maintained  by  the  U.S.  Commerce  Department's  Bureau  of  Economic  Analysis 
(BEA)  for  the  "health,  educational,  and  social  services  and  nonprofit  organizations"  sector.1  These 
multipliers  are  frequently  used  in  the  development  of  studies  of  the  economic  impacts  of  individual 
universities  and  colleges. 

The  application  of  these  multipliers  to  selected  categories  of  academic  R&D  activity  for  Fiscal  Year 
1993,  the  latest  year  for  which  such  data  are  available,  yield  the  following  results: 


— National  Institutes  of  Health  extramural  grants  (total  $8,463  billion)  273,640  jobs 

— National  Science  Foundation  academic  R&D  grants  (total  $1,606  billion)   52,466  jobs 

— Department  of  Defense  academic  research  grants1  (total  $1,130  billion)   35,848  jobs 

—NASA  academic  R&D  grants  (total  $631,139  million)  20,569  jobs 

—Department  of  Energy  academic  R&D  grants  (total  $582,110  million)  19,122  jobs 

— All  federal  R&D  grants'  to  universities  and  colleges  (total  $10,940  billion)   359.288  jobs 

— All  R&D  expenditures4  by  doctorate-granting  institutions  (these  institutions  account  for 
virtually  all  academic  R&D;  total  $19,540  billion  includes  R&D  supported  by  nonfederal  sources)       647,857  jobs 


These  jobs  figures  include  both  full-  and  part-time  jobs.  They  also  include  jobs  supported  directly  on 
campuses  and  jobs  supported  indirectly  outside  campuses  as  institutional  expenditures  ripple  through  local 
and  state  economies.  To  put  these  jobs  figures  in  some  perspective,  the  latest  available  figures  from  the 
Commerce  Department  indicate  that  the  following  numbers  of  persons  were  directly  employed  in  the 
following  manufacturing  sectors  in  the  U.S.  during  1992:  basic  textiles,  614,800;  aircraft,  264,700; 
household  electronic  appliances,  102,800;  construction  machinery,  77,900;  refrigeration  and  heating 
equipment,  120,700;  toys  and  sporting  goods,  95,700;  newspaper  printing  and  publishing,  415,800. 


1  The  multipliers  used  in  these  computations  are  standard,  1989  BEA  multipliers  for  the  "health,  educational,  and  social  services 
and  nonprofit  organizations"  sector,  adjusted  for  1993  inflation.  These  multipliers  are  part  of  the  more  than  500  different  sets 
of  multipliers  the  BEA  has  developed  for  a  wide  variety  of  individual  industries  and  sectors.  Each  set  of  multipliers  is  maintained 
individually  for  each  state  and  each  county  within  each  state.  The  multipliers  can  be  found  in  the  latest  (1992)  edition  of  the 
BEA  publication  Regional  Multipliers:  A  User  Handbook  for  the  Regional  Input-Output  Modeling  System  (RIMS  II). 

2  Does  not  include  DOD  development  grants  to  universities  and  colleges. 

3  Does  not  include  funding  for  Federally  Funded  Research  and  Development  Centers  (FFRDCs)  administered  by  academic 
institutions,  but  does  include  funding  for  the  Johns  Hopkins  University's  Applied  Physics  Laboratory,  which  is  not  an  FFRDC. 

'     Does  not  include  expenditures  by  Federally  Funded  Research  and  Development  Centers  administered  by  academic  institutions, 
but  does  include  expenditures  by  the  Johns  Hopkins  University's  Applied  Physics  Laboratory,  which  is  not  an  FFRDC. 
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Mr.  PORTER.  Dr.  Beering,  we  thank  you  very  much  for  your  good 
testimony,  and  I  would  say  that  this  year  is  going  to  be  equally  as 
difficult — perhaps,  more  difficult — than  last  year  in  terms  of  our 
budget,  and  it's  very  important  that  you  be  here  and  testify  to 
make  the  case  for  biomedical  research,  for  our  country  as  a  prior- 
ity. We  very  much  appreciate  your  doing  that,  and  we  hope  you 
catch  your  airplane. 

Dr.  Beering.  Thank  you. 

Mr.  Porter.  Thank  you  for  being  with  us. 


Wednesday,  March  6,  1996. 

WITNESS 

DR.  PAUL  L.  KIMMELMAN,  AMERICAN  ASSOCIATION  OF  SCHOOL  AD- 
MINISTRATORS 

Mr.  Porter.  Now  I  am  personally  very  pleased  to  welcome  a  con- 
stituent of  mine,  Dr.  Paul  L.  Kimmelman,  Superintendent  of  the 
West  Northfleld  School  District  31  in  Northbrook,  Illinois.  He  is 
here  to  testify  on  behalf  of  the  American  Association  of  School  Ad- 
ministrators. 

Dr.  Kimmelman,  welcome.  It's  good  to  see  you  and  we're  de- 
lighted you  could  be  here. 

Dr.  Kimmelman.  Thank  you.  Thank  you  for  helping  to  reschedule 
my  appointment.  I  had  previous  commitments  last  week. 

Mr.  Chairman,  and  members  of  the  subcommittee,  I  want  to 
begin  by  thanking  you  for  giving  me  the  opportunity  to  be  here  be- 
fore you  today,  and  especially  to  you,  Mr.  Chairman.  We  appreciate 
the  work  you  have  done  on  our  behalf  in  the  10th  Congressional 
District. 

It  is  also  an  honor  for  me  to  represent  my  professional  associa- 
tion, The  American  Association  of  School  Administrators.  The 
AASA  Federal  Policy  and  Legislation  Committee,  on  which  I  sit,  re- 
cently met  to  make  decisions  relative  to  our  organization's  legisla- 
tive agenda  for  1996.  With  respect  to  appropriations,  we  divided 
our  recommendations  into  two  categories: 

Our  first  category,  those  programs  we  believe  deserve  consider- 
ation by  this  panel,  includes  those  that  provide  basic  support:  the 
Title  I  program,  the  Individuals  With  Disabilities  Education  Act, 
Safe  and  Drug  Free  Schools,  Educational  Technology  and  Voca- 
tional Education. 

The  Title  I  program  offers  hope  for  an  improved  future  through 
literacy  and  math  assistance  to  millions  of  youngsters  in  poverty 
every  year.  We  have  attached  to  our  testimony  evidence  that  early 
intervention  has  worked  by  narrowing  test  scores,  decreasing  drop- 
out rates  and  causing  today's  high  schoolers,  who  were  yesterday's 
Title  I  students,  to  take  more  difficult  classes. 

The  Individuals  With  Disabilities  Education  Act,  which  school 
districts  are  implementing  to  the  fullest,  causes  us  concern  because 
each  year  Congress  seems  to  be  retreating  from  its  promise  to  fund 
40  percent  of  excess  costs  for  educating  these  very  special  children. 
I  would  be  remiss  not  to  mention  that  IDEA  is  eroding  regular  edu- 
cation budgets  in  local  schools.  This  fact  was  illustrated  recently  by 
the  Economic  Policy  Institute,  which  showed  that  a  substantial  por- 
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tion  of  the  growth  in  spending  for  education  over  the  last  twenty 
years  has  been  a  direct  result  of  IDEA,  thus  making  the  need  for 
increased  Federal  investment  in  this  program  greater  than  ever. 

Safe  and  Drug-Free  Schools  is  a  program  that  is  beginning  to 
make  a  difference  in  helping  schools  combat  the  growing  problem 
of  drugs  and  violence,  which  while  not  widespread  everywhere,  can 
be  addressed  much  more  adequately  by  those  who  choose  to  imple- 
ment prevention  programs  by  utilizing  this  funding  at  a  local  level. 

Educational  Technology  is  a  category  that  we  cannot  begin  to  say 
enough  about.  The  emphasis  that  President  Clinton  has  placed  on 
putting  technology  in  every  classroom  is  laudable.  This  program, 
which  will  help  all  schools  enter  the  new  information  age,  will  pro- 
vide opportunities  for  students  to  find  future  higher  wage  jobs  and 
improved  opportunities  to  attend  the  college  of  their  choice. 

We  also  support  vocational  education,  which  is  fast  becoming  es- 
sential to  those  who  do  not  plan  on  attending  college  but  need  the 
valuable  technical  training  it  provides  for  them.  The  transition 
from  school  to  work  cannot  be  de-emphasized  in  today's  escalating 
competition  in  the  world  economy. 

Our  second  category,  and  also  considered  extremely  important, 
contains  two  programs  that  are  very  near  and  dear  to  my  heart  as 
an  educational  professional.  They  include  those  that  promote  effec- 
tive change,  improvements  and  sharing  of  what  works.  I  applaud 
Secretary  Riley  for  his  intense  efforts  to  retain  Goals  2000,  which 
provides  funds  to  local  schools  and  States  to  set  higher  standards 
that  will  lead  us  to  the  world-class  curriculum  in  schools  that  both 
Congress  and  every  educator,  parent,  business  representative  and 
citizen  want.  I  would  note  that  Goals  2000  conceptually  was  en- 
dorsed by  governors  and  presidents  from  both  political  parties. 
While  not  perfect,  Goals  2000  should  serve  as  a  good  example  of 
a  more  appropriate  Federal  role  for  education.  How  we  define  that 
role  should  be  clearly  established,  but  in  my  opinion  the  Depart- 
ment of  Education  serves  as  the  most  viable  option  for  promoting 
higher  standards  and  better  education  across  America.  Parents  and 
students  in  each  community  throughout  the  United  States  deserve 
some  idea  as  to  what  standards  are  important  for  them  if  they 
move  from  state  to  state. 

Research  and  Development  from  the  Department  Labs  and  Cen- 
ters provide  educators  with  invaluable  information,  as  we  go  about 
the  task  of  attempting  to  ensure  the  best  possible  education  for  stu- 
dents throughout  the  United  States.  As  educators,  we  need  to  rely 
upon  research  to  help  us  deliver  the  most  accountable  curriculum 
to  our  local  constituents. 

It  is  unfortunate  that  I  feel  compelled  to  note  that  those  of  us 
who  have  the  responsibility  for  overseeing  America's  school  dis- 
tricts were  disappointed  by  your  recommendation  for  fiscal  year 
1996,  especially  your  vote  that  education  be  trimmed  by  more  than 
$3  billion  or  17  percent.  The  traditional  role  of  the  Federal  Govern- 
ment in  education  has  been  equity,  leadership  and  statistics.  The 
committee  has  done  well  in  promoting  leadership,  research  and  sta- 
tistics. We  are  concerned,  however,  about  your  approach  to  equity. 
While  it  is  true  that  Federal  funds  may  represent  only  six  percent 
of  the  funds  spent  in  the  average  school  district,  I  can  tell  you  from 
personal  experience  that  many  districts  are  not  average  and  de- 
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pend  heavily  on  those  funds  to  maintain  essential  programs  for 
their  students. 

Through  my  career  and  through  my  service  on  the  American  As- 
sociation of  School  Administrators  Federal  Policy  and  Legislation 
Committee,  I  know  that  the  Title  I  program,  for  example,  cannot 
withstand  a  cut  of  $1.2  billion — not  when  the  number  of  children 
living  in  poverty  is  growing,  not  when  we  have  documented  evi- 
dence that  this  valuable  program  can  and  does  work  and  not  when 
we  have  a  new  1994  Title  I  program  that  will  only  work  success- 
fully if  adequately  funded. 

Mr.  Chairman,  education  is  the  number  one  concern  of  America's 
voters,  according  to  a  recent  USA  Today-CNN  poll.  With  that  in 
mind,  I  encourage  this  subcommittee  to  recognize  the  importance 
of  education  and  help  us  make  America  the  pinnacle  of  world-class 
education. 

Thank  you,  Mr.  Chairman,  and  members  of  the  subcommittee, 
for  your  time  and  for  your  consideration  of  our  views. 
[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee.  I  want  to  begin  by 
thanking  you  for  giving  me  this  opportunity  to  appear  before  you  today. 
Especially  to  you,  Mr.  Chairman;  we  appreciate  the  work  you  have  done 
on  our  behalf  in  the  1 0th  Congressional  District. 

It  is  also  an  honor  for  me  to  represent  my  professional  association,  the 
American  Association  of  School  Administrators.  The  AASA  Federal  Policy 
and  Legislation  Committee,  on  which  I  sit,  recently  met  to  make  decisions 
relative  to  our  organization's  legislative  agenda  for  1 996.  With  respect  to 
appropriations,  we  divided  our  recommendations  into  categories  of 
importance. 

Our  first  category— chose  programs  that  we  believe  deserve  the  highest 
consideration  by  this  panel— includes:  the  Title  I  program,  the  individuals 
with  Disabilities  Education  Act,  Safe  and  Drug  Free  Schools,  Educational 
Technology,  and  Vocational  Education 

The  Title  I  program  offers  hope  for  an  improved  future  through  literacy 
and  math  assistance  to  millions  of  youngsters  every  year.  We  have 
attached  to  our  testimony  evidence  that  early  intervention  has  worked  by 
narrowing  test  scores,  decreasing  dropout  rates,  targeting  Title  I  funds, 


808 


and  causing  today's  high  schoolers,  who  were  yesterday's  Title  I  students— 
to  take  more  difficult  classes. 

The  Individuals  with  Disabilities  Education  Act,  which  school  districts  are 
implementing  to  the  fullest,  causes  us  concern,  because  each  year  Congress 
seems  to  be  retreating  from  its  promise  to  fund  40  percent  of  excess  costs 
for  educating  these  very  special  children.  I  would  be  remiss  not  to  say 
that  IDEA  is  erodmg  regular  education  budgets  in  local  schools.  This  fact 
was  illustrated  recently  by  the  Economic  Policy  Institute,  which  showed 
that  a  substantial  portion  of  the  growth  in  spending  for  education  over  the 
last  twenty  years  has  been  a  direct  result  of  IDEA;  thus  making  the  need 
for  increased  federal  Investment  in  this  program  greater  than  ever. 

Safe  and  Drug- Free  Schools  is  a  program  that  is  beginning  to  make  a 
difference  in  helping  schools  combat  the  growing  problem  of  drugs  and 
violence,  which,  while  not  widespread  everywhere,  can  be  addressed  much 
more  adequately  by  those  who  choose  to  implement  prevention  programs 
by  utilizing  this  funding  at  a  local  level. 

Education  Technology  is  a  category  that  we  cannot  begin  to  say  enough 
about.  The  emphasis  that  President  Clinton  has  placed  on  putting 
technology  in  every  classroom  is  laudable.  This  program,  which  will  help 
all  schools  enter  the  new  information  age,  will  provide  opportunities  for 
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students  to  find  future  higher-wage  jobs  and  improved  opportunities  to 
attend  the  college  of  their  choice. 

We  also  support  vocational  education,  which  is  fast  becoming  essential  to 
those  who  do  not  plan  on  attending  college,  but  need  the  valuable 
technical  training  it  provides  for  them.  The  transition  from  school  to 
work  cannot  be  de-emphasized  in  today's  escalating  competition  in  the 
world  economy. 

Our  second  category,  and  also  considered  extremely  important,  contains 
two  programs  that  are  very  near  and  dear  to  my  heart  as  an  education 
professional.  They  include  those  that  promote  effective  change, 
improvement  and  sharing  of  what  works.  I  applaud  Secretary  Riley  for  his 
intense  efforts  to  retain  Goals  2000,  which  provides  funds  to  local  schools 
and  states  to  set  higher  standards  that  will  lead  us  to  the  world  class 
curriculum  in  schools  that  both  Congress  and  every  educator,  parent, 
business  representative,  and  citizen  want.  1  would  note  that  Goals  2000 
conceptually  was  endorsed  by  governors  and  presidents  from  both  political 
parties.  While  not  perfect,  Goals  2000  should  serve  as  a  good  example  of 
a  more  appropriate  federal  role  for  education.  How  we  define  that  role 
should  be  clearly  established,  but  in  my  opinion  the  Department  of 
Education  serves  as  the  most  viable  option  for  promoting  higher  standards 
and  better  education  across  America.  Parents  and  students  in  each 
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community  throughout  the  United  States  deserve  some  idea  as  to  what 
cunicular  concepts  are  important  for  them  if  they  move  from  state  to 
state. 

Research  and  Development  from  the  Department  Labs  and  Centers, 
provide  educators  with  invaluable  information,  as  we  go  about  the  task  of 
attempting  to  insure  the  best  possible  education  for  students  throughout 
the  United  States.  As  educators,  we  need  to  rely  upon  research  to  help  us 
deliver  the  most  accountable  curriculum  to  our  local  constituents.  Other 
programs  in  our  second  category  include  the  Eisenhower  Math  and  Science 
Program,  which  offers  the  training  so  necessary  to  teachers  in  these  vital, 
cutting  edge  subjects;  the  critically  important  Title  VI  program  which  is 
helping  provide  funds  for  school  reform  in  many  states  and  districts,  and 
the  Bilingual  Education  Program,  which  provides  us  with  the  opportunity 
to  meet  the  interim  language  needs  of  the  growing  numbers  of  our 
children  who  come  to  us  from  other  nations. 

It  is  unfortunate  that  I  feel  compelled  to  note  that  those  of  us  who  have 
the  responsibility  for  overseeing  America's  school  districts  were 
disappointed  by  your  recommendation  for  Fiscal  Year  1 996,  especially 
your  vote  that  education  be  trimmed  by  more  than  $3  billion  or  1 7 
percent.  The  traditional  role  role  of  the  federal  government  in  education 
has  been:  equity,  leadership  and  statistics.  The  committee  has  done  well 
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in  promoting  leadership,  research  and  statistics.  We  are  concerned, 
however,  about  your  approach  to  equity.  While  it  is  true  that  federal 
funds  may  represent  only  six  percent  of  funds  spent  in  the  average  school 
district,  I  can  tell  you  from  personal  experience  that  many  districts  are  not 
average  and  depend  heavily  on  those  funds  to  maintain  essential  programs 
for  their  students. 

Through  my  career  and  through  my  service  on  the  American  Association  of 
School  Administrators  Federal  Policy  and  Legislation  Committee,  I  know 
that  the  Title  I  program,  for  example,  cannot  withstand  a  cut  of  $1 .2 
billion  dollars.  Not  when  the  number  of  children  living  in  poverty  is 
growing,  not  when  we  have  documented  evidence  (please  see  attachments) 
that  this  valuable  program  can  and  does  work,  and  not  when  we  have  a 
new  1 994  Title  I  program  that  will  only  work  successfully  If  it  is 
adequately  funded. 

Mr.  Chairman,  education  is  the  number  one  concern  of  America's  voters, 
according  to  a  recent  USA  Today— CNN  poll.  With  that  in  mind  I 
encourage  this  Subcommittee  to  recognize  the  importance  of  education 
and  help  us  make  America  the  pinnacle  of  world  class  education. 

Thank  you,  Mr.  Chairman  and  members  of  the  Subcommittee  for  your 
time  and  for  your  consideration  of  our  views. 
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White-minority  difference  in  reading  achievement 
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Percentage  of  high  school  graduates  taking  selected  mathematics  and  science 
courses:  1982,  1987,  1990,  and  1992 
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Figure  22.--    Actual  local,  state,  and  federal  revenue  shares  by  percentage  of 
school-age  children  in  poverty 


Federal  3,9% 


State  313%  State  47^% 

Less  than  5  %  poverty  5%-<15%  poverty 


Local  39.7%  Local  34.6% 


Federal  10.1% 


15%  -  <25c7c  poverty  25%  or  more  poverty 


SOURCE:  Bureau  of  the  Census.  1 990  Census  of  Governments.  Survey  of  Local  Government  finances.  US. 
Department  of  Education.  National  Center  for  Education  Statistics.  1 9S9-90  Common  Core  of  Data.  1 990  Census 
School  District  Special  Tabulation  (summary  file  set  I). 
NOTE:  All  results  are  weighted  bv  district  enrollment. 


Although  local  revenues  provide  two-thirds  of  the  total  support  received  in  low  poverty 
districts,  local  revenues  constitute  about  only  one-third  of  total  funding  in  high  poverty  districts 
(see  figure  22).  As  poverty  increases,  the  state  funding  share  rises  from  31.3  to  55.3  percent,  while 
federal  funding  jumps  from  less  than  1.9  percent  to  10.1  percent. 
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Figure  B — Status  dropout  rates  for  persons  aged  16-24,  by  race-ethnicity:  October 
1972  through  October  1993 
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SOURCE:  U.S.  Department  of  Commerce,  Bureau  of  the  Census,  Current  Population  Survey,  October  (various  years), 
unpublished  data. 


Cohort  Rates 

•     Some  6.8  percent  of  the  eighth-grade  cohort  of  1988  dropped  out  of  school  between 
1988  and  1990;  and  7.6  percent  dropped  out  of  school  between  1990  and  1992.  Over 
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Abstract 


This  paper  examines  the  outlook  for  school  finance  over  the  next  five  years.  The 
environment  for  increases  in  real  school  revenue  per  pupil  in  the  rest  of  the  1990s  will  not  be 
favorable.  The  most  significant  problem  is  likely  to  be  reductions  in  federal  aid  to  states. 
States  will  respond  to  decreases  in  federal  aid  for  social  and  health  programs  by  trimming 
increases  in  state  education  aid.  Other  negative  factors  will  be  continued  strong  competition 
for  state  tax  dollars  from  corrections  and  health  programs  and  conservative  state  tax  policy. 
A  dynamic  economy  will  benefit  schools  in  selected  states,  but  the  overall  rate  of  economic 
growth  is  likely  to  be  moderate  at  best.  Although  some  states  will  shift  reliance  away  from 
property  taxes,  most  states  will  not  do  so. 
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Mr.  Porter.  Paul,  thank  you  for  your  testimony.  I  largely  agree 
with  it.  I  think  we're  going  to  have  a  better  allocation  in  the  budget 
for  fiscal  year  1997  than  we  did  for  fiscal  year  1996.  In  other 
words,  the  burden  of  making  cuts  in  this  subcommittee  will  be  less, 
I  think,  than  it  was  last  year. 

On  the  other  hand,  I  think  that  we  can  target  better.  We've  had 
a  philosophy  in  Congress  for  a  long,  long  time  now  that  if  we  create 
a  program,  what  we  have  to  do  is  make  sure  that  some  of  that 
money  gets  in  every  single  Congressional  district  so  that  every 
member  of  Congress  will  have  an  interest  in  voting  for  it. 

We've  got  to  get  beyond  that.  We've  got  to  put  our  money  where 
it  is  needed  to  do  the  most  good,  and  a  program  like  Title  I,  I  be- 
lieve very  strongly,  does  not  belong  in  most  of  the  schools  in  my 
own  Congressional  district,  all  of  which  get  some  Title  I  funds.  I 
think  we  do  a  bad  job  of  targeting  in  safe  and  drug-free  schools. 
That  money  could  go  more  to  schools  that  really  need  it  and  less 
to  schools  that  have  other  resources  to  bring  to  bear  on  those  prob- 
lems, and  I  even  believe  that  with  Goals  2000,  in  many  places  the 
funds  are  needed  to  coalesce  local  interest  in  providing  means  of 
reaching  those  goals;  in  others  it  seems  to  me  that  it's  money  just 
poured  away  that  could  much  more  easily  be  handled  by  State  or 
local  funding  resources  and  need  not  be  a  $1  billion  or  greater  pro- 
gram at  the  Federal  level. 

So  I  think  one  of  the  things  I'm  trying  to  do — I  don't  have  juris- 
diction to  do  these  things;  it's  the  authorizing  committee  that 
does — but  I've  been  urging  them  very  strongly  that  they  target 
these  funds  so  that  they  go  where  they  are  most  needed  and  do  the 
most  good,  and  stop  following  a  philosophy  that  I  think  this  coun- 
try can  no  longer,  and  never  could,  afford  of  simply  spreading 
around  the  money  to  every  Congressional  district  in  America  in 
order  to  get  votes.  I  think  we're  prepared  now  to  vote,  and  we  al- 
ways should  have  been  prepared,  to  vote  for  things  that  work  bet- 
ter for  people  rather  than  just  creating  programs  that  spread 
money  very  widely. 

But  I  largely  agree  that  these  are  important  priorities  and  that 
we  have  to  put  more  resources  in  them. 

I  will  tell  you  that  regarding  educational  technology  the  sugges- 
tion has  been  made  to  add  funds  in  this  year.  We  are  about  to  put 
together  a  large  bill  funding  the  nine  departments  of  government 
that  have  not  been  funded  for  fiscal  year  1996  as  yet  because  in 
most  instances  the  President  vetoed  the  previous  bills.  We're  going 
to  add  $23  million  to  the  House  figure  on  education  technology  be- 
cause we  do  think,  as  you  do,  that's  a  very,  very  high  priority. 
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Thank  you  for  your  testimony  today,  and  we  very  much  appre- 
ciate hearing  from  you. 

Dr.  KlMMELMAN.  Thank  you. 



Wednesday,  March  6,  1996. 

WITNESSES 

CAROL  DOWNING  AND  MARTHA  KEYS,  NATIONAL  MULTIPLE  SCLERO- 
SIS SOCIETY 

Mr.  Porter.  Next  Carol  Downing,  a  volunteer,  and  Martha  Keys, 
Vice  President  for  Public  Affairs,  testifying  on  behalf  of  the  Na- 
tional Multiple  Sclerosis  Society. 

Martha,  it's  nice  to  see  you  again.  Thank  you  for  being  with  us. 

Ms.  Keys.  We're  delighted  to  be  here,  and  I  am  pleased  that  our 
very  active  volunteer,  Carol  Downing,  will  be  bringing  the  testi- 
mony from  the  National  Multiple  Sclerosis  Society  today. 

Ms.  Downing.  Mr.  Chairman,  and  distinguished  members  of  the 
subcommittee,  my  name  is  Carol  Downing.  I  appreciate  the  oppor- 
tunity to  be  here  today  to  speak  for  the  National  Multiple  Sclerosis 
Society,  an  organization  which  supports  biomedical  research  and 
provides  services  through  its  135  chapters  and  branches  across  the 
country  to  the  third  of  1,000,000  people  with  multiple  sclerosis  and 
their  families. 

My  family  is  one  of  those  who  has  been  helped.  I  was  diagnosed 
with  multiple  sclerosis  in  1984.  Multiple  sclerosis  is  a  disease  that 
randomly  attacks  the  nervous  system  wearing  away  the  control 
that  you  have  over  your  body.  Symptoms  may  range  from  numb- 
ness to  paralysis  and  blindness.  Most  people  are  diagnosed  with 
multiple  sclerosis  between  the  ages  of  20  and  40,  but  the  unpredict- 
able physical  and  emotional  effects  last  for  the  rest  of  their  lives. 

I  was  a  single  mother  just  laid  off  from  my  job  as  a  paralegal 
and  benefits  consultant,  and,  not  surprisingly,  under  great  stress. 
Since  then  my  life  has  changed  in  many  ways.  I  have  been  hos- 
pitalized many  times  and  had  to  use  a  wheelchair  for  two  and  a 
half  years.  Now  I  am  able  to  use  canes  or  a  walker,  though  adjust- 
ments in  mobility  are  part  of  my  daily  routine. 

Having  returned  to  school  and  earned  a  Master's  Degree  in  social 
work,  I  am  now  a  volunteer  clinical  social  worker  at  the  University 
of  Maryland  Hospital  and  Montibello  Rehabilitation  Hospital  and 
Neurology.  I  also  counsel  hundreds  of  people  with  multiple  sclerosis 
by  telephone,  at  self-help  group  meetings  and  through  my  Internet 
Web  site. 

Current  research  and  treatment  possibilities  make  this  the  most 
exciting  time  in  the  history  of  neurological  research.  Now  is  the 
time  to  further  increase  our  commitment  to  NIH  with  great  prom- 
ise for  positive  results.  We  are  extremely  grateful  for  the  targeted 
fiscal  year  1996  appropriation  of  $11.9  million,  a  5.7-percent  in- 
crease over  the  fiscal  year  1995  appropriation.  We  are  well  aware 
and  most  appreciative  that  the  Chairman  and  this  committee  pro- 
vided the  leadership,  which  finally  resulted  in  the  successful  pas- 
sage of  the  targeted  NIH  appropriation  this  year. 

We  believe  that  our  public  investment  in  biomedical  research 
through  NIH  is  the  basic  foundation  of  the  successful  partnership 
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of  government,  academia,  industry  and  voluntary  health  organiza- 
tions that  makes  our  country  the  world's  leader  in  innovation  and 
new  therapies  to  treat  serious  illnesses. 

Important  intramarrow  and  extramarrow  research  on  the  mul- 
tiple sclerosis  disease  process  is  being  done  on  through  the  auspices 
of  the  National  Institute  of  Neurological  Disorders  and  Stroke.  In- 
creased funding  translates  into  new  treatments,  new  understand- 
ing of  the  disease,  more  control,  more  productivity  and  less  disabil- 
ity for  those  living  with  multiple  sclerosis  and  their  families. 

Targeted  areas  of  multiple  sclerosis  include  refining  and  increas- 
ing the  knowledge  of  genes  that  predispose  people  to  develop  mul- 
tiple sclerosis  and  identify  ways  to  halt  and  reverse  that  process; 
identifying  the  targets  in  the  immune  system,  attacks  in  multiple 
sclerosis  and  develop  new  methods  to  block  or  repair  the  destruc- 
tion of  the  myelin  insulation  that  coats  nerve  fibers;  investigating 
cellular  and  molecular  mechanisms  underlying  recovery,  including 
the  myelin  producing  cells  and  production  of  myelin. 

The  National  Multiple  Sclerosis  Society  urges  a  meaningful  in- 
crease above  last  year's  appropriation  for  the  NINDS.  The  National 
Institute  of  Allergy  and  Infectious  Disease  also  conducts  research 
important  to  solving  the  puzzle  of  multiple  sclerosis  and  other 
autoimmune  diseases.  NIAID  researchers  have  proposed  the  idea  of 
a  vaccine  for  the  treatment  of  multiple  sclerosis  and  other  auto- 
immune diseases.  The  NIAID  is  also  undertaking  an  initiative  on 
gender-based  differences  in  autoimmune  diseases,  and  we  will  be 
collaborating  with  NINDS  and  other  relevant  institutes. 

Understanding  the  gender-based  differences  in  the  disease  proc- 
ess will  lead  a  new  understanding  of  the  role  of  hormones  and/or 
genes  in  the  beginning  of  the  disease  and  its  progression.  The  Divi- 
sion of  Allergy  Immunology  and  Transplantation  also  has  an  initia- 
tive on  the  pathogene  that  insights  autoimmune  diseases. 

If  it  is  determined  that  a  virus  insights  multiple  sclerosis,  this 
may  lead  to  a  vaccine  or  a  way  to  intervene  with  a  treatment  as 
early  as  possible.  Thus,  we  also  urge  you  to  significantly  increase 
the  research  budget  of  NIAID.  At  the  NIH  is  the  National  Center 
for  Medical  Rehabilitation  Research.  We  wish  to  underscore  and 
endorse  the  recommendations  of  the  NCMRR  Coalition  whose  testi- 
mony you  will  hear  tomorrow  recommending  a  $10  million  increase 
over  the  fiscal  year  1996  level  of  funding. 

In  addition,  we  ask  you  to  direct  NCMRR  to  put  $3  million  to- 
ward the  establishment  of  three  multi-disciplinary  research  centers 
for  basic  clinical  and  quality  of  life  research,  one  of  which  would 
be  a  multiple  sclerosis  center  to  stimulate  new  research  into  areas 
previously  receiving  little  or  no  attention. 

The  following  are  several  areas  in  which  research  is  desperately 
needed: 

Disproportionate  prevalence  of  multiple  sclerosis  in  women  with 
additional  focus  on  hormonally-related  events;  measurements  to  de- 
tect changes  and  predict  future  function;  outcomes  research  to  de- 
termine the  range  of  efficacy  and  intervention. 

In  1995  the  Society  completed  a  three-year  rehabilitation  services 
administration  Department  of  Education  grant  and  the  develop- 
ment and  implementation  of  an  early  intervention  job  retention 
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model  called  Project  Alliance.  This  model  has  been  proven  very  suc- 
cessful in  a  dozen  pilot  chapters. 

The  next  step  is  to  provide  this  tool  to  state  vocational  rehabilita- 
tion counselors  in  order  to  reach  those  individuals  who  are  respon- 
sible for  assisting  people  with  disabilities  to  obtain,  retain  or  re-ob- 
tain employment.  We  believe  that  Congress  should  fund  RSA  at 
significant  levels  so  that  state  vocational  rehabilitation  agencies 
can  provide  adequate  service  to  more  than  just  the  most  severely 
disabled  cases. 

Without  early  intervention  many  with  multiple  sclerosis  and 
other  similar  diseases  will  end  up  unemployed  well  before  becom- 
ing severely  disabled  and  with  greater  obstacles  to  continuing  or 
regaining  employment. 

Finally,  we  believe  there  is  an  urgent  need  for  NIDRR  to  create 
at  least  a  second  medical  rehabilitation  research  and  training  cen- 
ter for  multiple  sclerosis.  To  take  advantage  of  the  expertise  in 
other  regions  of  the  country,  other  than  the  Northeast,  at  least  one 
additional  site  could  provide  that  opportunity. 

From  among  the  areas  of  research  and  enumerated  in  the  sub- 
mitted testimony,  we  submit  the  development  of  critical  care  path- 
ways, clinical  guidelines  to  improve  patient  care  and  to  provide  a 
mechanism  for  evaluating  health  care  outcomes. 

While  we  understand  that  Congress  is  seeking  to  reduce  the  Fed- 
eral budget,  we  believe  it  is  urgent  that  the  cost  of  increased  in- 
vestment in  biomedical  and  rehabilitation  research  be  considered  in 
relation  to  the  future  benefits  to  Americans  and  the  real  potential 
for  savings  in  health  costs. 

We  would  ask  that  you  look  toward  advancing  the  health,  pro- 
ductivity and  independence  of  those  with  multiple  sclerosis  and 
other  chronic  disabling  conditions  as  the  only  real  way  to  control 
health  costs  and  encourage  a  growing  population  of  productive,  tax- 
paying  citizens  deporting  government  with  their  income  taxes  rath- 
er than  needing  the  support  of  government  as  a  result  of  an  uncon- 
trolled progressive  disease  state. 

Many  experts  now  foresee  multiple  sclerosis  as  a  family  of  large- 
ly controllable  diseases,  but  only  if  research  continues  at  a  rapid 
pace.  The  progress  I  have  witnessed  has  given  me  great  hope. 

Thank  you  for  allowing  me  to  testify  before  this  committee  today. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  distinguished  members  of  the  subcommittee,  my  name  is 
Carole  Downing.    I  appreciate  the  opportunity  to  be  here  today  to  speak 
for  the  National  Multiple  Sclerosis  Society,  an  organization  which 
supports  biomedical  research  and  provides  services  through  its  135 
chapters  and  branches  across  the  country  to  the  third  of  a  million  people 
with  MS  and  their  families.    My  family  is  one  of  those  who  has  been 
helped. 

I  was  diagnosed  with  MS  in  1984.    MS  is  a  disease  that  randomly  attacks 
your  nervous  system,  wearing  away  the  control  you  have  over  your  body. 
Symptoms  may  range  from  numbness  to  paralysis  and  blindness.    Most  people 
are  diagnosed  with  MS  between  the  ages  of  20  and  40,  but  the  unpredictable 
physical  and  emotional  effects  last  for  the  rest  of  your  life. 

I  was  a  single  mother,  just  laid  off  from  my  job  as  a  paralegal  and 
benefits  consultant  and,  not  surprisingly,  under  great  stress.    Since  then 
my  life  has  changed  in  many  ways.    I  have  been  hospitalized  several  times 
and  had  to  use  a  wheelchair  for  2  1/2  years.    Now,  I  am  able  to  use  canes 
or  a  walker,  though  adjustments  in  mobility  are  part  of  my  daily  routine. 

Having  returned  to  school  and  earned  a  masters  degree  in  social  work,  I  am 
now  a  volunteer  clinical  social  worker  at  the  University  of  Maryland 
Hospital,  Department  of  Neurology  and  Montebello  Rehabilitation  Hospital. 
I  also  counsel  hundreds  of  people  with  MS  via  telephone,  at  self-help 
group  meetings  and  through    my  Internet  web  site.    I  am  proud  to  say  that 
my  volunteer  efforts  have  been  recognized  by  the  community. 

My  close  relationship  with  the  Maryland  Chapter  of  the  National  MS  Society 
began  when  I  discovered  that  my  home  of  20  years  was  no  longer  accessible 
to  me.     The  Chapter  worked  with  me  and  my  two  children  to  make  our  new 
apartment  disability  friendly.    I  am  now  a  disability  counselor  and 
research  advocate  for  the  Society  and  considered  an  expert  on  such 
subjects  as  managed  care  and  enhancing  family  relationships.    The  Maryland 
Chapter  serves  3,400  people  and  their  families  -    all  of  these  people 
touched  by  MS,  the  lifelong  disease.    Our  Chapter  also  raises  money  for 
biomedical  research  contributing  to  this  year's  $15  million  funding  of 
research  by    National  MS  Society. 

I  have  been  part  of  several  clinical  studies  to  evaluate  new  treatments 
for  MS.    Recently,  an  FDA  advisory  panel  recommended  the  approval  of  the 
drug  Avonex  which  has  shown  to  reduce  the  frequency  and  severity  of  MS 
attacks  among  people  with  relapsing-remitting  multiple  sclerosis.  Building 
on  essential  basic  and  clinical  research,  scientists  have    made  this  and 
other  significant  strides  in  removing  the  mystery  from  this  unpredictable 
and  destructive  disease.    We  must  not  hamper  this  progress,  as  I  continue 
to  hope  that  the  research  I  am  asking  you  to  fund  today  will  help  end  the 
devastating  effects  of  MS  and  many  other  lifelong,  disabling  conditions. 

I.  National  Institutes  of  Health 

Current  research  and  treatment  possibilities  make  this  the  most  exciting 
time  in  the  history  of  neurological  research.    Now  is  a  time  to  further 
increase  our  commitment  to  NIH  with  great  promise  for  positive  results. 
We  are  extremely  grateful  for  the  targeted  FY'96  appropriation  of  $11.9 
billion,  a  5.7  increase  over  the  FY'95  appropriation.    We  are  well  aware 
that  the  Chairman  and  this  Committee  provided  the  leadership  which  finally 
resulted  in  the  successful  passage  of  the  targeted  NIH  appropriation  this 
year.    We  believe  that  our  public  investment  in  biomedical  research 
through  NIH  is  the  basic  foundation  of  the  successful  partnership  of 
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government,  academia,  industry  and  voluntary  health  organizations  that 
makes  our  country  the  world's  leader  in  innovation  and  new  therapies  to 
treat  serious  illnesses.    This  mission  of  NIH  is  carried  out  at 
universities  and  scientific  facilities  throughout  the  country  including 
many  projects  that  take  place  in  my  native  Baltimore. 

A.  National  Institute  of  Neurological  Disorders  and  Stroke 
Important  intramural  and  extramural  research  on  the  MS  disease  process  is 
being  done  through  the  auspices  of  the  NINDS.    The  NINDS  intramural 
program  is  conducting  several  important  studies  using  MRI  imaging  and  the 
drug  Betaseron,  the  very  first  drug  for  the  underlying  disease  approved  by 
FDA  in  1993.    The  effect  of  interferon  beta  lb  (Betaseron)  has  now  been 
studied  in  a  group  of  14  patients  with  early  mild,  relapsing-remitting  MS 
to  test  its  ability  to  reduce  alterations  in  the  blood-brain  barrier.  In 
those  studied,  all  have  had  a  dramatic  reduction  in  lesions,  with  complete 
cessation  of  disease  activity,  as  measured  by  MRI,  for  many.  These 
findings  suggest  an  important  site  of  action  for  beta- interferon,  and 
point  to  new  avenues  of  research  involving  early  drug  intervention  to  be 
further  pursued.     The  studies  also  provide  further  evidence  of  the 
usefulness  of  MRI  in  monitoring  both  disease  activity  and  response  to 
treatment.    A  study  such  as  this  could  be  expanded  with  more  resources. 

NINDS  also  supports  a  substantial  program  of  extramural  research  on  MS. 
Current  and  planned  research  includes  studies  of  immune  characteristics  of 
MS  patients,  abnormalities  found  in  animal  models,  mechanisms  of 
pathogenesis  and  plaque  formation,  peptides  in  regulation/blocking  of 
immune  responses,  development  of  new  monoclonal  antibodies,  and  studies  of 
adhesion  molecule  function  in  cell  traffic  across  the  blood-brain  barrier. 
There  are  exciting  new  studies  concerning  gender  differences  during  the  MS 
disease  process.    This  is  a  fairly  new  direction  which  we  at  the  MS 
Society  believe  will  shed  light  on  how  the  disease  process  affects  people 
practically.     There  may  also  be  answers  as  to  why  MS  strikes  approximately 
three  times  more  women  than  men.     The  role  of  hormones  and  genetic 
differences  may  be  elucidated.     In  1995,  NINDS  funding  for  MS-related 
research  was  approximately  $63  million.     Increase  funding  translates  into 
new  treatments,  new  understanding  of  the  disease,  more  control,  more 
productivity  and  less  disability  for  those  living  with  MS  and  their 
families.      The  National  MS  Society  and  the  NINDS  have  identified  target 
areas  of  MS  research  with  enormous  potential  for  investment  including: 

•  Refine  and  increase  the  knowledge  of  genes  that  predispose  people  to 
develop  MS  and  identify  ways  to  halt  or  reverse  that  process, 

•  Identify  the  targets  in  the  immune-system  attacks  in  MS  and  develop  new 
methods  to  block  or  repair  the  destruction  of  the  myelin  insulation  that 
coats  nerve  fibers, 

•  Investigate  cellular  and  molecular  mechanisms  underlying  recovery, 
including  myelin-producing  cells  and  production  of  myelin, 

•  Conduct  clinical  trials  of  new  treatments  and  develop  new  methods  to 
enhance  recovery  including  further  research  on  the  blood-brain  barrier. 

.  Increase  the  number  of  MS  clinical  research  centers. 

The  National  Multiple  Sclerosis  Society  urges  a  meaningful  increase  above 
last  years  appropriation  of  $771,252,000  for  the  National  Institute  of 
Neurological  Disorders  and  Stroke.  MS  is  a  costly  disease--to  families, 
communities  and  our  economy  because  it  strikes  at  a  young  age  and  lasts 
through  the  lifespan.     Surely  we  must  step  up  our  research  when  we  are  so 
close  to  significant  advances. 
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B.  National  Institute  of  Allergy  and  Infectious  Disease 

NIAID  also  conducts  research  important  to  solving  the  puzzle  of  MS  and 
other  autoimmune  diseases.    During  the  FY'96  fiscal  year  about  $17  million 
will  be  spent  on  MS  specific  research  projects. 

NIAID  researchers  have  proposed  the  idea  of  a  vaccine  for  the  treatment  of 
MS  and  other  autoimmune  diseases.    They  have  discovered  that  some  of  the 
cells  involved  in  the  immune  response  (called  T  cells)  attack  the  brain  in 
people  with  MS.    Drugs  that  suppress  the  immune  system  are  being  given  to 
some  patients  in  an  attempt  to  suppress  the  activated  T  cells.    The  next 
step  would  be  to  develop  a  more  specific  treatment  that  can  attack  the 
activated  T  cells  without  affecting  healthy  cells.    This  targeted  approach 
may  serve  as  a  model  for  treating  other  autoimmune  diseases  such  as 
juvenile  diabetes  and  lupus. 

The  NIAID  is  also  undertaking  an  initiative  on  gender  based  differences  in 
autoimmune  diseases,  and  will  be  collaborating  with  NINDS  and  other 
relevant  Institutes.    Understanding  the  gender  based  differences  in  the 
disease  process  will  lead  to  new  understanding  of  the  role  of  hormones 
and/or  genes  in  the  beginning  of  the  disease  and  its  progression. 

The  Division  of  Allergy,  Immunology  and  Transplantation  also  has  an 
initiative  on  the  pathogen  that  incites  autoimmune  diseases.     If  it  is 
determined  that  a  virus  incites  MS,  this  may  lead  to  a  vaccine  or  a  way  to 
intervene  with  a  treatment  as  early  as  possible.    These  and  other  research 
grants  are  certainly  exciting  and  need  to  be  extended  and  expanded. 
Thus  we  also  urge  you  to  significantly  increase  the  $1,169  billion 
research  budget  of  NIAID  so  that  basic  and  clinical  immunology  and 
autoimmunity  research  can  continue  and  advance. 

C.  National  Center  for  Medical  Rehabilitation  Research 

At  the  NIH  is  the  National  Center  for  Medical  Rehabilitation  Research 
(NCMRR)  within  the  National  Institute  for  Child  Health  and  Human 
Development.    We  wish  to  underscore  and  endorse  the  recommendations  of  the 
NCMRR  Coalition  whose  testimony  you  will  hear  tomorrow  recommending  $10 
million  increase  over  the  FY'96  level  of  funding  and  the  SBIR  assistive 
technology  initiative. 

In  addition  we  would  ask  you  to  direct  NCMRR  to  put  $3  million  toward  the 
establishment  of  3  multi-disciplinary  research  centers  for  basic,  clinical 
and  quality  of  life  research,  one  of  which  would  be  an  MS  Research  Center 
to  stimulate  new  research  into  areas  previously  receiving  little  or  no 
attention.    The  following  are  several  areas  in  which  research  is 
desperately  needed: 

*  Disproportionate  prevalence  of  MS  in  women  with  additional  focus  on 
hormonally-related  events  (menses,  pregnancy,  postpartum  and  menopause). 
To  date  there  is  almost  no  published  research  (basic,  clinical  or 
quality  of  life)  on  any  of  these. 

*  Clinical  therapies  to  alter  the  disease  course  and  progression  as  well 
as  symptomatic  relief. 

*  Measurements  to  detect  changes  and  predict  future  function. 

*  Outcomes  research  to  determine  the  range  of  efficacy  resulting  from 
various  interventions 
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II.  Department  of  Education 

A.  Rehabilitation  Services  Administration 

In  1995  the  Society  completed  a  3-year  RSA  grant  in  the  development  and 
implementation  of  an  early-intervention  job-retention  model  called  Project 
Alliance.    This  model  has  been  proven  very  successful  in  a  dozen  pilot 
chapters.    The  next  step  is  to  provide  this  tool  to  state  vocational 
rehabilitation  counselors  in  order  to  reach  those  individuals  who  are 
responsible  for  assisting  people  with  disabilities  obtain,  retain  or 
reobtain  employment. 

Many  people  with  MS  could  potentially  remain  in  the  workforce  for  30-40 
years  following  diagnosis.    However,  the  unpredictable  and  erratic  nature 
of  this  lifelong  disease  threatens  the  ability  to  maintain  employment  and 
produces  unique  challenges  which  are  addressed  by  this  Project  Alliance 
Model. 

We  believe  that  Congress  should  fund  RSA  at  sufficient  levels  that  state 
VR  agencies  provide  adequate  service  to  more  than  just  the  most  severely 
disabled.    Without  early  intervention,  many  with  MS  and  other  similar 
diseases  will  end  up  unemployed  well  before  becoming  severely  disabled  and 
with  much  greater  obstacles  to  continuing  or  regaining  employment  by  the 
time  they    become  priorities  for  state  VR  assistance. 

In  addition,  we  urge  you  to  direct  RSA  to  support  collaboration  of 
existing  medical  and  clinical  centers  with  the  providers  of  employment 
support  services.     For  example  MS  clinical  care  centers  could  reach  and 
refer  large  numbers  of  people  with  MS  to  receive  a  range  of  Society 
employment  services.    The  Society  in  turn  would  refer  individuals  to  the 
centers  for  medical  rehabilitation  to  improve  functional  status  thereby 
enhancing  employability. 

B.  National  Institute  of  Disability  and  Rehabilitation  Research 

We  believe  there  is  an  urgent  need  for  NIDRR  to  create  at  least  a  second 
Medical  Rehabilitation  Research  and  Training  Center  for  MS.    To  take 
advantage  of  the  expertise  in  other  regions  of  the  country  other  than  the 
northeast,  at  least  one  additional  site  could  provide  that  opportunity. 
We  would  like  to  note  NIDRR 's  3  Spinal  Cord  Injury  Centers  which  provide  a 
model  for  the  predominantly  male  population  of  similar  incidence  and 
prevalence.    However,  SCI  Centers  are  structured  to  handle  acute, 
emergency  need,  intensive  rehabilitation  and  then  send  the  patient  home. 
The  MS  population,  which  is  predominately  female,  urgently  needs  research 
support  on  dealing  with  a  lifetime  of  a  chronic  and  changeable  disease. 

Some  areas  ripe  for  research  would  include: 

*  access  to  care,  gender  differences  in  delivery  of  services,  abuse  and 
neglect 

*  outcomes  research  relative  to  services  for  the  severely  impaired  such  as 
respite  and  day  treatment  programs 

*  comparison  of  efficiency  and  effectiveness  in  various  models  of  health 
care  delivery  e.g.  through  traditional  managed  care  with  the  internist 
or  family  physician  as  gatekeeper  vs.  principal  care  with  specialist  as 
the  primary  care  coordinator. 
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*  support  of  the  development  of  critical-care  pathways/clinical  guidelines 
to  improve  patient  care  and  to  provide  a  mechanism  for  evaluating  health 
care  outcomes. 

While  we  understand  that  Congress  is  seeking  to  reduce  the  federal  budget, 
we  believe  it  is  urgent  that  the  cost  of  current  investment  in  biomedical 
and  rehabilitation  research  be  considered  in  relation  to  the  future 
benefits  to  Americans  and  the  real  potential  for  savings  in  health  costs 
as  well. 

We  would  ask  that  you  look  toward  advancing  the  health,  productivity  and 
independence  of  those  with  MS  and  other  chronic,  disabling  conditions  as 
the  only  real  way  to  control  health  costs  and  encourage  a  growing 
population  of  productive,  tax-paying  citizens,  supporting  government  with 
their  income  taxes  rather  than  needing  the  support  of  government  as  the 
result  of  uncontrolled,  progressive  disease  states.    Many  experts  now 
foresee  MS  as  a  family  of  largely  controllable  diseases  —  but  only  if 
research  continues  at  a  rapid  pace.    The  progress  I  have  witnessed  has 
given  me  great  hope.     I  ask  your  help  to  continue  it. 

Thank  you  for  allowing  me  to  testify  before  the  committee  today. 
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Mr.  Porter.  Ms.  Downing,  thank  you  very  much  for  your  testi- 
mony. I  have  said  many  times  before,  but  let  me  say  again,  that 
the  members  of  the  subcommittee  don't  consider  these  requests  in 
a  vacuum.  I  have  a  friend  of  35  years  whose  wife  contracted  mul- 
tiple sclerosis  in  her  mid  to  late  thirties  about  12  or  13  years  ago, 
and  has  suffered  greatly  from  that  disease.  She  was  a  champion- 
ship-level golfer  before  that  time,  and  it  has  obviously  destroyed 
her  ability  to  play  and  changed  her  life  very,  very  dramatically.  So 
we  do  understand  these  things,  or  at  least  we  try. 

Ms.  Downing.  We  appreciate  that. 

Mr.  Porter.  We  very  much  appreciate  your  testimony.  Martha, 
it's  very  good  to  see  you.  Thank  you  for  being  here,  as  well. 

Ms.  Keys.  Could  I  just  say,  Mr.  Chairman,  again  to  emphasize 
that  we  really  look  at  you  and  this  committee  as  our  heros  because 
we  know  the  role  you  played  in  leadership  this  year  to  get  that  tar- 
get appropriation  through  so  that  NIH  could  go  on  with  its  busi- 
ness. That  is  our  interest — continuing  the  basic  building  block  of 
research  that  enables  us  to  solve  some  of  these  problems  and  allow 
people  to  live  better  lives. 

Mr.  Porter.  Thank  you  very  much.  Thanks  for  being  here. 


Wednesday,  March  6,  1996. 

WITNESS 

BRENDA  RENEAU,  COMMISSIONER,  OKLAHOMA  DEPARTMENT  OF 
LABOR 

Mr.  Porter.  Next,  Brenda  Reneau,  Commissioner,  Oklahoma 
Department  of  Labor,  accompanied  by  Jeff  Lester,  Deputy  Commis- 
sioner. 

Mr.  Istook? 

Mr.  Istook.  Thank  you  very  much,  Mr.  Chairman.  I  appreciate 
the  opportunity  to  introduce  Brenda  Reneau.  Mr.  Chairman,  Ms. 
Reneau  is  the  Labor  Commissioner.  It's  an  elected  position  in  Okla- 
homa. I  know  that  part  of  the  funding  that  we  deal  with  for  the 
Labor  Department  has  the  prevailing  wage  section,  which  is  always 
an  area  of  controversy  of  that  particular  law. 

Commissioner  Reneau  has  been  working  on  an  investigation 
about  fraud  that  has  been  uncovered  in  the  prevailing  wage  that 
unfortunately  was  not  uncovered  by  the  U.S.  Labor  Department, 
which  is  charged  with  enforcement  and  oversight  of  that  law,  but 
instead  the  U.S.  Labor  Department  may  have  played  a  role  in  try- 
ing to  prevent  the  fraud  from  coming  to  public  light. 

So  I  very  much  appreciate  Commissioner  Reneau  taking  the  time 
to  come  to  Washington  and  testifying  to  us,  which  will  provide  us, 
I  think,  with  some  insight  with  the  funding  that  we  provide  for 
that  department  and  what  they  are  doing  with  it,  and  compare 
that  perhaps  with  what  they  should  be  doing. 

Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Ms.  Reneau? 

Ms.  Reneau.  Thank  you,  Congressman — Mr.  Chairman.  I  have 
provided  a  written  testimony;  however,  it's  fairly  lengthy,  and  in 
lieu  of  reading  that  entire  testimony,  I  would  ask  permission  from 
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the  Chairman  today  to  summarize  and  hit  the  highlights  in  the  in- 
terest of  your  time. 

Mr.  Porter.  Would  you  like  the  entirety  of  your  testimony  en- 
tered into  the  record? 

Ms.  Reneau.  I  would  like  the  entire  testimony  entered  into  the 
record. 

Mr.  Porter.  Thank  you. 

Ms.  Reneau.  I  would  like  to  thank  you  for  allowing  me  the  op- 
portunity to  be  here.  I  am  here  today  because  you  are  funding  a 
program  that  is  hurting  my  State  and  all  of  our  hardworking  tax- 
payers, and  that  program  is  Davis-Bacon. 

After  a  thorough  investigation  by  the  Oklahoma  Department  of 
Labor,  it's  apparent  that  the  U.S.  Department  of  Labor  is  accepting 
fictitious  survey  data  and  issuing  grossly  inflated  wage  rates  based 
on  that  fictitious  data.  As  a  result,  in  Oklahoma  we  are  building 
fewer  schools,  we  are  building  fewer  prisons  and  we  have  less 
money  to  rebuild  downtown  Oklahoma  City. 

Our  investigation  found  that  the  Federal  wage  rates  were  based 
on  reports  of  inflated  wage  rates  allegedly  paid  to  employees  who 
never  worked  on  projects  that  were  never  built.  This  system  is  bro- 
ken, and  it  is  breaking  the  people  in  my  State  and  the  taxpayers 
in  every  one  of  your  districts.  Yet,  to  this  day  Secretary  Reich  re- 
fuses to  tell  us  who  submitted  this  false  information. 

For  the  past  few  months  the  U.S.  Department  of  Labor  has  con- 
firmed our  findings,  but  the  GAO  told  Congress  of  these  same  prob- 
lems more  than  two  years  ago.  To  this  date,  taxpayers  across  the 
nation  continue  to  be  cheated  and  the  Federal  Government  contin- 
ues to  accept  these  lies  while  the  taxpayer  foots  the  bill. 

We  recently  obtained  government  documents  which  show  that 
union  officials  are  responsible  for  the  bogus  information  in  the 
Oklahoma  City  Survey.  Meanwhile,  union  lawyers  claim  that  the 
U.S.  Department  of  Labor's  own  mismanagement  of  the  survey 
process  is  as  big  a  problem  as  the  bogus  information  being  submit- 
ted. 

In  summary,  Mr.  Chairman,  I  am  here  to  ask  you  why  the  U.S. 
Department  of  Labor  is  allowed  to  mandate  Federal  wage  rates 
without  verifying  the  accuracy  of  their  information  received?  Why 
is  no  response  bias  analysis  used  in  the  wage  determination  proc- 
ess? How  valid  is  the  result  when  the  U.S.  Department  of  Labor 
selectively  participates  in  their  own  survey,  as  we  have  confirmed? 
With  all  the  obvious  mismanagement  of  this  system  and  dominat- 
ing participation  by  special  interest  groups,  how  can  local  wage 
rates  truly  prevail? 

I  appreciate  answering  any  questions  at  this  time,  Mr.  Chair- 
man. 

[The  prepared  statement  follows:] 
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Testimony  By  Brenda  Reneau,  Oklahoma  Labor  Commissioner 

Presented  to  the  Labor,  Health  and  Human  Services  and  Education 
Subcommittee  of  the  House  Committee  on  Appropriations 

Presented  on  March  6,  1996 

Thank  you  Mr.  Chairman  and  distinguished  members  of  this  committee. 

My  name  is  Brenda  Reneau  and  I  am  Commissioner  of  Labor  for  the  state  of  Oklahoma.  Prior 
to  October  10,  1995,  one  of  my  duties  as  labor  commissioner  was  to  enforce  Oklahoma's  little 
Davis-Bacon  Act.  We  were  the  only  state  in  the  nation  that  depended  on  federal  Davis- 
Bacon  wage  determinations  for  use  on  state  and  local  public  construction  projects.  On 
October  10,  the  Oklahoma  Supreme  Court  struck  down  our  state  prevailing  wage  law  saying 
it  unconstitutionally  delegated  the  state's  authority  to  a  department  of  the  federal  government 
(Exhibit  A). 

In  January  1995,  I  was  contacted  by  a  number  of  Oklahoma  citizens  and  public  officials 
including  the  mayor  of  Oklahoma  City  and  the  governor,  regarding  newly  published  Davis- 
Bacon  wage  rates  issued  by  the  U.S.  Department  of  Labor.  A  comparison  of  some  of  the  old 
and  newly  prescribed  wage  rates  shows  increases  of  as  much  as  162  percent  (Exhibit  B). 
These  increases,  were  passed  on  to  our  taxpayers  in  the  form  of  higher  costs  on  public 
construction  projects  such  as  schools,  prisons  and  the  current  renovation  of  downtown 
Oklahoma  City.  The  citizens  and  taxpayers  of  Oklahoma  demanded  an  answer  from  me,  as 
labor  commissioner,  as  to  how  these  high  rates  were  established. 

We  contacted  the  U.S.  Department  of  Labor  regional  office  in  Dallas,  Texas,  the  source  of  the 
wage  survey  which  produced  the  high  rates.  We  requested  copies  of  the  raw  wage  survey 
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forms  which  were  used  to  determine  the  new  wage  rates.  Our  requests  were  denied.  We 
were  told  that  the  raw  information  was  confidential  and  that  identifying  the  survey  participants 
might  discourage  participation  in  future  surveys. 

Since  the  Davis-Bacon  survey  is  the  basis  for  wages  paid  on  taxpayer  funded  projects,  we 
believed  the  public  had  a  right  to  know  how  these  wages  were  determined.  We  pursued  the 
issue  further,  and  the  U.S.  Department  of  Labor  then  said  that  the  information  reported  on  the 
survey  forms  was  protected  under  the  Privacy  Act.  A  few  weeks  later,  the  USDOL  changed 
its  story  again.  Finally,  we  were  told  that  the  original  survey  forms  were  protected  under  the 
Trade  Secrets  Act.  After  being  stonewalled  by  Secretary  Reich's  administration,  our  only 
viable  alternative  was  to  investigate  the  matter  to  the  best  of  our  ability  at  the  state  level. 

Our  investigation  found  that  grossly  inaccurate  information  had  been  reported  to  the  federal 
government  by  what  USDOL  calls  "interested  parties."  We  noticed  what  appeared  to  be 
patterns  in  the  reporting  method  on  many  of  the  wage  survey  forms.  We  found  inflated 
numbers  of  employees  on  projects,  inflated  wage  rates  reported  for  non-existent  workers, 
and  projects  that  were  never  built.  Yet,  the  Labor  Department  used  this  false  information  to 
establish  federally  mandated  wage  rates  for  taxpayer-funded  projects. 

We  presented  our  initial  findings  to  Secretary  Reich  and  to  Congress  in  early  July  of  1995. 
Although  our  initial  report  identified  only  three  cases  of  what  appears  to  be  fraudulent 
activities,  to  date  we  know  of  approximately  100  additional  cases.  This  evidence  was 
presented  in  January  1996  to  a  congressional  field  hearing,  in  Oklahoma  City,  conducted  by 
two  of  the  subcommittees  of  the  House  Committee  on  Economic  and  Educational 
Opportunities. 

Throughout  our  investigation,  we  repeatedly  informed  officials  at  the  U.S.  Department  of 
Labor  that  they  had  accepted  false  data  and  issued  inflated  wage  rates  based  on  that  false 
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data.  U.S.  Labor  Department  officials  told  us  that  they  knew  inaccurate  information  was 
submitted  during  the  survey  process.  And  the  regional  office  in  Dallas  told  us  they  didn't 
routinely  verify  the  accuracy  of  information  received,  nor  did  they  have  sufficient  resources  to 
do  so. 

As  a  result  of  the  Oklahoma  investigation,  a  follow-up  investigation  by  the  U.S.  Department  of 
Labor  confirmed  that  a  great  deal  of  the  information  that  was  submitted  proved  to  be  false. 
We  believe  that  false  information  may  have  been  submitted  to  the  U.S.  Department  of  Labor 
in  a  deliberate  attempt  to  inflate  the  outcome  of  the  Davis-Bacon  wage  survey,  it  has  also 
become  public  knowledge  that  the  U.S.  Department  of  Labor  did  not  provide  accountability  in 
its  conduct  of  the  Davis-Bacon  wage  survey  process. 

A  February  1994  federal  report  produced  by  the  General  Accounting  Office  identified  several 
problems  with  the  Davis-Bacon  survey  process.  The  GAO  report  noted  that  the  U.S. 
Department  of  Labor  does  not  utilize  a  response  bias  analysis  to  ensure  that  a  single  large 
contractor  or  labor  union  doesn't  unfairly  dominate  the  survey  process.  Further,  the  GAO 
report  noted  that  the  average  age  of  a  wage  survey  is  more  than  seven  years.  GAO  also 
noted  that  the  U.S.  Department  of  Labor  does  not  verify  the  accuracy  of  information  received 
—  even  on  a  sample  basis. 

The  Oklahoma  investigation  not  only  confirms  the  problems  identified  by  the  GAO,  it  also 
exposes  what  appears  to  be  the  deliberate  efforts  of  unscrupulous  interested  parties  to 
manipulate  the  federal  government.  As  evidence,  U.S.  Department  of  Labor  documents 
identify  certain  unions  in  Oklahoma  City  as  the  "interested  parties"  who  submitted  the  false 
information  (Exhibit  C). 

U.S.  Department  of  Labor  documents  also  identify  another  flaw  in  the  survey  process  —  a 
flaw  created  by  USDOL.  When  officials  at  the  USDOL  regional  office  in  Dallas  felt  that 
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certain  worker  classifications  were  underrepresented,  they  acquired  certified  payroll 
documents  on  their  own  from  federal  prevailing  wage  projects  and  incorporated  those 
federally  mandated  wage  rates  into  the  data  pool.  We  have  been  told  that  it  is  a  common 
practice  for  USDOL  to  acquire  such  data  and  participate  in  its  own  survey  by  selectively 
transposing  such  federal  payroll  information. 

Not  only  does  the  incorporation  of  federally  mandated  wages  taint  the  data  pool,  it  also 
ensures  that  inflated  rates  will  prevail  in  the  "underrepresented"  worker  classifications.  Even 
more  troubling  are  USDOL  documents  which  indicate  that  many  of  the  forms  that  were 
generated  in-house  have  been  discovered  to  be  quote  "outside  the  scope  of  the  survey." 

I  am  here  today  to  ask  you,  the  members  of  this  committee,  why  the  U.S.  Department  of  Labor 
is  allowed  to  mandate  federal  wage  rates  without  verifying  the  accuracy  of  the  information 
received?  Why  is  no  response  bias  analysis  used  in  the  wage  determination  process?  How 
valid  is  the  result  when  the  U.S.  Department  of  Labor  selectively  participates  in  its  own 
survey?  With  all  the  apparent  confusion,  mismanagement  and  dominating  participation  by 
special  interest  groups,  how  can  local  wage  rates  truly  prevail?  And,  can  we  trust  Secretary 
Reich  to  clean  up  a  survey  process  that  gives  preferential  treatment  to  organized  labor  when 
both  he  and  President  Clinton  openly  favor  this  high-powered  special  interest  group? 

The  Oklahoma  Department  of  Labor  has  been  contacted  by  officials  in  several  states,  where 
similar  activities  are  suspected.  We  have  reviewed  compelling  evidence  from  the  state  of 
Colorado  which  confirms  that  this  problem  has  spread  to  other  states  in  our  1 1 -state  region 
which  depends  on  the  USDOL  regional  office  in  Dallas  for  wage  survey  information.  We  fear 
that  our  investigation  has  only  scratched  the  surface  of  a  significant  national  problem  that 
invites  unscrupulous  interested  parties  —  in  this  case  union  officials  —  to  stuff  the  ballot  box 
with  false  information  and  take  advantage  of  taxpayers.  A  June  1995  USDOL  memo 
supports  our  belief  that  the  federal  agency  now  shares  our  same  concern  regarding  the 
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potential  wide-spread  probiem  of  accepting  false  information  (Exhibit  D). 

Mr.  Chairman,  it  is  my  responsibility  to  protect  Oklahoma's  workers  and  to  make  sure  they  are 
treated  in  a  safe  and  fair  manner.  It  is  my  intention  to  promote  and  encourage  high  wages 
and  good  benefits  for  all  hardworking  Oklahomans.  Quality  education  and  training  programs 
are  the  appropriate  foundation  for  higher  wages,  better  benefits,  better  quality  work  on 
taxpayer-funded  projects  and  a  stronger  economy.  But  when  unscrupulous  activities  are 
discovered  that  show  false  claims  are  being  submitted  to  the  federal  government  and  that  the 
federal  government  is  charging  our  taxpayers  for  it,  it  is  my  responsibility  to  step  forward. 

For  the  last  six  months,  the  Oklahoma  Department  of  Labor  has  been  working  with  the 
Federal  Bureau  of  Investigation  to  get  to  the  bottom  of  the  Davis-Bacon  problems  in  our  state. 
Additionally,  the  Oklahoma  State  Bureau  of  Investigation  is  looking  at  potential  state  crimes 
which  also  relate  to  the  Davis-Bacon  federal  prevailing  wage  system.  Even  with  the  flurry  of 
criminal  investigations,  Congress  is  the  only  body  that  has  both  the  oversight  authority  and 
the  power  of  public  scrutiny  needed  to  truly  clean  up  the  scandal  surrounding  Davis-Bacon.  I 
ask  that  you  either  give  the  U.S.  Department  of  Labor  hundreds  of  additional  employees,  the 
statutory  authority  to  mandate  that  all  businesses  participate  in  the  survey  process,  and  hold 
USDOL  accountable  for  the  Davis-Bacon  results,  or  eliminate  the  possibility  of  Davis-Bacon 
fraud  by  repealing  the  federal  Davis-Bacon  Act  altogether.  Without  a  substantial  increase  in 
financial  and  personnel  resources  to  ensure  accuracy  and  accountability,  some  so-called 
"interested  parties"  will  surely  find  a  way  to  outsmart  any  marginal  improvements  in  the 
survey  process. 

I  appreciate  the  opportunity  to  be  here  today  and  I  will  be  glad  to  answer  any  questions  about 
the  Oklahoma  investigation. 
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IN  THE  SUPREME  COURT  OF  THE  STATE  OF  OKLAHOMA 


THE  CITY  OF  OKLAHOMA  CITY, 
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TRUST;     OKLAHOMA  CITY 
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APPEAL  FROM  THE  DISTRICT  COURT  OF 
OKLAHOMA  COUNTY. OKLAHOMA 
Honorable  Jamas  8.  Blevina.  Judge 


City  and  Its  public  trusts  sought  declaratory  Judgment  that  Prevailing 
Wege  Act  violated  provisions  of  Oklahoma  Constitution.  Trial  court 
granted  City'a  motion  for  aummary  Judgment. 
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W.  A.  Drew  Edmondson 
Attorney  General  of  Oklahoma 
Scott  D.  Boughton 
Assistant  Attorney  General 

Litigation  Division 
Oklahoma  City,  Oklahoma 


For  Appellant 

The  State  of  Oklahoma 

•x  pel.  Oklahoma 
Department  of  Labor 


McCaffrey  &  Tawwater 
By:  Loren  Gibson 
Oklahoma  City.  Oklahoma 


For  Amicus  Curiae 

Oklahoma  State  Building 
sand  Construction  Trades 
Council,  Steve  Skinner 
and  Jimmy  Fish 


HODGES.  J. 

This  dispute  concerns  the  constitutionality  of  Oklahoma's  Minimum 
Wages  on  Public  Works  Act.  Okla.  Stat.  tit.  40,  if  196.1  -  196.14 
(1S91).  also  known  as  the  Prevailing  Wage  Act  or  the  Little  Davis-Bacon 
Aet.  (This  Court  holds  that  the  Act  violates  article  IV,  section  1,  and 
article  V.  section  1  of  the  Oklahoma  Constitution.  It  delegates  the  power 
to  determine  prevailing  wages  to  a  department  of  the  federal  government. 
without  setting  standards  for  the  exercise  of  thet  determination,  jpther 

assertions  of  unconstitutionality  need  not  be  addressed.  '  

The  City  of  Oklehoma  City  (City)  became  concerned  about  dramatic 
Increases  in  the  prevailing  wage  between  October  31,  1994,  and 
December  30th  of  that  year.  The  Oklahoma  City  Airport  Trust  filed  e 
"Request  for  a  Hearing,  Protest  and  Objection  to  the  Validity  of  the 
Prevailing  Wage  Rate  Act.  and  Request  to  Void  or  Amend  the  Prevailing 
Wege  Rates"  with  State  Labor  Commissioner,  Brenda  Ranaau.  asking  her 
to  review  the  wage  determinations.  In  response,  Ranaau  axpleined  thet. 
pursuent  to  the  Act.  the  determinations  were  made  by  the  United  States 
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Department  of  Labor  and  that  she  had  no  statutory  authority  to 
Investigate  errors  on  inaccuracies  In  the  federal  determinations. 

The  City  and  four  of  Its  public  trusts  then  filed  an  action  in  the 
district  court  seeking  declaratory  judgment,  a  permanent  Injunction,  and 
a  petition  for  review  of  the  Labor  Commissioner's  decision  that  she  had 
no  authority  to  review  the  federal  agency's  wage  determtnetions.  The 
City  moved  for  summary  judgment  raising  severs?  theories  as  to  how  the 
Act  was  void  because  it  violated  the  Oklahoma  Constitution.  The  trial 
court  granted  tha  motion  without  articulating  the  bases  upon  which  the 
Act  was  constitutionally  infirm. 

The  appeal,  brought  by  the  State  of  Oklahoma  to  this  Court,  is 
governed  by  tna  accelerated  procedures  found  in  Rule  1.203  of  the  Rules 
of  Appellate  Procedure  in  Civil  Cases.  Okla.  Stat.  tit.  12.  eh.  15,  app.  2 
CSupp.  19944.  The  parties  were  allowed  to  brief  the  issues  on  appeal. 
In  addition,  tha  Oklahoma  State  Building  and  Construction  Trades  Council 
was  allowed  to  file  a  brief  as  amicus  curiae. 

The  challenged  Act  was  promulgated  In  1965.  It  mirrors  provisions 
of  the  federal  Davis-Bacon  Act.  40  U.S.C.  IS  276a  -  276a-5  {1994), 
which  requires  the  payment  of  prevailing  wages  on  federally  financed 
construction  projects.  The  Oklahoma  Act  declares  the  policy  underlying 
its  passage: 

It  is  hereby  declared  to  be  the  policy  of  tha  State  of 
Oklehoma  that  a  wage  of  no  less  than  the  prevailing  hourly 
rate  of  wag  as  for  work  of  a  similar  character  In  the  locality  in 
which  the  work  is  performed  shell  be  peid  to  all  workmen 
employed  by  or  on  behalf  of  any  public  body  engaged  in  public 
works  exclusive  of  maintenance  work. 
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Okla.  Stat.  tit.  40.  §  196.1.  Thus,  the  Act  prohibits  state  and  local 
(governments  from  driving  down  the  amount  of  workers'  wages  through 
competitive  bidding. 

The  Act  applies  to  the  erection,  eonstruction,  er  Improvement  of  any 
structure  or  building  constructed  for  public  use  seating  over 
£600.000.00.  £fi£  id.  at  SS  196.2(7)  &  196.2a.  Since  the  Act's 
inception.  Its  provisions  have  not  applied  to  the  Department  of 
Transportation  or  the  Turnpike  Authority  in  the  construction  of  roads,  id- 
at  i  196.12. 

The  Act  originally  gave  Oklahoma's  Labor  Commissioner  complete 
authority  to  compile  wage  data  and  to  determine  prevailing  wages.  These 
determinations  were  made  Independently  from  any  determination  made 
by  the  United  States  Department  of  Labor.  The  Act  required  Oklahoma's 
Labor  Commissioner  to  file  wage  determinations  on  July  1st  of  each  year. 
Objections  to  those  determinations  were  heard  by  the  Labor 
Commissioner.  Appeals  from  the  commissioner's  decisions  were  filed  in 
district  court. 

In  1981.  the  Oklahoma  Legisleture  amended  the  Act  to  provide  that 
the  prevailing  wage,  already  determined  by  the  United  States  Department 
of  Labor  for  federally  funded  projects  pursuant  to  the  Davis-Bacon  Act, 
be  adopted  by  Oklahoma's  Labor  Commissioner.  lrf.  at  f  196.6.  The 
Labor  Commissioner  can  now  determine  a  prevailing  wage  only  when  the 
United  States  Department  of  Labor  has  not  determined  the  prevailing 
wage  In  a  particular  category  of  work  or  In  a  particular  geographic  area. 
No  procedure  was  provided  to  protest  or  challenge  a  federal  wage 
determination  before  Oklahoma's  Labor  Commissioner  or  in  Oklahoma 
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courts.  A  1985  amendment  to  the  Act  provides  for  review  only  of  wage 
retes  set  by  the  Labor  Commissioner  for  a  locality  for  which  a  federal 
determination  has  not  been  made. 

The  City  charges  that  the  Act  impermissibly  delegetes  the  authority 
to  make  wage  determinations  to  a  federal  agency  while  leaving 
Oklahoma's  Labor  Commissioner  with  no  authority  to  check  the  accuracy 
of  these  determinations.  The  State  of  Oklahoma  argues  thet  the 
delegation  is  permissible  because  the  United  States  Department  of  Labor 
is  merely  Implementing  the  legislative  policy  articulated  in  the  Act  when 
it  makes  wags  determinations. 

Section  1  of  article  IV  of  the  Oklahoma  Constitution  provides: 

The  powers  of  the  government  of  the  Stete  of  Oklehome 
shall  be  divided  Into  three  separate  departments:  The 
Legislstive,  Executive,  and  Judicial;  and  except  as  provided  in 
this  Constitution,  the  Legislative.  Executive,  and  Judicial 
departments  of  government  shall  be  separate  and  distinct,  and 
neither  shall  exercise  the  powers  properly  belonging  to  either 
of  the  others. 

Section  1  of  article  V  requires  that  "£t]he  Legislative  authority  of  the  Stete 
shall  be  vested  in  a  Legislsture  consisting  of  a  Senate  and  House  of 
Representatives  .  .  .  .  "  From  these  constitutional  provisions  comes  the 
prohibition  against  the  delegation  of  legislative  power. 

The  prohibition  "rests  on  the  premise  that  the  legislature  must  not 
abdicste  its  responsibility  to  resolve  fundamental  policy  making  by  II] 
delegeting  thet  function  to  others  or  (.2)  by  falling  to  provide  adequate 
directions  for  the  Implementation  of  Its  declared  policy."  pamocratic 
Party  v  g«t«r>.  652  P. 2d  271,  277  n.23  CI 982).  The  facts  of  this  case 
concern  the  eecond  aspect  of  the  prohibition. 
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The  1965  version  of  the  Act  prescribed  the  manner  in  which 

Oklahoma's  Labor  Commissioner  determined  preveiiing  wages.    It  gave 

the  Labor  Commissioner  the  responsibility  to  "investigate  and  determine 

the  prevaiiing  hourly  rate  of  wages  In  the  localities."    1S65  Okla.  Sess. 

Laws  580.   It  specifically  instructed  the  Commissioner  to  "consider  the 

applicable  wage  rates  established  by  collective  bargaining  agreements,  if 

any,  and  such  rates  as  are  paid  generally  within  the  locality."    id..  It 

instructed  the  Commissioner  how  to  conduct  hearings  en  objections  to 

wage  determinations.    It  also  gave  the  Commissioner  subpoena  power 

and  the  authority  to  administer  oaths.  Id.,  at  581. 

Since  the  1981  amendments,  however,  the  Act  has  provided  no 

definite  standards  or  articulated  safeguards  for  the   United  States 

Department  of  Labor  to  follow  In  implementing  the  legislative  policy 

declared  in  the  Act.  The  current  Act  leaves  an  Important  determination 

to  the  unrestricted  and  standardless  discretion  of  unelected  bureaucrats. 

Worse.  It  delegates  to  an  administrative  arm  of  the  federal  government. 

As  a  result,  the  federal  agency  which  actually  determines  the  prevailing 

wage  is  less  answerable  to  the  will  of  the  people  of  Oklahoma  than  is  the 

Labor  Commissioner  who  holds  elected  office.    It  leeves  public  entities 

with  no  Oklehoma  forum  In  which  to  challenge  the  eccurecy  of  the  United 

States  Department  of  Labor's  wage  determinations. 

When  faced  with  a  challenge  to  Arkansas'  prevailing  wage  law,  the 

Arkansas    Supreme    Court   declared   that   Its   Act  unconstitutionally 

delegated  legislative  authority.  Sae  Crowlv  m  Thn,n>,rniiah  294  S.W.2d 

62  (Ark.  1956).  Thet  court  noted: 

The  Act  fails  to  establish  a  standard  or  formula  by  which 
a  wage  scale  may  be  formuleted;  but  rather  delegates  to  the 
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Secretary  of  Labor  of  the  United  States  the  right  to  fix  the 
minimum  wage  scele  to  be  paid  In  a  particular  area  of  this 
State.  The  State  retefns  no  control  over  the  Secretory  of 
Labor  of  the  United  States.  Therefore,  the  Act  violetes 
(provisions  of]  our  State  Constitution. 

Id.,  at  66.  After  the  decision.  Arkansas  revised  its  prevailing  wage  law  to 

provide  that  the  Arkansas  Department  of  Labor  would  investigate  and 

determine  prevailing  wages.    Ark.  Code  Ann.  f  22-9-313.  Specific 

guidelines  are  provided  to  that  department.  See  Id.. 

Of  the  thirty -one  states  that  currently  hove  a  prevailing  wage  law, 

only  Oklahoma's  version  delegetes  authority  to  the  United  States 

Department  of  Labor  as  the  sola  method  of  determining  the  prevailing 

wage.  Connecticut  gives  its  Labor  Commissioner  the  option  of  holding  a 

hearing  to  determine  the  prevailing  wage  or  adopting  the  federal 

determinetion.     Conn.  Gen.  Stat.  Ann.  f  31 -53(d).    In  Oregon,  the 

Commissioner  of  the  Bureau  of  Labor  and  Industry  may  use  the  federal 

wage  only  if  local  wage  data  are  not  available  In  a  particular  locality.  Or. 

Rev.  Stat,  f  279.350.    These  limited  delegations  of  authority  to  the 

federal  government  have  not  been  challenged  in  either  atate. 

In  the  other  prevailing  wage  law  states,  the  wage  determinetion  Is 

assigned  to  a  state  official,  an  appointed  committee,  or  the  authority 

awarding  the  contract.  Therefore,  challenges  to  the  delegation  of  wage 

determinations  in  those  states  heve  involved  delegation  to  entitles  other 

than  the  federal  government.     Sea  Annotation,  Validity  of  Statute. 

Ordinance,  or  Charter  Provision  Requiring  thut  vyffrkmart  on  Public  Work* 

be  Paid  the  Prmvmltlna  or  Currant  Rata  r>f  Wap»»    <| 8  A.L.R  3d  944,  965 

(1968). 
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Oklahoma's  Act  suffers  from  the  same  constitutional  infirmity  as  did 
the  Arkansas  Act.  It  Is  not  enough  that  the  Legislature  declared  its  policy 
In  the  Act.  beceuse  no  standard  was  esteblished  to  Implement  the  wage 
determinations.  As  this  Court  has  noted:  "No  matter  how  laudable  a 
piece  of  legislation  may  be  in  the  minds  of  its  sponsors,  objective 
guidelines  or  standards  should  appear  expressly  in  the  Act."  Eatep.  652 
P. 2d  et  277  n.  25.  Otherwise,  legislative  authority  Is  abdicated. 

The  current  version  of  Oklahoma's  Act  falls  to  articulate  the 
necessary  guidelines  or  standards  for  determining  prevailing  wages. 
Thus,  it  impermissibly  delegates  legislstive  power.  The  trial  court  did  not 
err  in  grenting  the  City's  motion  for  summery  judgment. 

The  State  of  Oklehoma  and  amicus  urge  thet  If  portions  of  the  Act 

are  held  unconstitutional,  the  remaining  portions  of  the  Act  are  severable 

and  ahould  stand.  Section  11a(2)  of  title  75  provides: 

For  acts  enected  prior  to  July  1,  1989,  whether  or  not 
such  acts  were  enacted  with  an  express  provision  for 
severability,  it  is  the  intent  of  the  Oklahoma  Legislature  thet 
the  act  or  any  portion  of  the  act  or  application  of  the  act  shall 
be  severable  unless: 

a.  the  construction  of  ths  provisions  or  application 
of  the  ect  would  be  inconsistent  with  the 
manifest  Intent  of  the  Legislature; 

b.  the  court  finds  the  valid  provisions  of  the  act  are 
ao  essentially  and  Inseparably  connected  with 
and  ao  dependent  upon  the  void  provisions  that 
the  court  cannot  presume  the  Legislature  would 
have  enected  the  remaining  valid  provisions 
without  the  void  one;  or 

c.  the  court  finds  the  remaining  velld  provisions 
atending  elone,  are  Incomplete  and  are  incapable 
of  being  executed  In  accordenca  with  the 
legislstive  Intent. 
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The  offending  provision  of  the  Prevailing  Wage  Act  la  aection  196.6 
which  delegates  the  determination  of  prevailing  wagea  to  the  United 
States  Department  of  Labor.  In  the  absence  of  this  section,  the  valid 
sections  of  the  Aet,  standing  alone,  are  "Incomplete  and  incapable  of 
being  exercised  In  accordance  with  the  legislative  Intent."  id.,  at  f 
11a(2)(c).  This  Is  because  the  federal  wage  can  no  longer  be  used  end 
no  Oklahoma  entity  la  authorized  to  make  Ita  own  determination  where 
the  United  States  Department  of  Labor  has  already  done  ao.  That  leaves 
a  legisletive  intent  thet  the  prevsliing  wege  be  paid  but  no  one  authorized 
to  make  the  wege  determination.  Therefore,  the  entire  Act  must  fail.  It 
will  be  for  the  Legislature  to  decide  whether  the  Act  will  be  reenected  in 
a  form  that  delegatea  the  authority  to  an  agency  of  thla  atate  with  proper 
guidelinea  to  implement  the  prevetling  wage  determination. 

AFFIRMED. 

Concur:  HODGES.  LAVENDER.  HARGRAVE,  OP  ALA.  WATT.  J  J. 
Concur  In  Result:  WILSON.  C.J..  KAUGER.  V.C.J..  SUMMERS.  J. 
Concur  In  Pert.  Dissent  In  Pert:  SIMMS.  J. 
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CHANGES  MADE  TO  93-OK-008  -  OKLAHOMA  CITY  TREATMENT  PLANT 

f*~TECT  001-OKL 

ita  submitted  bv  PEO  local  for  per  call  to  firm 

11  data  correct  with  the  exception  of  they  did  not  have 
jherry  pickers,  laydown  machine  or  concrete  machine" 
2.  Data  submitted  bv  plumbers.  Per  call  to  firm  thev  did  not  >K 
employ  Plumbers  (VERIFYING  WITH  UNION  AT  THIS  TIME) 

PROJECT  003-LOG 

1.  Data  submit***  »»y  flV^er  local .  per  call  to  firm  they  were  * 
only  a  consultant  (VERIFYING  WITH  UNICN  AT  THIS  TIME) 

PROJECT  005-OKL 

This  project  has  been  omitted  as  it  should  be  in  building.  The 
structure  being  built  was  not  on  treatment  plant  site 

PROJECT  010-OKL 

1.  Used  payroll  period  10/30/92  instead  of  11/6/92  as  more 
accurate  per  call  to  firs.    Also  fringe  benefits  broken  out  , 

2.  Data  from  Data  Buhnitfc«d  by  Mill-  <* 
wriahts  Local  ar*  p^tyKfrs  local,  per  eall  to  firm  thev  do  not 
employ  millwrights  orplumbers  (VERIFYING  WITH  UNION  AT  THIS 
TIME) 

PROJECT  012-OKL 

1.  Data  submitted  bv  plumber.  ynj?n  -  VTT  m"1!  tft  tin  »hcV  AiA  K 
net  emslov  plumbers  (VERIFYING  WITH  UNION  AT  THIS  TIME) 

PP'-^CTS  015-OKL  &  017-CAN 

?       fca  submitted  bv  plumber  ft oca 1.  per  call  to  firm  thev  did  $e 
jt  work  on  these  projects  (VERIFYING  WITH  UNION  AT  THIS  TIME) 

J       2CT  018-OKL 

1.  ->ata  submitted  bv  PEO  local,  per  call  to  firm  thev  did  not  ^ 
work  on  project  (VERIFYING  WITH  UNION  AT  THIS  TIME j 

PROJECT  019-OKL 

This  project  has  been  omitted  as  it  should  be  in  water  &  sewer 


U3E  TO  93-OX-002  -  OKLAHOMA  CITY  -  HEAVY 
PROJECT  006-OK 

Project  emitted  as  building  construction 
PROJECT  030-OK 

Data  for  not  used  as  per  call  to  contractor,  they 

did  not  work  on  this  project  (VERIFYING  WITH  UNION  AT  THIS  TIME) 

PROJECT  031-OK 

Data  for  *  not  used  as  per  call  to  contractor,  they 

did  not  work  on  this  project  (VERIFYING  WITH  UNION  AT  THIS  TIME) 

PROJECT  048-F 

Pe-  -aerification  this  is  s  ©uilding  project 


1-* 


-CT  952 -OK 

project  has  been  omitted  as  per  clarification  call  it  is 

ling 


PROJECT  054-OK 
Data  for 

did  not  work  on  this  project  (VERIFYING  WITH  UNION  AT  THIS  TIME) 


not  used  as  per  call  to  contractor,  they 

CFYIK- 
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U.S.  Department  of  Labor 


Employment  Standards  Administration 
Wage  and  Hour  Division 
Washington.  D.C.  20210 


June  2,  1995 


Memorandum  No.  95-22 


MEMORANDUM  FOR  WAGE  AND  HOUR  REGIONAL  ADMINISTRATORS 


FROM: 


MARIA  ECHAvES* 
Administrator 


SUBJECT: 


Verification  of  Data  in  Davis-Bacon  Wage  Surveys 


Incorrect  information  submitted  by  third  parties  has  been  found 
in  several  surveys.    Therefore,  strategies  to  deal  with  the 
verification  of  data  submitted  by  other  than  some  one  in  actual 
possession  of  project  payrolls  are  being  considered.  Suggestions 
about  verification  procedures  from  the  Regional  Office  survey 
staff  will  be  welcome  and  we  are  also  consulting  with  the  various 
interest  groups  in  this  regard.    In  the  meantime,  however,  the 
importance  of  at  least  verifying  by  telephone  some  sample  of  any 
data  presented  without  the  signature  of  an  official  of  the 
employing  firm  is  of  the  utmost  importance.  v 


Working  for  America  's  Workforce 
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Mr.  Porter.  Ms.  Reneau,  is  this  just  in  Oklahoma  or  do  you 
know  of  similar  occurrences  in  other  States? 

Ms.  Reneau.  At  this  time  I  would  like  to  have  our  Deputy  Com- 
missioner, Jeff  Lester,  answer  that  question.  He  is  working  with 
other  States. 

Mr.  Lester.  Mr.  Chairman,  we  have  actually  been  contacted  by 
more  than  a  half  dozen  other  States  where  either  State  or  Federal 
officials  or  private  citizens  have  suspicion  that  the  same  thing  is 
going  on,  and  we  in  fact  in  the  last  month  have  seen  compelling 
evidence  out  of  the  State  of  Colorado  that  the  very  same  thing  is 
going  on  there. 

Mr.  Porter.  What  has  been  the  reaction  of  the  Department? 

Ms.  Reneau.  The  reaction  of  the  Department  has  been  what  I 
would  consider  hostile.  They  have  been  unresponsive  in  our  re- 
quests. They  have  circumvented  providing  any  help  to  us  at  all.  In 
fact,  when  we  requested  from  Secretary  Reich  copies  of  the  original 
forms  that  were  submitted  that  determined  these  wage  rates,  those 
requests  were  denied.  They  were  denied,  first,  on  the  basis  that  if 
they  made  those  forms  public  with  people's  signatures  on  them, 
that  it  would  discourage  participation  in  future  surveys.  We  chal- 
lenged that. 

Then  we  were  told  that,  well,  they  couldn't  release  these  docu- 
ments because  they  were  covered  under  the  Privacy  Act.  We  chal- 
lenged that,  and  when  we  went  back  a  third  time  we  were  then 
told  that  they  had  determined  that  the  information  was  protected 
under  the  Trades  Secrets  Act.  Yet,  all  of  the  information  on  some 
of  these  forms  is  bogus. 

Mr.  Porter.  I  have  to  say  that  I  have  never  been  a  fan  of  Davis- 
Bacon,  and  we  seriously  considered  putting  in  legislative  language 
in  this  year's  appropriation  that  would  have  terminated  the  pro- 
gram. 

You  probably  are  aware  that  Secretary  Reich  will  be  here  to  tes- 
tify about  his  Department's  budget,  and  I  suspect  that  Mr.  Istook 
may  have  some  good  questions  for  the  Secretary,  as  well  as  I  that 
day. 

Is  there  any  way  that  Davis-Bacon  can  be  repaired  or  reformed 
or  made  workable? 

Ms.  Reneau.  I  believe  if  the  government  were  to  attempt  to 
make  a  good  faith  effort  to  reform  and  repair  the  Davis-Bacon  Act 
to  make  it  workable,  that  it  would  be  necessary  to  create  a  division 
equal  to  the  Internal  Revenue  Service.  If  you  want  the  accountabil- 
ity, and  if  you  want  a  scientific  methodology,  and  if  you  want  a 
bias  analysis  done,  those  things  would  have  to  be  done  by  profes- 
sionals who  have  credentials  in  those  areas.  It  would  be  a  substan- 
tial expansion  of  the  U.S.  Department  of  Labor,  and,  again,  it 
would  have  to  be  a  division  with  the  equivalent  of  the  Internal 
Revenue  Service. 

Mr.  Porter.  Well,  I  urged  the  full  committee  Chairman  to  in- 
clude language  that  would  have  addressed  Davis-Bacon,  and  in  our 
appropriation  bill  the  authorizing  committee  did  not  agree,  and 
they  have  jurisdiction.  But  perhaps  after  we  hear  from  Secretary 
Reich  and  see  what  is  going  on  in  this  area,  there  will  be  more  in- 
terest in  doing  that. 

Mr.  Istook? 
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Mr.  ISTOOK.  Thank  you  very  much,  Mr.  Chairman.  Ms.  Reneau, 
you  mentioned  that  when  it  has  been  publicized  that  higher  wage 
rates  were  based  upon  bogus  filings  with  the  Labor  Department, 
union  officials  claim  that  the  problem  was  really  one  of  mis- 
management by  the  Department  of  Labor. 

Ms.  Reneau.  Yes,  sir. 

Mr.  ISTOOK.  Would  you  expand  upon  what  type  of  mismanage- 
ment by  the  Department  of  Labor  union  officials  claim  exists,  what 
they  say  is  the  root  problem? 

Ms.  Reneau.  I  would  agree  with  union  officials  on  the  point  that 
there  has  been  mismanagement.  However,  I  differ  with  them  on 
how  that  mismanagement  has  occurred.  They  maintain  that  the 
U.S.  Department  of  Labor  has  not  explained  how  they  were  really 
supposed  to  fill  in  those  forms,  and  other  different  kinds  of  reasons. 

We  maintain  that  there  is  mismanagement  with  the  U.S.  Depart- 
ment of  Labor  because  we  know  that  when  the  forms  are  received 
by  the  regional  office,  the  survey  forms  themselves,  the  U.S.  De- 
partment of  Labor  has  no  verification  or  certification  or  any  process 
in  place  whereby  they  check  to  see  if  in  fact  the  contractor  did  do 
the  project  reported,  if  in  fact  the  number  of  workers  being  re- 
ported actually  were  on  the  job  and  they  have  nothing  to  make 
sure  that  the  wage  rates  being  reported  are  actual  and  true. 

We  have  been  told  by  U.S.  Department  officials  that  their  ver- 
ification process  consisted  of  looking  at  the  form,  making  sure  all 
the  blanks  were  filled  in,  that  it  was  legible  enough  to  read,  and 
then  it  was  entered  into  their  computer  and  the  data  regurgitated 
and  the  resulting  information  was  based  on  that. 

That  is  where  I  maintain  that  there  has  been  mismanagement 
and  both  a  lack  of  accountability  and  an  irresponsibility  on  the  part 
of  the  U.S.  Department  of  Labor  for  not  serving  the  taxpayer's  best 
interest. 

Mr.  Istook.  Ms.  Reneau,  we  certainly  spend  millions  of  tax- 
payers dollar  for  the  funding  of  the  prevailing  wage  division  of  the 
Department  and  Labor,  and  we're  concerned  with  whether  we're 
getting  our  money's  worth  as  well  as  escalating  costs  of  public 
projects  if  false  information  is  used. 

The  information  that  was  provided  to  the  Department  of  Labor — 
you  mentioned  that  it  was  not  from  people  who  claimed  either  to 
have  worked  on  the  project,  and  it  was  not  from  people  who 
claimed  either  to  have  paid  or  received  the  wages.  It  was  from 
some  other  individuals. 

Did  you  find  that  the  Department  of  Labor  was  requiring  people 
who  submitted  this  information,  which  would  determine  actually 
the  wages  paid  on  billions  of  dollars  of  construction  projects,  to  do 
so  under  oath? 

When  I  sign  my  tax  return,  I  have  a  declaration  under  penalty 
of  perjury  that  the  information  I  have  given  is  true  and  correct.  Is 
there  any  such  requirement  by  the  Department  of  Labor  that  the 
people  who  are  providing  this  data  on  these  forms  they  send  in  do 
so  under  oath? 

Ms.  Reneau.  No,  sir  it  does  not  state  that  on  the  form.  It  does 
state  that  the  information  on  the  form  will  be  kept  confidential, 
and  the  U.S.  Department  of  Labor  has  said  over  the  last  few  years 
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of  my  contact  with  them,  that  they  will  not  make  those  public  no 
matter  what. 

Now,  although  it  does  not  specifically  say  that  an  individual  is 
submitting  it  under  oath,  we  do  know  that  there  is  a  specific  law 
that  says,  "submitting  false  claims  to  the  Federal  Government  is  a 
Federal  offense,"  and  that  is  a  Federal  form.  They  are  submitting 
false  information  to  the  Federal  Government  resulting  in  high 
wage  rates  being  charged  back  to  the  taxpayer,  and  as  a  result  of 
that,  money  has  been  lost.  We  maintain  that  a  crime  has  been  com- 
mitted. 

Mr.  Istook.  There  is  no  specific  legal  requirement  nor  is  there 
that  important  reminder  that  we  all  see  when  we  file  tax  returns, 
for  example. 

Ms.  Reneau.  That  is  correct. 

Mr.  Istook.  That  safeguard  is  

Ms.  Reneau.  Union  officials  have  told  us  that  they  feel  like  the 
U.S.  Department  of  Labor  has  actually  encouraged  the  methodol- 
ogy that  they  have  used  to  fill  these  forms  out  over  the  years. 

Mr.  Istook.  Finally,  would  you  tell  us  that  there  is  no  response 
bias  analysis  being  used  by  the  Department  of  Labor  to  verify  the 
information,  whether  in  that  message  or  any  other  message?  What 
would  be  the  way  of  verifying  accuracy  of  the  data  that  you  use  to 
determine  the  wages? 

Ms.  Reneau.  Jeff,  would  you  like  to  speak  to  that? 

Mr.  Lester.  Sure,  it  seems  that  the  only  rational  way  to  do  it 
would  be,  as  the  Commissioner  pointed  out,  to  empower  the  Labor 
Department  with  sort  of  the  authority  and  the  mandate  of  the  IRS 
to  be  able  to  base  all  the  wage  rates  on  mandated  certified  payrolls 
required  of  every  business  person  in  the  construction  industry. 

Mr/*  Istook.  Instead  they  only  receive  the  data  from  whomever 
chooses  to  send  something  in,  which  may  or  may  not  be  an  accu- 
rate sample. 

Ms.  Reneau.  Yes,  sir. 

Mr.  Lester.  That  is  correct. 

Ms.  Reneau.  In  fact,  because  of  no  response  bias  analysis,  what 
we  actually  have  as  a  result  of  the  way  they  conduct  the  survey — 
they  send  out  letters  and  blank  WD  10  forms  to  parties  that  they 
themselves  have  selected  from  lists  that  they  can  collect  on  public 
works  projects  showing  contractors  that  did  those  projects.  They 
send  their  notices  to  labor  unions,  to  a  handful  of  contractors  and 
to  construction  trade  organizations.  The  letter  states  something  to 
the  effect  of,  "We  are  currently  conducting  a  wage  survey  in  your 
area.  It's  a  voluntary  survey.  Please  take  the  time  to  fill  out  the 
enclosed  form  and  return  it." 

Now  what  ends  up  happening  as  a  result  of  that  is  that  the  ma- 
jority of  respondents  tend  to  be  business  managers  or  representa- 
tives of  local  union  halls.  When  we  follow  the  money  (one  of  the 
questions  we  asked  during  our  investigation  was  who  would  stand 
to  gain  financially)  union  business  managers  would  stand  to  gain 
financially.  In  addition,  the  worker  will  take  home  a  higher  wage 
rate,  and  that  being  said,  I  don't  have  a  problem  with  high  wages 
for  workers.  Our  focus  has  been  on  fraud,  but  if  you  look  at  who 
else  might  stand  to  benefit,  we  have  union  collective  bargaining 
agreements  that  say  in  the  agreement  that  the  employer  that  they 
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have  that  an  agreement  with  shall  pay  to  the  union  a  percentage 
of  the  gross  payroll  of  their  employees.  So  the  higher  the  payroll, 
the  higher  the  collection  to  the  union  hall  of  funds. 

Mr.  ISTOOK.  Thank  you  very  much.  Thank  you,  Commissioner 
Reneau,  and  Mr.  Lester. 

Ms.  Reneau.  Thank  you,  Congressman. 

Mr.  Porter.  Ms.  Reneau  and  Mr.  Lester,  thank  you  both  for  tes- 
tifying, and  we  will  obviously  revisit  this  subject  when  the  Depart- 
ment of  Labor  comes  before  us  very  soon.  Thank  you  both  for  being 
here. 

Ms.  Reneau.  Thank  you. 


Wednesday,  March  6,  1996. 

WITNESS 

DR.  RALPH  A.  BRADSHAW,  Ph.D.,  FEDERATION  OF  AMERICAN  SOCI- 
ETIES FOR  EXPERIMENTAL  BIOLOGY 

Mr.  Porter.  Dr.  Ralph  A.  Bradshaw,  Ph.D.,  Professor  of  Biologi- 
cal Chemistry  at  the  University  of  California  at  Irvine,  represent- 
ing the  Federation  of  American  Societies  for  Experimental  Biology. 

Dr.  Bradshaw? 

Dr.  Bradshaw.  Mr.  Chairman,  and  members  of  the  committee, 
thank  you  very  much  for  the  opportunity  to  address  you  this  morn- 
ing. As  you  noted,  I  represent  the  Federation  of  American  Societies 
of  Experimental  Biology,  which  is  10  societies  who  perform  biologi- 
cal research  throughout  the  universities  and  institutes  of  this  coun- 
try. Several  have  already  testified  before  you  and  others  will  after 
me. 

Like  President  Beering  did  this  morning,  I  would  like  to  take 
this  opportunity  also  to  commend  you  and  the  members  of  the  sub- 
committee for  your  splendid  leadership  in  providing  the  5.7  percent 
increase  for  the  NIH  in  fiscal  year  1996.  Your  actions  have  it  clear 
that  Congress  and  the  American  people  believe  that  the  NIH  is 
uniquely  important  and  that  biomedical  research  is  a  major  na- 
tional priority. 

Now,  as  in  the  past,  FASEB  has  again  evaluated  the  Federal 
support  for  basic  biomedical  research,  including  the  NIH,  at  its  an- 
nual funding  conference  that  was  held  this  past  Fall,  and  from 
these  deliberations  we  are  recommending  that  in  1997  NIH  receive 
an  appropriation  of  $12.7  billion  or  a  6. 5 -percent  increase  over  the 
funding  for  the  current  fiscal  year. 

The  details  are  spelled  out  in  this  report,  which  has  been  pro- 
vided to  the  subcommittee,  along  with  the  full  text  of  my  remarks, 
which  I  would  ask  be  entered  into  the  record.  I  v/ill  only  briefly 
highlight  the  most  important  parts. 

With  respect  to  competitive  or  peer  review,  FASEB  reaffirms  its 
position  that  this  mechanism  guarantees  that  only  the  highest 
quality  of  research  will  be  supported.  We  applaud  the  NIH  for  ex- 
amining all  aspects  of  the  merit  review  system  as  a  way  of  further 
refining  its  quality  and  efficiency,  and  recommend  that  NIH  re- 
quire innovation  and  creativity  to  become  explicit  evaluation  cri- 
teria in  the  review  process,  that  NIH  establish  a  central  peer  re- 
view oversight  group,  that  NIH  conduct  a  periodic  review  of  the 
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areas  covered  by  the  panels  and  that  NIH  continue  its  program  of 
at-large  initial  review  group  members  that  bring  experienced  sen- 
ior scientists  back  into  the  process. 

FASEB  also  believes  NIH  should  continue  to  assign  investigator- 
initiated  research  the  highest  priority  among  its  funding  mecha- 
nisms, as  we  believe  it  is  the  single  most  effective  mechanism  for 
generating  innovative  breakthroughs  in  the  biomedical  sciences. 

Although  requests  for  applications — or  RFAs,  as  they  are  com- 
monly referred  to — are  appropriate  in  some  context,  their  expanded 
development  may  threaten  the  unsolicited,  individual  investigator 
grant  mechanism,  and  FASEB  is  concerned  that  they  may  not  pro- 
vide the  most  effective  or  efficient  means  for  promoting  and  sup- 
porting new  research.  A  better  approach  may  be  for  NIH  to  indi- 
cate areas  of  special  priority  by  issue  program  announcements.  We 
have  similar  concerns  about  requests  for  proposals. 

Now  in  the  area  of  small  business  grants,  two  percent  of  the  NIH 
extramural  budget  is  reserved  by  law  for  two  such  programs— the 
Small  Business  Innovative  Research,  or  SBIR,  and  the  Small  Busi- 
ness Technology  Transfer,  or  STTR.  FASEB  suggest  that  Congress 
should  insist  that  NIH  impose  the  same  standards  of  quality  for 
funding  SBIR  proposals  as  it  has  for  our  ROl  grants  and  that  there 
be  no  further  increase  in  the  size  of  this  program  until  these  qual- 
ity assurances  can  be  met. 

I  also  want  to  draw  your  attention  to  our  continued  support  for 
the  Shared  Instrumentation  Grant  Program,  the  Medical  Scientists 
Training  program — often  called  MSTP,  which  trains  M.D.'s  and 
Ph.D.'s — and  the  National  Research  Service  Award  program.  All  of 
these  provide  essential  support  for  maintaining  the  manpower  and 
facilities  necessary  to  drive  the  biomedical  research  enterprise. 

In  addition,  this  report  makes  recommendations  on  the  need  to 
contain  tuition  costs  and  graduate  education,  to  expand  minority 
training  programs  and  to  improve  public  awareness  of  NIH  sup- 
ported research  accomplishments. 

NIH  is  a  government  program  that  works.  In  the  past  year  sig- 
nificant discoveries  that  define  fundamental  processes  underlying 
many  serious  diseases  have  been  made,  including  the  identification 
and  characterization  of  the  genes  active  in  the  development  of 
breast  and  colon  cancer,  in  suppressing  tumor  progression  and  in 
controlling  obesity.  Some  of  us  find  that  last  one  to  be  very  impor- 
tant. 

Furthermore,  the  nation's  investment  in  NIH-sponsored  basic 
and  applied  biomedical  research  has  encouraged  talented  young 
men  and  women  throughout  this  country  to  undertake  careers  in 
biomedical  research  and  has  made  the  United  States  the  world's 
leader  in  medicine,  biotechnology,  pharmaceuticals  and  instru- 
ments for  life  sciences  research.  This  has  also  led  to  major  eco- 
nomic benefits  including  many  new  jobs. 

Our  recommendation  of  a  6.5-percent  increase  in  fiscal  year  1997 
support  in  the  NIH  is  the  investment  that  is  necessary  if  today's 
scientists  are  to  continue  to  make  these  discoveries  and  to  train  the 
scientists  of  tomorrow  that  will  ensure  the  maintenance  of  this 
leadership. 

Thank  you,  sir. 

[The  prepared  statement  follows:] 
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FEDERATION  OF  AMERICAN  SOCIETIES  FOR  EXPERIMENTAL  BIOLOGY 
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Mr.  Chairman.  I  am  Dr.  Ralph  A.  Bradshaw,  professor  of  Biological  Chemistry  at  the  University  of 
California,  Irvine.  I  appear  before  you  today  as  President  of  the  Federation  of  American  Societies  for 
Experimental  Biology,  an  organization  of  10  scientific  societies  and  some  44,000  members  who  perform 
biological  research  at  major  universities,  government  laboratories  and  research  institutes  throughout  the  U.S. 
First,  let  me  commend  the  Chairman  and  members  of  this  Subcommittee  for  your  splendid  leadership  in 
providing  full-year  funding  for  NIH  in  fiscal  1996  with  an  appropriations  increase  of  5.7%.  Your  actions 
have  made  it  clear  that  Congress  and  the  American  people  believe  that  NIH  is  uniquely  important  and  that 
biomedical  research  is  a  major  national  priority.  We  of  the  biomedical  research  community  are  grateful  for 
your  sound  judgment  and  foresight. 

NIH  is  the  principal  biomedical  research  agency  of  the  federal  government  and  the  world's  leading 
biomedical  research  organization.  It  is  estimated  that  in  the  50  years  since  the  end  of  World  War  II,  more 
than  90%  of  the  revolutionary  advances  in  medical  research  have  resulted  from  NIH  funding.  NIH  supports 
over  60%  of  the  health  research  performed  in  colleges  and  universities  throughout  the  United  States,  and  by 
providing  the  resources  to  conduct  this  research,  NIH  has  created  an  era  of  unprecedented  opportunity  for 
scientific  advances.  Continued  support  for  these  efforts  can  only  result  in  further  scientific  advances, 
opportunities  for  improved  health,  and  economic  benefits  to  society. 

For  fiscal  1997,  FASEB  recommends  that  NIH  receive  an  appropriation  of  S12.7  billion.  This 
is  a  6.5%  increase  over  the  funding  level  for  the  current  fiscal  year.  The  full  details  of  our  NIH 
recommendation  are  spelled  out  in  the  report  of  our  annual  funding  consensus  conference 
which  I  have  provided  to  the  Subcommittee. 

NIH  ACCOMPLISHMENTS 

Past  discoveries  in  basic,  untargeted  research  provide  the  means  for  future  benefits  from  biomedical 
applications.  Two  contemporary  examples  of  this  process  are  the  drugs  for  treating  AIDS  and  the  tests  for 
screening  blood  for  HIV.  Both  resulted  from  a  solid  foundation  of  research  performed  more  than  20  years 
ago.  even  before  HIV  had  been  identified  and  AIDS  had  emerged.  The  ability  to  screen  blood  for  HIV  that 
was  possible  restored  the  safety  of  blood  used  for  transfusions  in  record  time  and  thus  saved  innumerable 
lives. 

In  FY  1995.  NIH-funded  scientists  working  in  laboratories  across  the  nation  made  significant  progress  in 
defining  fundamental  processes  underlying  many  serious  diseases.  This  research  will  continue  to  contribute 
to  prevention,  early  detection,  and  treatment  of  illness,  and  will  result  in  better  health  and  reduced  health 
care  costs  in  the  future.  Examples  of  these  discoveries  include: 

*  The  identification  of  human  genes  that  predispose  persons  to,  or  may  play  an  active  role  in,  the 
development  of  breast  and/or  colon  cancer. 
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*  The  discovery  of  mutations  in  genes  that  suppress  the  emergence  of  tumors  in  patients  with  several  types 
of  cancers  such  as  malignant  melanoma  (the  most  common  form  of  skin  cancer)  and  non-inherited  kidney 
tumors. 


*  The  development  of  a  mouse  model  of  amyotrophic  lateral  sclerosis  (Lou  Gehrig's  Disease). 

*  The  identification  of  a  gene  associated  with  obesity  that  will  lead  to  better  understanding  of  this  condition 
and  to  the  development  of  appropriate  methods  for  dietary  and  genetic  intervention. 

*  The  improved  understanding  of  the  risk  factors  that  predispose  individuals  for  development  of 
cardiovascular,  pulmonary,  and  blood  diseases  across  the  life  span. 

In  addition  to  its  scientific  and  medical  accomplishments,  the  NIH  remains  a  major  contributor  to  the 
national  economy  in  every  state.  Counting  the  secondary  benefits  of  its  various  expenditures,  the  economic 
benefits  of  the  NIH  are  estimated  to  be  at  least  $44.6  billion  in  gross  output  (sales),  $17.9  billion  in 
employee  income,  and  to  provide  over  726,000  jobs.  NIH-sponsored  research  promotes  the  development  of 
new  industries  (e.g.  biotechnology)  as  well  as  sustaining  established  ones,  such  as  pharmaceuticals,  and 
provides  a  part  of  the  scientific  foundation  for  the  critical  technologies  and  new  industries  of  the  next 
century. 


NIH  OPERATIONS 


NIH  is  an  extremely  successful  federal  agency.  Its  achievements  are  made  possible  by  a  system  that  uses 
excellence  in  science  as  its  chief  criterion  for  awarding  public  funds.  During  a  period  when  funding  has  been 
level  (in  constant  dollars),  maintaining  this  tradition  of  excellence  and  responding  to  new  demands  has 
required  careful  management  and  critical  review  of  programs  and  policies.  In  recent  years,  under  the 
leadership  of  Dr.  Harold  Varmus  and  his  team  of  administrators,  NIH  has  taken  several  important  steps 
(including  revamping  external  review  panels  and  initiating  other  reinvention  experiments)  to  insure  quality 
and  improve  the  operation  of  its  programs.  It  is  in  the  spirit  of  these  efforts  that  FASEB  offers  a  number  of 
policy  recommendations. 

Importance  of  Increased  Funding 

In  FY  1995  budgetary  constraints  allowed  NIH  to  fund  only  one  in  every  seven  approved  grant  applications. 
This  situation  has  restricted  the  entry  of  newly  trained  scientists  into  independent  positions  and  threatens  our 
long-standing  investment  in  established  programs,  thus  impeding  our  scientific  progress  at  a  time  when 
opportunities  for  advancement  are  greater  than  at  any  time  in  history.  NIH  is  currently  investigating 
mechanisms  to  increase  the  number  of  funded  investigators  in  order  to  maintain  momentum  during  this  era 
of  rapid  progress  in  medical  research.  In  this  regard: 

*  FASEB  urges  that  the  success  rate  for  new,  investigator-initiated  research  project  awards  be  raised  from 
the  current  level  (17.6%  in  FY  1995)  to  30%.  At  least  one-third  of  the  NIH  grant  applications  are  extremely 
meritorious,  and  not  to  fund  them  means  missed  opportunities  for  progress. 
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NIH  is  considering  proposals  for  partial  funding  of  grants,  capping  the  amount  of  awards,  and  restricting 
multiple  awards.  Supporters  of  such  measures  must  recognize,  as  NIH  does,  that  the  savings  realized  from 
such  restrictions  will  be  modest  and  could  hinder  progress  of  some  successful  research  programs.  The  most 
desirable  and  efficient  means  to  ensure  continuation  and  growth  of  high  quality  research  is  to  increase 
available  funds.  Additional  funding  for  investigator-initiated  research  -  through  appropriate  and  consistent 
increases  in  the  NIH  budget  and  reprioritization  by  the  NIH  —  will  lead  to  continued  progress  in  medical 
science  and  human  health. 

Competitive  Review  Recommendations 

NIH  allocates  federal  funds  for  biomedical  research  by  a  highly  competitive  review  process  in  which 
scientific  excellence  is  assessed  by  panels  of  expert  scientists  from  medical  schools,  hospitals,  universities, 
research  institutes,  and  industry.  Competitive  merit  review  guarantees  that  NIH  supports  only  the  highest 
quality  research.  Recognizing  both  the  rapidly  expanding  opportunities  for  medical  progress  and  the  limited 
availability  of  research  support,  NIH  is  examining  all  aspects  of  its  merit  review  system  to  refine  further  its 
quality  and  efficiency.  Merit  review  was  a  central  topic  of  last  year's  NIH  Reinvention  Roundtable,  and  was 
the  focus  of  two  working  groups  whose  reports  were  recently  released.  FASEB  strongly  supports  ongoing 
NIH  efforts  in  this  direction,  and  specifically  endorses  several  proposed  changes  in  NIH  policies  and 
procedures: 

*  NIH  should  require  innovation  and  creativity  to  become  explicit  evaluation  criteria  in  the  review  process. 
One  approach,  for  example,  is  to  increase  the  weight  given  to  specific  review  criteria  such  as  significance, 
technical  and  conceptual  creativity,  prior  productivity  in  scoring  grant  proposals,  and  feasibility. 

*  NIH  should  establish  a  central  Peer  Review  Oversight  Group  to  develop,  coordinate  and  monitor  the  NIH 
Merit  Review  processes  and  policies  for  all  extramural  funding. 

*  There  should  be  periodic  review  of  the  areas  covered  by  panels  charged  with  executing  reviews,  i.e.,  Initial 
Review  Groups  (IRGs),  to  ensure  responsiveness  to  the  emergence  of  entirely  new  areas  of  research. 

*  NIH  should  continue  its  program  of  "at  large"  IRG  members  that  brings  experienced  senior  scientists  back 
into  the  review  process,  exploiting  their  broad  scientific  perspective  and  expertise,  and  giving  better  balance 
to  panels  with  respect  to  age  and  accomplishment. 

Funding  Mechanisms 

FASEB  believes  that  NIH  should  continue  to  assign  investigator-initiated  research  the  highest  priority 
among  its  funding  mechanisms,  as  it  is  the  single  most  effective  mechanism  for  generating  innovative 
breakthroughs  in  the  biomedical  sciences.  Although  it  is  appropriate  for  other  funding  mechanisms,  such  as 
Requests  for  Applications,  to  be  initiated  by  NIH  in  response  to  a  Congressional  directive  or  an  institute's 
desire  to  advance  an  area  of  science  related  to  its  mission,  their  expanded  development  may  threaten  the 
unsolicited,  individual  investigator  grant  mechanism.  The  use  of  RFAs  has  increased  over  the  past  decade 
from  5.7%  of  the  NIH's  budget  in  FY  1986  to  14.9%  in  FY  1995.  In  FY  1994,  over  20%  of  new  and 
competing  grants  (ROls)  were  awarded  in  response  to  RFAs.  At  the  same  time,  there  has  been  a 
corresponding  decline  in  the  success  rates  of  unsolicited  investigator-initiated  research  grant  applications. 
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FASEB  is  concerned  that  RFAs  may  not  provide  the  most  effective  or  efficient  means  for  promoting  and 
supporting  new  research.  A  better  approach  may  be  for  NIH  to  indicate  areas  of  special  priority  by  issuing 
Program  Announcements.  These  Program  Announcements  could  remain  in  place  for  a  minimum  period  of 
two  years.  We  believe  they  could  attract  new  investigators,  giving  them  time  to  develop  preliminary  data 
required  for  a  competitive  application. 

NIH  also  solicits  research  and  development  (R&D)  contracts  through  Requests  for  Proposals  (RFPs)  when  a 
definite  product  or  outcome  can  be  specified.  In  FY  1994,  NIH  issued  1,270  R&D  contracts  for  a  total  of 
$754.6  million.  This  represents  6.9%  of  the  total  NIH  budget.  FASEB  recommends  that,  given  current  fiscal 
constraints.  NIH  should  make  cautious  use  of  RFP's  and  the  contract  mechanism. 


Small  Business  Set-Aside  Programs 

Fixed  percentages  of  the  NIH  extramural  budget  are  reserved  by  law  for  two  small  business  set-aside 
programs:  Small  Business  Innovation  Research  (SBIR)  and  Small  Business  Technology  Transfer  (STTR). 
SBIR  awards  fund  research  projects  with  potential  commercial  applications.  STTR  supports  cooperative 
research  between  small  businesses  and  research  institutions,  on  projects  with  potential  commercial 
applications.  Currently,  NIH  is  required  to  award  2.0%  of  its  extramural  budget  as  SBIR  grants.  In  FY  1995, 
the  NIH  budget  for  SBIR/STTR  grants  and  contracts  was  $182.9  million.  Rapid  growth  of  the  programs  in 
recent  years,  combined  with  the  requirement  that  NIH  must  award  these  funds,  has  resulted  in  the  funding 
of  many  proposals  with  poor  priority  scores.  Two  separate  studies  raised  concerns  about  the  rapid  expansion 
of  the  SBIR  program  at  the  NIH  and  the  ability  of  the  SBIR  program  to  make  effective  use  of  mandated 
funding  increases. 

The  mandated  set-aside  for  the  SBIR  program  is  scheduled  to  increase  from  2.0%  to  2.5%  in  FY  1997.  At 
current  funding  levels,  approximately  $46  million  in  additional  funds  would  have  to  be  set  aside  in  the  NIH 
budget  for  this  program.  FASEB  believes  that  in  FY  97  the  SBIR  share  of  NIH's  research  portfolio  should 
not  be  required  to  increase  to  2.5%  of  NIH's  extramural  budget,  but  should  be  held  to  2.0%  until  questions 
about  the  merits  of  this  program  are  addressed.  In  addition,  Congress  should  insist  that  NIH  impose  the  same 
high  standards  of  quality  for  funding  SBIRs  as  for  ROls.  And  it  should  relieve  NIH  of  the  obligation  to 
award  a  fixed  percentage  of  its  extramural  budget  for  SBIR  grants. 

OTHER  IMPORTANT  PROGRAMS 

The  Shared  Instrumentation  Program:  Since  1982.  NIH  has  supported  the  cost-effective  sharing  of 
state-of-the-art  instruments  through  its  Biomedical  Research  Support  Shared  Instrumentation  Grant 
Program.  Funding  levels  for  this  important  program  were  reduced  substantially  in  1992  when  the  allocated 
amount  for  the  program  dropped  from  $32.5  million  to  $8.7  million.  Adjusting  for  inflation,  there  has  been 
no  growth  in  this  program  since  that  time.  In  order  to  return  this  program  to  the  pre- 1992  level  of  funding, 
FASEB  recommends  that: 

*  Funding  for  the  shared  instrumentation  program  be  increased  by  $10  million  to  a  level  of  $30.6  million. 
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Medical  Scientist  Training  Program  (AfSTP).  Since  the  1970's,  there  has  been  a  steady  decline  in  the 
number  of  physicians  who  elect  research  careers.  The  physician  who  has  a  background  in  both  medicine  and 
research  is  well  equipped  to  forge  the  link  from  discovery  in  the  laboratory  to  application  at  the  bedside. 
With  the  current  increase  of  advances  stemming  from  technology  based  in  molecular  biology,  individuals 
with  M.D./Ph.D.  degrees  are  well  able  to  translate  these  discoveries  into  clinical  usefulness.  FASEB 
concurs  with  the  recent  Institute  of  Medicine  Study  recommending  an  expansion  of  the  MST  program.  We 
propose  that: 

*  The  MST  program  should  be  expanded,  increasing  the  number  of  trainees  from  840  to  1,000  by  adding  50 
positions  yearly,  provided  that  this  increase  is  not  at  the  expense  of  investigator-initiated  research  grants. 

FASEB  also  urges  that  the  number  of  National  Research  Service  Award  trainees  and  fellows  be  maintained 
at  current  levels  to  ensure  the  nation  can  meet  its  future  needs  for  trained  scientists.  Current  stipend  levels 
for  NIH  trainees  and  fellows  are  inadequate  to  preserve  the  quality  and  effectiveness  of  these  programs. 
Consistent  with  the  recommendation  of  the  two  preceding  FASEB  consensus  conferences  on  federal 
research  funding,  FASEB  recommends  that: 

*  Stipend  levels  of  predoctorals  and  postdoctorals  be  increased  by  $2,000  from  their  present  levels  of 
SI 0.008  and  $19,608,  respectively,  provided  that  this  increase  does  not  compromise  the  total  number  of 
trainees  and  is  not  accomplished  at  the  expense  of  investigator-initiated  R01  grants. 

I  also  invite  the  Subcommittee's  attention  to  other  parts  of  our  funding  report  which  makes 
recommendations  on  the  need  to  contain  tuition  costs  in  graduate  education,  to  expand  minority  training 
programs  and  to  improve  public  awareness  of  NIH-supported  research  accomplishments. 

FUNDING  RECOMMENDATIONS 

NIH  is  a  government  program  that  works.  This  nation's  investment  in  NIH-sponsored  basic  and  applied 
biomedical  research  has  encouraged  talented  young  men  and  women  throughout  this  country  to  undertake 
careers  in  biomedical  research.  Their  efforts  have  paid  truly  impressive  dividends  in  every  sector  of 
American  life.  They  have  made  the  United  States  the  world's  leader  in  medicine,  biotechnology, 
pharmaceuticals,  and  instruments  for  life  sciences  research;  and  they  have  made  American  universities  the 
world  standard  of  excellence  in  life  sciences  and  medical  education.  Continued  investment  is  needed  if 
today's  scientists  are  to  train  the  scientists  of  tomorrow. 

To  assure  continued  leadership  in  this  field,  however,  we  require  continued  federal  investment  in 
fundamental  research.  As  this  Subcommittee  has  so  clearly  and  commendably  recognized,  increased 
investment  in  the  NIH  is  both  justified  and  prudent.  Therefore,  FASEB  recommends  an  increase  of  6.5% 
in  the  NIH  budget  for  FY  1997,  bringing  total  funding  to  S12.7  billion.  Investment  at  this  level  will 
allow  biomedical  scientists  to  build  on  their  enviable  record  of  achievement  for  the  benefit  of  all  Americans 
and  will  provide  continued  opportunity  for  the  best  and  brightest  young  men  and  women  to  enter  this  rapidly 
expanding  field.  Mr.  Chairman,  that  completes  my  statement.  I  will  be  pleased  to  answer  the  Subcommittee's 
questions. 
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Mr.  Porter.  Dr.  Bradshaw,  thank  you  for  your  testimony.  I 
might  say  on  the  SBIR  and  the  other  set  aside  program  that  we 
agree  with  you.  We  attempted  to  have  the  authorizing  committee 
give  us  a  sign  off  on  changes  there  and  could  not  obtain  that,  and 
I  suggest  that  all  of  us  talk  to  Jan  Meyers,  who  is  the  Chairman 
of  the  Small  Business  Committee,  and  see  if  we  can't  get  agree- 
ment this  year  on  it  because  it  ought  to  meet  the  same  standards, 
obviously. 

Dr.  Bradshaw.  Your  advice  is  well  noted. 

Mr.  Porter.  Thank  you  very  much  for  your  testimony  today. 

Dr.  Bradshaw.  Thank  you,  sir. 


Wednesday,  March  6,  1996. 

WITNESS 

GENEVIEVE  JACKSON,  NAVAJO  NATION 

Mr.  Porter.  Ms.  Genevieve  Jackson,  the  Chair  of  the  Health  and 
Social  Services  Committee  of  the  Navajo  Nation  Council,  represent- 
ing the  Navajo  Nation. 

Ms.  Jackson,  welcome. 

Ms.  Jackson.  Thank  you,  Mr.  Chairman.  I  need  to  take  my 
glasses  off.  I  can't  see  you  but  I  need  to  see  my  statement. 

Thank  you,  Mr.  Chairman,  and  members  of  the  subcommittee. 
I'm  Genevieve  Jackson,  Chairwoman  of  the  Health  and  Social  Serv- 
ices Committee  of  the  Navajo  Nation  Council,  which  is  America's 
largest  reservation  based  Indian  nation. 

I  appreciate  the  opportunity  to  testify.  I  would  like  to  introduce 
at  this  time  other  members  of  the  Health  and  Social  Services  Com- 
mittee, and  they  are  the  Honorable  Councilwoman  Anne  Deschane 
and  the  Honorable  Councilwoman  Marlene  Thomas,  the  Honorable 
Councilman  who  is  also  vice-chair  of  the  committee,  Mr.  James 
Bilegoda,  and  Councilman  Larry  Beck.  Those  are  the  committee 
members  who  are  here  with  me  today. 

At  the  outset,  I  want  to  thank  the  Chairman,  as  well  as  the  sub- 
committee members,  for  your  leadership  and  attention  to  Navajo 
concerns  and  needs  over  the  years.  Just  as  you  are  doing  here  in 
Washington,  we  are  working  hard  to  maximize  the  limited  Federal 
resources  that  the  Navajo  Nation  receives.  However,  we  are  very 
concerned  that  this  year's  budget  will  adversely  affect  our  Navajo 
children  and  elderly,  and  jeopardize  limited  educational  employ- 
ment and  training  opportunities  necessary  for  our  Navajo  people  to 
become  self-sustaining.  Nothing  is  more  basic,  yet  more  essential, 
to  empowering  people  than  having  a  job.  Nothing  is  more  basic,  yet 
more  essential,  to  empowering  tribal  governments  along  our  chosen 
path  of  self-determination  and  self-governance  than  a  development 
of  self-sustaining  reservation  economies.  And,  yet,  while  unemploy- 
ment in  America  averages  5.8  percent,  the  unemployment  rate  on 
the  Navajo  Nation  averages  38  to  50  percent. 

Depending  on  the  season,  over  56  percent  of  the  Navajo  people 
live  in  poverty.  The  Navajo  people  average  just  $4,106  in  annual 
per  capita  income.  Why  is  it,  despite  the  friendship  of  this  sub- 
committee and  others  in  Congress  on  both  sides  of  the  aisle,  that 
these  circumstances  persist  year  after  year,  generation  after  gen- 
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eration?  Though  there  are  several  contributing  explanations, 
among  them  the  growing  problem  of  double  taxation  by  the  states, 
there  is,  I  believe,  one  consistent  answer  across  Indian  country: 
massive  infrastructure  deficiencies.  Not  in  the  most  destitute  non- 
Indian  rural  areas,  nor  in  the  most  decayed  urban  inner  cities,  nor 
in  the  Third  World  countries  to  which  the  U.S.  provides  generous 
foreign  aid  can  you  find  infrastructure  shortfalls  rivaling  those  on 
Indian  reservations. 

For  example,  77  percent  of  Navajo  homes  lack  plumbing;  72  per- 
cent lack  adequate  kitchen  facilities,  and  76  percent  lack  telephone 
service.  Though  we  are  slightly  largely  than  West  Virginia,  the 
Navajo  Nation  has  only  2,000  miles  of  paved  roads  compared  to 
West  Virginia's  18,000  miles.  Though  we  are  largely  than  the 
States  of  Connecticut,  Delaware,  Maryland,  Massachusetts  and 
Rhode  Island  combined,  until  recently  we  had  just  three  banking 
facilities  within  the  Navajo  Nation. 

What  this  points  out  is  an  extraordinary  need  to  rectify  these 
shortfalls  that  continually  undercut  our  efforts  to  attract  new  busi- 
nesses and  jobs.  We  are  working  hard  on  new  approaches  our- 
selves. For  example,  the  Navajo  Nation  led  the  fight  with  biparti- 
san Congressional  support  for  the  innovative  Indian  investment 
and  employment  tax  incentives  adopted  in  1993.  Those  first  ever 
reservation-based  incentives  looked  to  the  private  sector  rather 
than  government  for  economic  development,  but  those  incentives 
only  helped  to  mitigate,  not  eliminate  the  high  non-wage  costs  re- 
sulting from  our  lack  of  infrastructure.  That  is  why  we  need  your 
help. 

Another  example  is  affordable  child  care  and  long-term  care  fa- 
cilities on  the  reservation.  Working  parents,  most  notably  single 
parents,  which  are  often  mothers,  and  families  are  often  burdened 
with  child  care  needs  and  adult  day  care  matters.  The  Bureau  of 
Indian  Affairs  cannot  assist  us  in  providing  these  services,  as  it  is 
already  receiving  funding  reductions. 

Last  year's  funding  cuts  to  BIA's  travel  priority  allocations  se- 
verely impacted  the  ability  of  Indian  tribes  to  provide  basic  and  es- 
sential governmental  services  to  our  citizens.  We  are  asking  that 
the  Navajo  Nation  not  be  disproportionately  impacted  as  it  will  ad- 
versely impact  our  children  and  elders.  We  are  beginning  to  feel 
the  budget  cuts  in  many  services.  In  the  interim,  we  will  continue 
to  request  your  assistance  project  by  project  and  program  by  pro- 
gram for  our  vital  needs. 

Some  critically  needed  resources  for  fiscal  year  1997  are  high- 
lighted in  my  written  statement  in  areas  such  as  health,  social 
services,  education  and  elderly  programs.  Let  me  just  enumerate 
very  briefly: 

Under  the  Department  of  Labor  we  have  submitted  a  statement 
concerning  the  Senior  Communities  Services  Employment,  the 
Mine  Safety  Health  Administration,  the  Job  Training  Partnership 
Act,  Section  401  Title  4(a)  and  Title  2(b),  the  impact  of  the  rescis- 
sions of  H.R.  1158. 

Under  the  Department  of  Health  and  Human  Services  we  have 
submitted  statements  on  the  heat  program,  the  Foster  Grand- 
parent Program,  the  Senior  Citizens  Centers,  the  Riot  Care  Reau- 
thorization Act  and  the  Communities  Services  Block  Grant. 
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Under  the  Department  of  Education  we  have  submitted  language 
for  impact  aid,  the  Title  VII  Bilingual  Education,  Special  Education 
Individuals  With  Disabilities  Education  Act,  and  also  the  Carl  Per- 
kins Act,  which  is  very  necessary  in  funding  our  Institute  of  Tech- 
nology, which  is  located  in  Crown  Point  on  the  Navajo  Nation. 

The  detailed  statement  has  been  submitted  for  this  honorable 
subcommittee's  attention,  but  for  the  long-run  what  is  needed  is  a 
marshaling  of  available  Federal  resources  government-wide  so  that 
infrastructure  deficiencies  can  be  addressed  in  a  comprehensive  in- 
tegrated fashion  rather  than  in  the  traditional  piecemeal  approach 
that  has  not  achieved  the  desired  results. 

Therefore,  I  respectfully  request  that  you  consider  the  wisdom  of 
redirecting  resources  from  beneficiaries  that  have  long  since  real- 
ized the  purpose  that  those  programs  were  designed  to  achieve  so 
that  those  scarce  resources  can  instead  be  invested  in  areas  like 
the  Navajo  Nation  and  other  Indian  reservations  where  the  critical 
human  needs  are  not  and  cannot  be  subject  to  question.  Resolving 
our  infrastructure  shortfalls  through  such  targeted  redirection  of 
resources  is  the  key  to  enhancing  our  efforts  to  develop  self-sus- 
taining reservation  economies  consistent  with  self-determination 
and  self-governance.  Invest  now  in  a  meaningful  way  and  there 
will  be  dividends  in  the  future  in  terms  of  jobs  and  self-sustaining 
economies  on  Indian  reservations,  which  is  the  best  manner  to  re- 
duce dependency  on  Federal  funding. 

Thank  you  very  much  for  honoring  and  giving  the  Navajo  Nation 
this  opportunity  to  testify  before  you. 

[The  prepared  statement  follows:] 


24-311   96  -  28 


864 


Written  Statement  of  the  Navajo  Nation 
Presented  to  the 
House  Appropriations  Committee's 
Subcommittee  on  Labor,  Health  and  Human  Services, 
Education,  and  Related  Agencies 
on 

March  6,  1996 

INTRODUCTION 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Genevieve  Jackson,  Chairperson  of  the  Health  and  Sociai 
Services  Committee  of  the  Navajo  Nation  Council,  and  on  behalf  of  the  Navajo  Nation  appreciates  the  opportunity 
to  present  the  Navajo  Nation's  views  and  recommendations  regarding  Fiscal  Year  (FY)  1997  Appropriations  for 
the  Departments  of  Labor,  Health  and  Human  Services,  and  Education  and  Related  Agencies.  This  statement 
highlights  several  of  the  Navajo  Nation's  priorities  for  FY  97  appropriations 

At  the  outset,  the  Navajo  Nation  appreciates  your  attention  to  the  Navajo  Nation's  needs  in  the  past  years.  We 
look  forward  to  continuing  our  good  working  relationship  with  the  Subcommittee. 

Toward  that  end,  the  Navajo  Nation  takes  very  seriously  the  efforts  here  in  Washington  to  "reinvent"  the 
responsiveness  of  the  Federal  government  to  the  needs  of  all  Americans.  Indeed,  the  Hale-Atcitty  Administration 
is  working  to  reinvent  the  Navajo  Nation  government  through  "local  empowerment"  Based  on  traditional  Navajo 
teaching,  local  empowerment  would  return  the  1 10  local  chapters,  or  units  of  local  Navajo  government,  the 
authority  to  identify  the  problems,  solutions,  and  priorities  of  their  own  communities.  Successful  implementation 
of-this  initiative  requires  creativity  and  adequate  resources,  and  our  funding  requests,  therefore,  reflect  the  local 
empowerment  priorities  of  our  administration. 

THh  NAVAJO  NATION 

Spanning  Arizona,  New  Mexico  and  Utah,  the  Navajo  Nation  encompasses  17.5  million  acres  -  one-third  of  all 
Indian  lands  in  the  lower  48  states  —  and  is  larger  than  Connecticut,  Delaware,  Maryland,  Massachusetts  and 
Rhode  Island.  Unlike  those  states,  however,  the  Navajo  Nation  is  home  to  the  poorest  of  America's  rural  poor. 
While  the  average  unemployment  in  America  today  is  5%,  the  unemployment  rate  in  the  Navajo  Nation  averages 
38%  to  509c,  depending  on  the  season.  Over  56%  of  the  Navajo  people  live  in  poverty.  Per  capita  income 
averages  S4.106,  less  than  1/3  of  that  in  the  surrounding  states.  Only  a  very  few  Navajos  enjoy  certain  "luxuries" 
that  are  taken  for  granted  elsewhere  in  the  United  States  -  77%  of  Navajo  homes  lack  plumbing,  72%  lack 
adequate  kitchen  facilities,  and  76%  lack  telephone  service.  Though  the  Navajo  Nation  is  slightly  larger  than 
West  Virginia,  our  2,000  miles  of  paved  roads  compares  to  barely  1 1%  of  West  Virginia's  18,000  miles.  Until 
recently,  we  had  just  three  banking  facilities  within  our  entire  28,500  square  mile  area. 

Ironically,  Mr.  Chairman,  the  Navajo  Nation  is  perceived  as  one  of  the  more  prosperous  of  Indian  tribes. 
Tragically,  these  types  of  living  conditions  are  mirrored  at  hundreds  of  other  Indian  reservations  throughout  the 
United  States  with  the  nationwide  Indian  reservation  unemployment  rate  averaging  56%,  As  provided  in  a 

statement  to  the  Ways  and  Means  Committee: 

[Tjhe  economic  deprivation  characteristic  of  Indian  reservation  and  their  inhabitants  is  unique 
within  the  United  States  borders,  and  should  be  viewed  —  with  considerable  alarm  and  discomfort 
—  as  an  embarrassment  to  all  Americans. 

If  you  are  born  an  Indian,  and  you  desire  to  remain  on  your  reservation  to  live  with  your  family 
and  contribute  to  your  community,  you  have  less  than  a  50%  chance  of  finding  employment.  This 
is  a  shameful,  counterproductive  set  of  circumstances  that  must  be  recognized  immediately, 
addressed  expeditiously,  and  resolved  before  the  turn  of  the  20th  Century  for  the  people  who  have 
inhabited  this  land  for  centuries  past 
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Accordingly,  Mr.  Chairman,  I  necessarily  focus  my  testimony  on  several  of  the  Navajo  Nation's  specific  requests 
for  FY  97  funding  for  critically-needed  projects.  But  in  a  larger  sense,  I  respectfully  urge  the  Appropriations 
Committee  to  "reinvent"  its  own  approach  to  Indian  country  as  an  alternative  to  chipping  away  year-after-year, 
generation-after-generation  in  a  piecemeal  approach  that  has  yet  to  achieve  the  desired  results.  Instead,  why  not 
address  Indian  country's  economic  deprivation  by  marshalling  available  federal  resources  in  a  dramatic, 
comprehensive,  govemment-wide  effort  that  can  at  least  rectify  the  massive  infrastructure  deficiencies  that  prevent 
us  from  competing  on  a  level  playing  field  against  even  the  most  economically-distressed  non-Indian 
communities. 

In  other  words,  why  not  creatively  reinvent  this  Committee's  approach  by  redirecting,  government-wide,  federal 
resources  and  programs  from  those  beneficiaries  that  have  long  since  realized  the  purpose  that  those  federal 
programs  were  designed  to  achieve,  so  that  those  scarce  resources  can  be  aggressively  targeted  and  invested  in 
areas,  like  the  Navajo  Nation,  where  they  are  really  needed.  Resolving  our  infrastructure  shortfalls,  through  such 
redirection  of  federal  resources,  is  perhaps  they  key  component  necessary  to  enhance  tribal  leaders'  efforts  to 
develop  self-sustaining  reservation  economics  consistent  with  self-determination  and  self-governance. 

NAVAJO  NATION'S  FY  1997  APPROPRIATION  REQUEST 

The  Navajo  Nation  request  funding  for  the  following  high  priority  programs.  There  are  additional  projects  and 
programs  which  the  Navajo  Nation  would  like  to  discuss  with  the  Subcommittee;  however,  today  we  are  merely 
presenting  highlights  of  our  overall  requests: 


Department  of  Labor 

Senior  Community  Services  Employment 

The  Navajo  Nation  requests  $154,000  to  employ  23  eligible  senior  citizens  residing  in  the  New  Mexico  and  Utah 
portion  of  the  Navajo  Nation.  Currently,  in  Arizona  25  Navajo  elders  participate  in  the  employment  and  training 
program,  but  a  $30,000  funding  cut  threatens  to  eliminate  6  positions,  retaining  only  19  positions.  Our  request 
would  retain  the  proposed  elimination  of  the  6  positions  and  provide  positions  in  New  Mexico  and  Utah  portion  of 
the  Navajo  reservation.  Plus  cover  travel  expenses.  The  Navajo  Nation  currently  subcontracts  25-positions 
through  the  State  of  AZ. 

Mine  Safety  and  Health  Administration  (MSHA) 
The  Navajo  Nation  requests  $30,000  for  the  Navajo  Nation  Mine  Safety  Program.  This  program  provides 
health  and  safety  training  to  Navajo  miners  so  that  they  will  be  able  to  recognize  potential  hazards  in  their  work 
place.  The  Navajo  Nation  Mine  Safety  Program  provides  training  materials  in  the  Navajo  language  and  works 
closely  with  union  representatives,  mine  management,  and  MSHA  for  reducing/eliminating  mine  related  accidents. 
Additionally  these  monies  will  be  used  for  conducting  safety  inspections  of  coal  mine  and  sand  and  gravel 
operations. 

Job  Training  Partnership  Act  (JTPA) 

Job  Training  Partnership  Act  (JTPA)  services  are  provided  to  the  Navajo  Nation  via  three  states  which  span  the 
Nation's  territory:  Arizona,  New  Mexico,  and  Utah.  Two  of  these  states,  Arizona  and  New  Mexico  currently  have 
Navajo  Tribe  Service  Delivery  Areas  (SDA's)  which  serve  the  Navajo  population  exclusively.  Each  maintains 
separate  Private  Industry  Councils  and  responds  to  two  different  State  Administrative  Entities.  Utah  reaches  its 
Navajo  population  (considerably  smaller  relative  to  Arizona  and  New  Mexico)  through  an  existing,  but  not 
exclusively  Navajo  area,  SDA.  Each  of  these  three  states  reports  to  separate  U.S.  Department  of  Labor  (DOL) 
regions.  Such  structure  is  a  great  hinderance  to  the  Navajo  Nation  in  terms  of  efficiency,  effectiveness,  and 
maximum  use  of  available  resources. 

The  Navajo  Nation  requests  the  multi-funded  program  to  be  referred  to  and  addressed  as  a  state  and  funded 
directly  from  the  U.S.  DOL.  A  New  Mexico,  Utah,  and  Arizona  Tri-state  Memorandum  of  Understanding  can  be 
established  in  which  the  Navajo  Nation  will  be  recognized  as  one  state  providing  JTPA  services.  Currently,  the 
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Navajo  Nation  workforce  is  overwhelmed  with  excessive  paperwork  to  address  needs  of  the  grantors  and  not 
specifically  the  needs  of  the  program  participants.  We  recommend  the  establishment  of  a  Task  Force  at  the  Federal 
and  State  level.  This  task  force  is  to  work  jointly  with  the  Navajo  Nation  to  address  the  feasibility  of  creating  a 
single  service  delivery  area.  As  a  result,  the  Navajo  Nation  becomes  more  accountable,  effective  and  productive  in 
its  delivery  of  JTPA  services  with  less  grantor  paperwork  requirements. 

Section  401  Title  IV-A  and  Title  II-B 

It  is  the  purpose  of  this  Act  to  establish  programs  to  prepare  youth  and  adults  facing  serious  barriers  to 
employment  for  participation  in  the  labor  force  by  providing  job  training  and  other  services  that  will  result  in 
increased  employment  and  earnings,  increased  educational  and  occupational  skills,  and  decreased  welfare 
dependency,  thereby  improving  the  quality  of  the  work  force  and  enhancing  the  productivity  and  competitiveness 
of  the  Nation.  The  sum  of  $10,1 10,377  is  being  requested  which  will  serve  1,925  economically  disadvantaged 
youth  and  adults  with  basic  education  skills,  pre-employment,  work  maturity  skills,  job  specific  skills  in  addition 
to  wages  and  work  experience.  The  Navajo  Nation  population  count  has  increased  (18)  eighteen  fold  in  the  last 
127  years.  According  to  1990  census  data  the  median  age  for  the  Navajo  population  is  18.7  indicating  the  Navajo 
Nation  is  a  young  Nation  with  a  current  growth  rate  estimated  at  2.7% 

Impact  of  Rescissions  of  H.R.  1158 
The  Navajo  Nation  strongly  opposes  the  elimination  of  Title  II-B  and  Section  401  Title  IV-A  and  B,  as  proposed 
in  H.R.  1 158.  The  implications  of  this  proposed  budget  cut  are  to  eliminate  present  and  future  summer  youth 
programs  under  the  JTPA.  Programs  under  JTPA  serve  over  3,300  Navajo  participants  out  of  a  total  Navajo 
youth  population  of  32,000.  Nationally,  130  Indian  JTPA  summer  programs  will  be  eliminated  and  over  1 1,000 
Indian,  Native  Alaskan  and  Hawaiian  Native  youth  residing  on  Federally  and  State  recognized  reservations, 
villages  and  islands  will  be  affected. 

Department  of  Health  and  Human  Services 

Low  Income  Home  Energy  Assistance  Program  (LIHEAP) 

The  Navajo  Nation  requests  $888,950  for  LIHEAP.  The  funding  would  continue  to  provide  home  heating 
assistance  for  1,500  Navajo  families.  Also  continued  funding  for  Energy  Crisis  Intervention  services  and 
weatherization  assistance  would  provide  services  to  approximately  200  Navajo  families  and  500  Navajo  families, 
respectively.  Continued  funding  will  provide  access  and  services  to  basic  amenities  that  other  Americans  enjoy. 

Foster  Grandparent  Program 

The  Navajo  Nation  requests  $32,000  for  restoration  of  6  volunteer  positions  for  the  Navajo  Foster  Grandparent 
Program.  180  Navajo  elders  participate  in  the  program  to  remain  physically,  mentally,  socially  and  even 
academically  active  while  serving  over  4000  children  with  special  needs.  Foster  grandparents  work  at  the  day 
care,  hospitals,  headstart,  public  and  boarding  schools  and  with  the  Women,  Infant  and  Children  Programs 
assisting  with  child  care  needs.  Some  grandparents  are  advocating  prevention  messages  on  HTV/AIDS. 

Senior  Citizen  Center 

The  Navajo  Nation  has  a  total  request  for  $4.6  million  to  provide  services  under  Title  III  &  VII  of  the  Older 
Americans  Act  to  a  growing  population  of  Navajo  elders.  Currently,  the  Navajo  Nation  receives  a  small  amount 
of  funding  through  sub-contracting  with  the  states,  depending  on  the  program.  A  portion  of  the  funding  would  be 
used  to  provide  nutritional  services  (congregate  and  home-delivered  meals),  transportation  services  (doctor's 
appointments,  senior  citizen  centers),  and  support  services.  The  Navajo  Nation  is  currently  involved  in  promoting 
the  elder  rights  program  (Title  VU)  and  is  working  to  codify  a  Navajo  Nation  Elder  Rights  Code.  Furthermore, 
the  Navajo  Nation  does  not  receive  any  federal  funding  for  construction  of  senior  citizen  centers. 

HIV  Project  (Ryan  White  CARE  Reauthorization) 

The  Navajo  Nation  requests  $800,000  to  provide  accessible  HIV  primary  care  and  support  services  for 
American  Indians,  and  training  and  education  of  health  care  providers.  Currently,  the  Navajo  Nation  AIDS  Office 
is  the  only  American  Indian  nation  that  has  an  active  HIV/ AIDS  prevention  program.  It  receives  a  majority  of  its 
funding  from  Navajo  Nation  general  funds.  As  of  March  1995,  the  program  reported  that  59  individuals  received 
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HIV-related  health  care  from  Navajo  Area  Indian  Health  Service.  According  to  the  HIV/AIDS  Surveillance  Report 
published  by  Centers  for  Disease  Control  and  Prevention,  the  proportion  of  HIV  infection  among  Native 
American/ Alaska  Natives  has  remarkably  increased  from  731  to  1,202  cases.  Recent  studies  have  indicated  that 
prevalence  of  HIV  infection  among  Native  American/Alaska  Native  women  of  child  bearing  age  was  four  to  eight 
times  greater  when  compared  to  women  in  the  general  population. 

Community  Service  Block  Grant 

The  Navajo  Nation  request  $84,000  to  provide  education  on  nutrition  and  horticulture  methods,  emphasizing 
proper  diet  and  exercise  through  backyard  gardening.  Nutrition  education  includes  the  following:  food 
preservation  such  as  canning  fruits,  Jelly/jam,  salsa,  drying  or  freezing  fruits  and  proper  storage.  The  funding 
would  expand  the  program  to  selected  communities  with  a  primary  concentration  on  high-risk  individuals/families. 
The  program  serves  over  8,000  clients  annually. 

Department  of  Education 

We  remind  the  Subcommittee  that  the  federal  government  has  a  moral  and  legal  obligation  to  the  Navajo  Nation 
based  upon  the  trust  responsibility  and  treaty  provisions.  Current  changes  brought  forth  by  budget  cuts  and 
reductions  within  the  federal  government  impacts  upon  Navajo  sovereignty,  by  shifting  trust  responsibilities  of  the 
federal  government  to  state  govenments  and  reducing  federal  resources  and  diminishing  other  services.  The 
Indian  nations  do  not  have  a  trust  relationship  with  the  state  governments.  The  federal  government's  responsibility 
to  the  Navajo  people  must  be  adequately  funded.  The  chronic  underfunding  and  non-funding  of  federal  programs 
designed  to  provide  educational  facilities  and  services  negatively  impacts  the  Navajo  Nation.  Therefore,  the 
Navajo  Nation  requests  that  the  subcommittee  supports  full  funding  levels  for  all  Indian  education  programs. 

Impact  Aid 

Currently,  Impact  Aid  monies  are  allocated  to  educate  students  as  follows:  80%  for  students  residing  on  Indian 
reservations  and  America's  military  dependent  students,  10%  for  students  in  low  rent  housing  projects  and  5%  for 
federally  connected  children  of  special  education  needs.  Federal  Impact  Aid  affects  basic  educational  services  for 
more  than  200  public  schools  that  educate  Navajo  students.  An  "adequate"  funding  should  be  determined  by  a 
panel  of  experts  on  educational  funding  which  is  not  less  than  the  average  cost  across  the  nation.  Once  a  base 
amount  is  established  for  an  adequate  cost  to  educate  Indian  students,  it  should  be  tied  to  the  consumer  price  index 
and  adjusted  annually  for  inflation,  just  as  Social  Security. 

Impact  Aid  is  critical  to  school  districts  that  must  educate  students  from  tax  exempt  military  bases  and  American 
Indian  reservations.  The  Impact  Aid  funding  has  drastically  decreased  since  FY  1994  ($914  million  in  FY  1994  to 
$728  million  in  FY  1995).  The  Navajo  Nation  urges  increase  funding  for  Impact  Aid  to  enable  Indian  reservation 
based  schools  to  provide  and  maintain  basic  educational  services  to  Navajo  students  attending  public  schools. 

As  a  part  of  the  Republican's  alternative  budget  last  year,  it  was  proposed  to  abolish  Impact  Aid  altogether  over 
the  next  five  years.  The  Navajo  Nation  opposes  this  proposal  and  requests  that  all  FY'  97  funds  be  restored  to  FY 
1995  level  of  $728  million  and  no  further  cuts  be  imposed.  Funding  for  federal  Impact  Aid  should  be  forward 
funded. 

Title  VII  Bilingual  Education 

These  are  crisis  times  not  just  for  Navajo  Nation  but  for  all  other  language  groups  in  America.  The  Navajo  Nation 
supports  the  Clinton  Administration's  1996  request  for  the  full  $300  million.  Given  the  extent  of  budget  cuts, 
Congress  should  at  least  appropriate  what  they  appropriated  last  year:  $206.7  million.  The  Navajo  Nation  opposes 
the  English  Only  bill  presently  pending  before  Congress. 

Title  VII  monies  can  be  used  much  more  effectively  if  the  legally  dubois  "Special  Alternative  Instructional 
Program"  were  eliminated.  It  makes  no  sense  to  fund  mono-lingual  "English  Only"  programs  with  already 
inadequate  "bi-lingul"  funds.  Educationally,  such  programs  should  not  require  additional  teachers  to  teach  in 
English  Only;  the  school  should  be  providing  classroom  teachers  for  those  students  already. 
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Staff  and  professional  development  must  be  maintained  at  the  FY  1995  levels  ($25.1  million).  When  such  federal 
funding  comes  to  an  end,  a  cadre  of  well  trained  community  based  people  will  remain  available  locally  due  to  their 
training  received.  Staff  development  addressing  the  needs  of  the  school  and  community  must  be  maintained. 

Special  Education  Individuals  with  Disabilities  Education  Act  (IDEA) 

The  Navajo  Nation  Office  of  Special  Education  and  Rehabilitation  Services  (OSERS)  Early  Childhood 
Intervention  Program  provides  early  childhood  services  to  infants  and  toddlers  0-5  years  of  age  and  their  families. 
The  service  includes  child  find,  parent  training,  Native  Healing  Services,  Case  Management,  home  visits,  family 
support,  transportation,  referrals  and  follow  up  services. 

The  funding  is  allocated  from  the  U.S.  Department  of  Education  as  direct  flow  funding  from  the  Bureau  of  Indian 
Affairs,  as  authorized  under  Public  Law  102-1 19,  Individuals  with  Disabilities  Education  Act  (IDEA),  Part  H  and 
Part  B.  Project  period  is  July  to  September  of  each  year. 

The  Navajo  Nation  recommends  direct  funding  to  the  tribe,  instead  of  channeling  funds  through  the  Bureau  of 
Indian  Affairs  to  Indian  nations.  The  flow-through  fund  to  BIA  delays  services  to  early  childhood  clients  and  the 
Early  Childhood  Intervention  Program  activities. 

The  Navajo  Nation  also  recommends  that  the  U.S.  Department  of  Education  establish  Intergovernmental 
Agreements  with  the  Navajo  Nation  before  they  receive  their  Part  H  and  Part  B  funds  from  IDEA.  The 
cooperative  agreement  is  to  coordinate  with  the  state  agencies  to  provide  adequate  and  the  most  appropriate  early 
childhood  services  to  the  children  with  disabilities  and  their  families  on  the  Navajo  Nation.  The  cooperative 
agreement  will  also  provide  better  coordination  of  services  for  cost  sharing  for  early  childhood  services  to  children 
with  disabilities  and  to  provide  adequate  child  find,  referrals,  parent  training  and  other  services. 

Crownpoint  Institute  of  Technology  (CIT) 

Another  important  appropriations  issue  is  the  uncertain  future  of  the  Navajo  Nation's  vocational  technical 
postsecondary  institution,  the  Crownpoint  Institute  of  Technology  (CIT).  CIT  is  enabled  through  Tide  HI,  Part  H 
of  the  Carl  D.  Perkins  Vocational  Education  and  Applied  Technology  Act.  CIT  is  the  only  TribaJly  controlled 
postsecondary  institution  in  the  United  States  which  is  funded  for  its  base  operational  support  through  this  title. 
All  other  tribal  colleges  receive  their  base  operational  support  through  Interior  appropriations.  It  is  our 
understanding  that  both  the  House  and  Senate  recommended  funding  at  $2.9  million  for  Tide  DDE,  Part  H  for  Fiscal 
Year  1997.  In  order  to  ensure  a  stable  future  for  CIT,  it  is  essential  that  appropriations  language  direct  continued 
funding  for  the  base  operation  of  the  Crownpoint  Institute  of  Technology  under  a  continuation  of  institutional 
support  enabled  by  Tide  in,  Part  H  at  a  ievel  not  less  than  the  current  $2.9  million,  funding  that  goes  directly  to 
eligible  colleges.  We  also  urge  the  Committee  to  provide  language  in  this  Labor,  HHS,  Education  appropriation 
to  give  priority  in  funding  to  those  tribal  colleges  which  also  do  not  receive  their  base  operational  funding  from 
another  congressional  appropriations  subcommittee.  This  congressional  guidance  is  necessary  as  an  important 
step  towards  ensuring  that  all  Indian  students  receive  an  equal  educational  opportunity. 

CIT  has  for  six  years  maintained  retention  and  job  placement  rates  many  times  higher  than  the  national  average. 
We  believe  that  CIT  is  a  national  model  in  providing  relevant  training  programs  that  enable  Indian  students  to  gain 
certified  employment  skills,  improve  the  quality  of  their  lives,  become  taxpayers  and  leave  the  welfare  rolls.  The 
Navajo  Nation  urges  members  of  the  Committee  and  its  staff  to  visit  this  institution  and  observe  firsthand  the 
valuable  returns  on  the  investment  of  the  federal  Labor,  HHS,  Education  dollars. 

CONCLUSION 

The  Navajo  Nation  thanks  Chairman  and  the  Members  of  the  Subcommittee  for  their  leadership  and  support  of 
Indian  programs.  Detailed  justification  sheets  on  these  and  additional  projects  will  be  provided  to  the 
Subcommittee  staff  shortly. 
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Mr.  Porter.  Ms.  Jackson,  thank  you  very  much.  It  really  helps 
us  to  hear  your  viewpoint  and  to  know  some  of  the  really  very  dis- 
turbing statistics  that  youVe  cited  in  your  testimony,  and  we  very 
much  appreciate  your  coming  here  today.  It  helps  us  a  lot  and  we 
appreciate  your  coming  all  this  way  to  see  us. 

Thank  you. 


Wednesday,  March  6,  1996. 

WITNESS 

MICHAEL  D.  GERSHON,  M.D.,  AMERICAN  ASSOCIATION  OF  ANATO- 
MISTS 

Mr.  Porter.  Michael  D.  Gershon,  M.D.  Professor  and  Chair  of 
the  Department  of  Anatomy  and  Cell  Biology  at  Columbia  Univer- 
sity College  of  Physicians  and  Surgeons,  representing  the  American 
Association  of  Anatomists. 

Dr.  Gershon? 

Dr.  Gershon.  Thank  you,  Mr.  Chairman,  and  distinguished 
members  of  the  committee.  As  you  said,  I  am  Michael  Gershon, 
Professor  and  Chair  of  the  Department  of  Anatomy  at  Columbia 
University.  I  appreciate  the  occasion  to  testify  before  this  sub- 
committee on  the  fiscal  year  1997  appropriation  for  the  National 
Institute  of  Health.  I  do  so  as  President  of  the  American  Associa- 
tion of  Anatomists,  AAA,  a  society  with  a  membership  of  2,500  bio- 
medical scientists.  The  members  also  teach  at  American  medical 
schools  in  providing  instruction  in  cell  biology,  neurobiology  and 
human  development. 

Mr.  Chairman,  on  behalf  of  members  of  AAA,  I  would  like  to 
thank  you  for  the  support  and  direction  you  have  shown  on  behalf 
of  biomedical  research.  All  of  us  recognize  that  money  was  not 
plentiful  in  last  year's  appropriation  cycle,  and  we  greatly  appre- 
ciate your  recognition.  No  sign  of  recognition  could  be  more  mean- 
ingful than  the  generous  funding  we  received  at  such  a  difficult 
time. 

Before  I  highlight  our  specific  recommendations,  I  would  like  to 
point  out  that  our  cause  is  essentially  the  national  defense.  Mr. 
Chairman,  despite  the  collapse  of  the  Soviet  empire,  our  citizens 
are  as  threatened  today  as  they  ever  were.  There  is  an  enemy 
among  us  that  yearly  extracts  a  greater  toll  from  our  people  than 
the  Russians  ever  did  or  are  ever  likely  to  do.  This  enemy  kills  and 
maims.  It  attacks  women  and  children  and  is  as  happy  to  strike 
the  rich  as  the  poor.  The  enemy  is  an  equal  opportunity  torture. 

I  am  referring  to  the  Army  of  disease.  I  realize  that  illness  is  not 
usually  thought  of  in  these  militaristic  terms,  but  that  is  unfortu- 
nate. We  have  lived  in  the  shadow  of  the  threatening  presence  of 
sickness  for  so  long  that  we  have  become  accustomed  to  it.  I  am 
here  to  urge  you  not  to  take  it  any  longer.  There  has  never  in  his- 
tory been  a  better  time  to  fight  back.  Opportunities  due  to  ad- 
vances in  science  and  medicine  abound. 

To  quote  the  words  of  Moses'  farewell  to  his  people,  but  in  a  dif- 
ferent context,  of  course,  "I  set  before  you  life  or  death,  blessing  or 
curse;  choose  life,  therefore,  that  you  and  your  descendants  may 
live." 
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Our  recommendation  for  NIH  for  fiscal  year  1997  are  an  appro- 
priation of  $12.7  billion,  a  6.5-percent  increase  over  fiscal  year 
1996.  For  extramural  investigator-initiated  research  grants  the 
success  rate  for  new  research  project  awards  of  this  type  should  be 
raised  from  the  current  level,  which  is  17.6  percent  in  1995  to  30 
percent.  This  is  the  single  most  important  thing  the  NIH  does. 
Progress  is  immensely  faster  when  many  scientists  think  enthu- 
siastically about  problems.  Directed  research  will  never  match  it. 

In  terms  of  training,  stipend  levels  of  pre-doctorials  and  post- 
doctorials  should  be  increased  by  $2,000  from  their  present  levels. 
We  worry  about  future  opportunities  for  our  trainees,  but  the  field 
must  be  maintained  by  new  people. 

In  terms  of  shared  instrumentation,  funding  for  the  Shared  In- 
strumentation Program  should  be  increased  by  $10  million  to  a 
level  of  $30.6  million.  Differed  replacement  has  gone  on  too  long 
and  our  nation's  facilities  are  becoming  decayed. 

Mr.  Chairman,  diseases  long  thought  to  be  beyond  the  reach  of 
health  care  may  soon  yield  to  investigators.  I  was  extremely  flat- 
tered myself  last  month  when  my  work  was  featured  in  the  science 
section  of  the  New  York  Times,  as  I  was  called  the  founder  of  a 
new  field  of  neurogastrology.  The  excitement  in  the  Times  con- 
cerned our  rediscovery  of  what  most  people  believed  anyway — that 
we  have  a  second  little  brain  in  our  gut.  Our  gut  can  control  its 
own  behavior  and  even  talk  back  to  the  big  brain  in  the  head.  GI 
disease  is  responsible  for  40  percent  of  visits  of  Americans  to  inter- 
nists, and  a  substantial  number  of  these  visits  are  for  problems 
that  cannot  be  treated.  The  dollar  lost  to  society  from  irritable  bowl 
syndrome  is  incalculable.  Yet,  we  now  know  that  the  research  on 
how  the  mind  makes  the  brain  and  the  gut  go  wrong  may  have 
been  misdirected.  Disease  of  the  gut  can  drive  someone  mad  and 
it  may  not  be  just  that  the  brain  is  driving  the  gut  mad. 

This  may  sound  simple,  Mr.  Chairman,  but  it  is  a  message  of 
hope  that  has  brought  me  thousands  of  letters  this  month.  Des- 
perate people  are  out  there  and  drugs  to  treat  the  psychosis  of  the 
bowl  will  soon  be  forthcoming. 

Mr.  Chairman,  and  distinguished  members  of  the  subcommittee, 
it  is  often  said  that  politicians  are  unjustly  maligned  because  they 
have  to  make  hard  choices.  I  am  sure  that  is  true,  and  I  admire 
you  for  it.  In  the  case  of  the  NIH,  however,  we  are  not  asking  you 
to  make  a  hard  choice.  Your  constituents  are  all  concerned  about 
their  health.  I  spoke  earlier  of  the  Army  of  disease  that  is  attack- 
ing some  of  them,  as  we  speak.  Some  of  you  represent  wealthy  dis- 
tricts; others  poor.  Some  represent  predominately  white  districts; 
others  represent  minorities.  It  makes  no  difference  who  you  rep- 
resent. I  think  you  realize  that  even  the  most  anti-government  con- 
stituent that  you  have  knows  that  someday  some  awful  disease 
could  strike  them.  Nothing  but  hygiene  and  the  NIH  stands  be- 
tween your  vulnerable  constituents  and  some  horrible,  incurable 
malady. 

In  fact,  supporting  the  NIH  is  a  win-win  kind  of  choice.  It  is  the 
right  thing  to  do  for  the  country,  for  your  constituents  and  they 
will  applaud  it.  Besides,  just  think  of  the  alternative — what  kind 
of  a  constituency  do  germs  have? 
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Thank  you  for  listening  to  me  and  giving  me  an  opportunity  to 
speak  on  behalf  of  the  American  Association  of  Anatomists. 
[The  prepared  statement  follows:] 
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Testimony  of  Michael  D.  Gershon  M.D. 
of  The  American  Association  of  Anatomists 
Before  the  House  Labor-HHS  Appropriations  Subcommittee 
2358  Rayburn  House  Office  Building 
March  6,  1996 
10:00  a.m. 


Mr.  Chairman  and  distinguished  members  of  the  subcommittee,  I  am  Michael  D.  Gershon. 
M.D.,  Professor  and  Chair  of  the  Department  of  Anatomy  and  Cell  Biology  in  the  College  of 
Physicians  and  Surgeons  of  Columbia  University.  I  appreciate  the  occasion  to  testify  before  your 
subcommittee  on  the  fiscal  1997  appropriation  for  the  National  Institutes  of  Health  (NIH).  I  do  so 
as  President  of  the  American  Association  of  Anatomists  (AAA),  a  society  with  a  membership  of 
2,400  biomedical  scientists.  The  members  of  our  society,  in  common  with  their  counterparts  in 
other  disciplines,  seek  to  understand  the  normal  function  of  the  body.  Our  group,  however,  is 
unique  in  that  our  approach  emphasizes  space  and  form  as  determinants  of  function.  More  than 
any  other  branch  of  science,  we  deal  with  images.  Like  most  other  fundamental  biologists,  it  is 
our  strong  belief  that  knowledge  of  how  the  body  works,  when  it  works  well,  makes  it  possible  to 
understand  what  is  wrong  when  the  body  does  not  work.  Cures,  we  believe,  are  more  likely  to  be 
discovered  by  a  logical  process  based  on  knowing  what  produces  a  given  illness,  than  from 
spontaneous  inspiration  or  an  unfocused  trial  of  exotic  herbs  and  folk  remedies.  Our  members 
also  teach  at  American  medical  schools  and  provide  instruction  in  Anatomy,  Cell  Biology, 
Neurobiology,  and  Human  Development. 

Mr.  Chairman,  on  behalf  of  the  members  of  AAA,  I  would  like  to  thank  you  for  the  support  and 
direction  you  have  shown  on  behalf  of  basic  biomedical  research.  All  of  us  recognize  that  money 
was  not  plentiful  in  last  year's  appropriation  cycle  and  we  greatly  appreciate  the  recognition  of 
the  importance  of  biomedical  research  to  our  Country.  No  sign  of  recognition  could  be  more 
meaningful  than  the  generous  funding  we  received  at  such  a  difficult  time. 

The  recommendations  of  the  AAA  for  a  level  of  funding  for  fiscal  1997  are  based  on  the 
outcome  of  a  Consensus  Conference  on  Federal  Funding  in  the  Biomedical  and  Related  Life 
Sciences  sponsored  by  the  Federation  of  Societies  for  Experimental  Biology  (FASEB).  We  are 
one  of  the  10  FASEB  societies,  and  I  represented  our  society  at  that  conference.  Before  I 
highlight  our  specific  recommendations,  I  would  like  to  point  out  that  our  cause,  is  essentially  the 
National  defense.  Mr.  Chairman,  despite  the  collapse  of  the  Soviet  Empire,  our  citizens  are  as 
threatened  today  as  they  ever  were.  There  is  an  enemy  among  us  that  yearly  extracts  a  greater 
toll  from  our  people  than  the  Russians  ever  did  (or  ever  are  likely  to  do).  This  enemy  kills, 
maims,  and  tortures.  It  attacks  women  and  children  and  is  as  happy  to  strike  the  rich  as  the  poor. 
The  enemy  is  an  equal  opportunity  torturer.  It  has  no  conscience  and  cannot  be  bought  off.  Mr. 
Chairman,  I  am  referring  to  the  Army  of  disease.  I  realize  that  illness  is  not  usually  thought  of  in 
these  militaristic  terms,  but  that  is  unfortunate.  We  have  lived  in  the  shadow  of  the  threatening 
presence  of  sickness  for  so  long  that  we  have  become  accustomed  to  it.  Mr.  Chairman,  I  am  here 
to  urge  you  not  to  take  it  any  longer.  There  has  never  in  history  been  a  better  time  to  fight  back. 
Opportunities,  due  to  advances  in  science  and  medicine  abound. 
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Mr.  Chairman,  to  quote  the  words  of  Moses'  farewell  to  his  people  (in  a  different  context),  "...I 
set  before  you  life  or  death,  blessing  or  curse;  choose  life,  therefore,  that  you  and  your 
descendants  may  live..." 

Our  recommendations  for  NIH  for  the  fiscal  year  beginning  on  October  1 : 

1.  Appropriation  level:  $12.72  billion,  a  6.5%  increase  over  Fiscal  1996. 

2.  Extramural  Investigator-initiated  Research  Grants:  The  success  rate  for  new  research  project 
awards  of  this  type  should  be  raised  from  the  current  level  (1 7.6%  in  FY  1 995)  to  30%.  This  is  the 
single  most  important  thing  the  NIH  does.  Progress  is  immensely  faster  when  many  scientists  think 
enthusiastically  about  problems.  Directed  research  will  never  match  it.  Among  other  problems, 
when  one  explores  the  unknown,  it  is,  by  definition,  impossible  to  direct  the  search. 

3.  Training:  Stipend  levels  of  predoctorals  and  postdoctorals  should  be  increased  by  $2,000  from 
their  present  levels  of  $10,008  and  $19,608  respectively,  provided  that  this  increase  does  not  reduce 
the  numbers  of  investigator-initiated  awards.  We  worry  about  future  opportunities  for  our  trainees, 
but  the  field  must  be  maintained  by  new  people. 

4.  Shared  Instrumentation:  Funding  for  the  shared  instrumentation  program  should  be  increased 
by  $10  million  to  a  level  of  $30.6  million.  The  nation's  facilities  are  decaying  and  becoming  dated. 
Deferred  replacement  has  gone  on  too  long. 

5.  Request  for  Applications  (RFAs)  and  Request  for  Proposals  (RFPs):  NIH  should  greatly 
reduce  the  use  of  these  instruments.  NIH  can  indicate  areas  of  special  priority  by  issuing  Program 
Announcements.  One  must  guard  against  the  tendency  to  direct  support  exclusively  to  areas  of  need. 
Progress  cannot  be  made  to  go  faster  than  the  available  knowledge  permits.  Again  investigator- 
initiated  unsolicited  projects  will  be  more  rewarding. 

6.  SBIRs:  Congress  should  insist  that  NIH  impose  the  same  high  standards  of  quality  for  funding 
SBIRs  as  it  does  for  research  project  grants. 

Mr  Chairman,  diseases  long  thought  to  be  beyond  the  reach  of  the  health  care  system  may  soon  yield 
to  investigators  like  myself.  My  own  research  concerns  the  nervous  system  of  the  gut.  I  was 
extremely  flattered  last  month  when  my  work  was  featured  in  the  science  section  of  the  NY  Times 
and  I  was  called  a  founder  of  the  new  field  of  Neurogastroenterology.  The  excitement  in  the  Times 
concerned  our  re-discovery  of  what  most  people  believed  anyway,  that  we  have  a  "second  little 
brain"  in  the  bowel.  Our  gut  can  control  its  own  behavior  and  even  talk  back  to  the  "big  brain"  in 
the  head.  GI  disease  is  responsible  for  40%  of  visits  of  Americans  to  internists,  and  a  substantial 
number  of  these  visits  are  for  problems  that  cannot  be  treated.  The  dollar  loss  to  society  from 
irritable  bowel  syndrome  (IBS)  is  incalculable.  Yet  we  are  beginning  to  realize  that  research  on  how 
the  mind  makes  the  gut  go  wrong  may  have  been  misdirected.  Disease  of  the  gut  may  be  in  the  gut. 
The  bowel  may  not  misbehave  because  a  person  is  crazy,  but  a  misbehaving  bowel  can  drive  anyone 
mad.  Work  on  the  development  of  the  bowel's  brain  suggests  that  congenital  neurological  defects 
could  contribute  to  problems  from  Crohn's  disease  to  IBS.  This  may  sound  simple,  Mr.  Chairman, 
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but  it  is  a  message  of  hope  that  has  brought  me  thousands  of  letters  this  month.  Desperate  people 
are  out  there.  Drugs  to  treat  the  psychoses  of  the  brain  in  the  bowel  will  soon  be  forthcoming. 

Other  NIH-supported  biomedical  researchers  have  recently: 

•  Identified  human  genes  that  predispose  persons  to  the  development  of  breast  and  colon 
cancer. 

•  Discovered  mutations  in  genes  that  suppress  the  emergence  of  tumors. 

•  Developed  a  vaccination  for  Varicella,  commonly  called  Chicken  Pox  and  also  the  scourge 
that  causes  shingles. 

•  Advanced  our  knowledge  of  natural  mechanisms  that  control  HIV  growth  by  study  of  HIV- 
infected  individuals  who  have  survived  for  more  than  10  years. 

Mr  Chairman.  I  am  here  before  you  today  mainly  because  of  my  deep  concern  that  without  the 
dedicated  efforts  of  members  such  as  yourself,  many  of  these  new  opportunities  will  be  lost.  As  I 
said,  and  I  realize  you  understand  investigator-initiated  research  is  the  engine  that  drives  progress 
in  the  biomedical  sciences.  The  funds  awarded  to  individual  scientists  through  the  NIH  ROl  grant 
program  over  the  last  50  years  have  enabled  US  scientists  to  become  paramount  in  the  world.  We 
are  the  leaders  and  we  have  a  whole  new  biotechnology  industry  because  of  it.  Competition  for 
these  resources  has  reached  unprecedented  levels  and,  in  FY  1995,  only  one  in  every  six  creditable 
grant  applications  was  funded  by  the  NIH.  This  circumstance  has  discouraged  new  scientists  who 
practice  basic  and  applied  research.  It  endangers  our  lead  in  world  science  and  has  slowed  our 
scientific  headway,  despite  the  opportunities  for  progress  that  are  greater  now  than  at  any  other  time 
in  history.  That  is  why  AAA  advocates  that  the  success  rate  for  new,  investigator-initiated  research 
project  awards  be  boosted  to  30%  and  an  increase  for  NIH  of  6.5%.  At  least  one-third  of  the  NIH 
grant  applications  merit  funding  because  they  are  of  excellent  quality.  Not  funding  them  means 
missing  critical  and  perhaps  unique  occasions  for  medical  progress. 

We  should  consider  carefully  what  missed  opportunities  mean  in  this  area.  A  cure  put  off  means  that 
some  American  somewhere  in  one  of  your  districts  is  suffering  unnecessarily.  Treatment  introduced 
next  year  means  that  everyone  who  happens  to  be  sick  this  year  is  a  loser.  When  delay  occurs 
because  there  is  nothing  we  can  do,  we  regret  it.  When  delay  occurs  even  though  we  could  have 
prevented  it,  we  more  than  regret  it,  we  feel  guilty.  Mr.  Chairman.  I  am  here  to  help  shield  you  from 
guilt.  Last  year  you  had  nothing  to  feel  guilty  about,  given  the  circumstances.  I  hope  that  for  the 
coming  year  you  lack  guilt  again. 

All  of  the  issues  that  I've  addressed  require  dollars  from  our  taxpayers.  I  know  that  one  does  not 
become  popular  by  asking  for  handouts  of  that  money.  Yet,  as  an  American  taxpayer  and  a  scientist. 
I  am  very  much  aware  of  the  need  to  use  the  money  appropriated  to  biomedical  research  more 
productively.  Here  are  some  proposals  to  increase  our  "bang  for  the  buck". 
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Mr.  Chairman,  as  you  know,  requests  for  applications  (RFAs)  may  be  launched  by  NIH  in  response 
to  a  Congressional  directive  or  in  answer  to  an  institute's  wish  to  foster  an  area  of  science  related 
to  its  mission.  The  use  of  RFAs  has  increased  while  the  success  rates  of  unsolicited  investigator- 
initiated  research  grant  applications  have  declined.  This  is  not  an  efficient  use  of  scarce  dollars. 
More  knowledge  could  be  bought  for  less  money  by  putting  the  money  into  the  most  productive 
award  mechanism. 

NIH  also  solicits  research  and  development  contracts  with  RFPs  when  a  definite  product  or  outcome 
can  be  specified.  In  FY  1994,  NIH  issued  1,270  R&D  contracts  for  a  total  of  $754.6  million.  This 
represents  6.9%  of  the  total  NIH  budget.  It  has  bought  less  than  the  same  money's  worth  of  grants; 
therefore,  with  regard  to  RFAs  and  RFPs,  AAA  recommends  that: 

NIH  should  greatly  reduce  the  use  of  RFAs.  As  I  mentioned  in  my  earlier  remarks,  NIH  can 
demonstrate  areas  of  special  priority  by  using  Program  Announcements. 

Solicited  research  grants  should  be  given  a  designation  other  than  "ROl "  so  that  it  will  be 
possible  to  distinguish  them  readily  from  unsolicited  proposals. 

Given  the  current  fiscal  constraints,  NIH  should  make  judicious  use  of  RFPs  and  the  contract 
mechanism. 

Mr.  Chairman,  with  five  out  of  six  NIH  grants  ending  up  without  support,  mandated  programs  are 
a  worry  for  those  of  us  on  the  front-lines  of  biomedical  research.  As  you  know,  fixed  percentages 
of  the  NIH  extramural  budget  are  reserved  by  law  for  two  small  business  set-aside  programs,  SBIR 
and  STTR.  Currently,  NIH  is  required  to  award  2.0%  of  its  extramural  budget  as  SBIR  grants.  In 
FY  1995,  the  NIH  budget  for  SBIR/STTR  grants  and  contracts  was  $1 82.9  million.  Rapid  growth 
of  these  set-aside  programs  in  recent  years,  combined  with  the  requirement  that  NIH  must  award 
these  funds,  is  a  prescription  for  support  for  proposals  that  may  be  weaker  than  traditional  RO 1 
research  projects.  It  would  be  a  mistake  to  deny  funds  to  better  work  because  one  is  eager  to  support 
business.  Business  can  raise  capital,  scientists  cannot.  Profits  from  businesses  go  to  investors. 
Profits,  from  our  work,  which  may  be  worth  more  than  money,  go  to  society.  The  GAO  noted  that 
during  FY  1991 -FY  1993,  NIH  funded  28%  of  all  SBIR  applications.  This  was  significantly  higher 
than  the  success  rate  or  new,  unsolicited  ROl  applications,  which  declined  from  20.3%  to  15.4% 
during  the  same  period.  The  mandated-set-aside  for  the  SBIR  program  is  scheduled  to  increase  from 
2.0%  to  2.5%  in  FY  1997.  At  the  current  funding  level,  approximately  $46  million  in  additional 
funds  would  have  to  be  set  aside  in  the  NIH  budget  for  this  program.  Mr.  Chairman,  taking  the 
average  cost  of  an  NIH  ROl  grant  as  $220,000,  $46  million  dollars  would  fund  over  200  ROl 
investigator-initiated  grants.  Mr.  Chairman,  the  AAA  worries  about  this  use  of  money.  We  are  not 
sure  the  country  can  afford  it. 

We  therefore  recommend  that: 

Until  doubts  about  the  merit  of  SBIR  research  supported  by  NIH  are  addressed,  the  SBIR  share  of 
the  NIH  research  portfolio  should  be  held  at  2.0% 
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Congress  should  insist  that  NIH  impose  the  same  high  standards  for  funding  SBIRs  as  for  ROls. 
SBIR  grants  should  be  funded  only  when  they  receive  peer  review  scores  that  are  the  same  or  better 
than  those  for  funding  ROl  grants  from  similar  panels. 

Congress  should  relieve  NIH  of  the  burden  to  award  a  fixed  percentage  of  its  extramural  budget  for 
SBIR  grants.  Any  unspent  funds  should  revert  to  NIH's  ROl  research  grant  funding  pool. 

Mr.  Chairman  and  distinguished  members  of  the  Subcommittee,  it  is  often  said  that  politicians  are 
unjustly  maligned  because  they  have  to  make  hard  choices.  I  am  sure  that  is  true  and  I  admire  you 
for  it.  In  the  case  of  the  NIH,  however,  we  are  not  asking  you  to  make  a  hard  choice.  On  the  one 
hand  your  constituents  are  all  concerned  about  their  health.  I  spoke  earlier  of  the  Army  of  disease 
that  is  attacking  some  of  them  as  we  speak.  Some  of  you  represent  wealthy  districts,  others  represent 
the  poor.  Some  represent  predominantly  white  districts,  others  represent  minorities.  It  makes  no 
difference  who  you  represent,  I  think  you  realize  that  even  the  most  anti-Govemment  constituent  you 
have  knows  that  someday  some  awful  disease  could  strike  them.  Doctors  help,  but  not  all  diseases 
have  cures.  Nothing  but  hygiene  and  the  NIH  stands  between  your  vulnerable  constituents  and  some 
horrible  incurable  malady.  In  fact,  supporting  the  NIH  is  a  win- win  kind  of  choice.  It  is  the  right 
thing  to  do  for  the  country  and  your  constituents  will  applaud  your  action;  besides,  just  think  of  the 
alternative,  what  kind  of  a  constituency  do  germs  have? 

Thank  you  for  listening  to  me  and  giving  me  an  opportunity  to  speak  for  the  American  Association 
of  Anatomists. 
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Mr.  Porter.  Dr.  Gershon,  thank  you  for  your  excellent  testi- 
mony. We  very  much  appreciate  your  being  here  today,  and,  obvi- 
ously, we  largely  agree  with  what  you've  said. 

Thank  you  so  much. 

Dr.  Gershon.  Thank  you. 


Wednesday,  March  6,  1996. 

WITNESS 

DONALD  E.  SEATTER,  NATIONAL  COUNCIL  OF  SOCIAL  SECURITY  MAN- 
AGEMENT ASSOCIATIONS,  INC. 

Mr.  Porter.  Our  next  witness  is  Donald  E.  Seatter,  President  of 
the  National  Council  of  Social  Security  Management  Associations, 
Inc. 

Mr.  Seatter? 

Mr.  Seatter.  First  and  foremost  I  would  like  to  thank  this  com- 
mittee, and  particularly  you,  Chairman  Porter,  for  your  ongoing 
support  of  the  Social  Security  Administration's  resource  needs. 
This  committee  has  helped  SSA  avoid  staffing  reductions  and  has 
supported  our  investment  in  further  automation  at  a  time  when 
economy  in  Government  is  the  watchword. 

As  the  elected  representative  of  some  3,200  SSA  field  office  and 
teleservice  managers  and  supervisors,  I  can  tell  you  that  this  com- 
mittee's support  is  critical  to  the  day-to-day  operations  of  Social  Se- 
curity offices  from  coast  to  coast.  Our  members,  who  are  local 
home-town  Social  Security  managers,  frequently  have  a  hard  time 
rationalizing  the  "inside-the-Beltway"  thinking  that  combines  sup- 
port for  essential  daily  services  for  millions  of  Americans  with  the 
missions  of  other  unrelated  agencies. 

The  essence  of  the  testimony  that  I  have  submitted  for  the  record 
is  to  impress  upon  this  committee  that  an  agency  that  spends  more 
than  one-fifth  of  the  national  budget  must  be  run  efficiently.  To  do 
otherwise  is  not  only  wasteful;  it  borders  on  criminal. 

While  there  is  legitimate  political  and  policy  debate  underway  on 
the  future  shape  and  breadth  of  the  Social  Security  program  and 
its  financial  underpinnings,  there  is  more  than  adequate  time  to 
settle  those  issues  in  the  years  ahead.  We  cannot,  however,  allow 
the  resolution  of  macro  policy  issues  to  stand  in  the  way  of  sound 
administration  of  today's  Social  Security  programs.  Those  programs 
continue  to  grow  in  their  impact,  with  some  50  million  Americans 
receiving  Social  Security  or  SSI  benefits  each  month.  Social  Secu- 
rity Number  workloads  grow  as  the  use  of  the  number  as  a  univer- 
sal identifier  continues  to  grow;  and,  of  course,  over  130  million 
Americans  pay  FICA  tax  and  will  soon  be  receiving  regular  account 
statements  from  SSA  on  a  periodic  basis. 

All  these  workloads  are  ongoing,  and  grow  even  without  legisla- 
tion such  as  welfare  reform  and  other  bills  pending  in  the  Congress 
today.  Social  Security  is  big  business  and  must  be  run  as  one.  Cor- 
porate America,  at  least  those  companies  that  are  most  profitable, 
have  gotten  away  from  focusing  on  one  quarters  bottom  line  in 
favor  of  long-range  solvency  and  growth.  SSA  today  is  being  forced 
to  act  like  a  company  in  Chapter  11,  never  sure  whether  it  will 
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have  enough  money  to  meet  the  payroll,  let  alone  invest  in  further 
productivity  gains. 

My  organization  has  encouraged  SSA  to  begin  a  restructuring 
that  would  ultimately  result  in  a  higher  percentage  of  SSA's  em- 
ployees engaging  in  direct  customer  service.  The  agency  has  begun 
to  move  in  that  direction;  however,  recent  "early  out"  retirements 
in  field  offices  cannot  be  replaced  as  long  as  the  current  budget 
confusion  continues. 

I  might  just  depart  a  moment  from  my  notes,  Chairman  Porter, 
and  say  that  for  example,  the  offices  in  your  district,  the  Social  Se- 
curity offices,  the  Des  Plaines  office,  just  in  the  past  several 
months  has  gone  from  43  people  down  to  37,  a  14  percent  reduc- 
tion; Waukegan,  35  to  29,  17  percent;  Evanston,  17  to  14,  18  per- 
cent. And  that  story  is  being  told  around  SSA's  field  offices.  The 
current  budget  confusion  keeps  any  replacements  from  being  hired. 

Major  restructuring  in  any  large  organization,  if  done  right,  may 
cost  money  in  the  short  term  in  order  to  save  in  the  long  run.  Cer- 
tainly, geographic  redeployment  of  personnel  cannot  be  accom- 
plished without  cost.  Right  now,  the  agency  is  hard-pressed  to 
maintain  the  status  quo,  let  alone  commit  major  sums  of  money  not 
in  our  budget. 

My  prepared  statement  emphasizes  that  SSA's  disability  case 
processing,  particularly  the  hearings  backlog,  is  a  major  problem. 
SSA's  Office  of  Hearings  and  Appeals  has  one  year's  worth  of  work 
on  hand,  even  if  no  new  hearings  were  filed.  That,  of  course,  will 
not  happen.  I  am  not  suggesting  throwing  money  at  that  problem 
without  making  major  changes  in  our  appellate  process,  but  here, 
too,  an  investment  is  needed  to  permit  planned  change. 

I  again  thank  this  committee  for  its  continuing  support  of  SSA 
and  its  field  offices,  While  I  have  stated  earlier  the  broad  need  for 
adequate  funding  of  SSA,  I  would  like  to  conclude  with  four  specific 
suggestions. 

First,  approval  of  administrative  funding  for  fiscal  year  1996  at 
the  House-passed  level,  with  an  adequate  additional  increase  for 
1997,  including  full  funding  of  SSA's  IWS/LAN  computer  mod- 
ernization project. 

Secondly,  exemption  from  further  Government-wide  staff  cuts  for 
SSA,  which  was  already  downsized  as  much  as  40  percent  in  its 
field  offices  during  the  1980s. 

Third,  special  funding  for  the  conduct  of  Continuing  Disability 
Reviews  as  proposed  in  the  House-passed  Senior  Citizens'  Right  to 
Work  Act  of  1995.  This  would  bring  greater  returns  than  expendi- 
tures to  the  trust  fund,  while  ensuring  the  integrity  of  our  disabil- 
ity rolls. 

Finally,  removal  of  SSA's  administrative  expenses  from  the  uni- 
fied budget  so  that  the  domestic  spending  caps  governing  outlays 
of  general  revenues  do  not  continue  to  prevent  wise  use  of  trust 
fund  monies  to  enhance  long-range  efficiencies. 

In  a  word,  permit  SSA  to  operate  as  an  independent  agency,  as 
it  can.  There  are  adequate  oversight  mechanisms  in  place  to  assure 
the  best  investment  of  the  taxpayers'  dollar,  without  suggesting  an 
agency  whose  monthly  outlays  constitute  macroeconomics  through 
micromanagement  and  often  unrelated  efficiency  measures. 
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Thank  you  for  the  opportunity  to  testify.  I  would  be  happy  to  an- 
swer any  questions, 
[The  prepared  statement  follows:] 
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OF  THE  SOCIAL  SECURITY  ADMINISTRATION 
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The  National  Council  of  Social  Security 
Management  Associations  (NCSSMA) ,  representing 
supervisors  and  managers  in  over  13  00  Social 
Security  field  offices  and  teleservice  centers 
across  the  country,  urges  Congress  to  provide  an 
administrative  budget  for  SSA  which  is  adequate  to 
serve  the  needs  and  protect  the  rights  of  the 
American  public.  We  currently  lack  the  resources 
in  SSA  field  facilities  to  meet  those 
responsibilities . 

The  current  public  policy  debate  regarding  how 
best  to  manage  and  insure  the  financial  soundness 
of  the  world's  largest  social  insurance  program 
must  not  be  allowed  to  cloud  the  fact  that  the 
existing  program,  on  which  the  American  public  has 
relied  for  over  sixty  years,  needs  to  be  run  in  a 
compassionate,  efficient  and  fraud-free  way.  If 
there  is  one  thing  I  cannot  overstate,  it  is  that 
while  the  debate  over  programmatic  reform  is 
properly  a  function  of  the  elected  officials  in 
Congress,  an  agency  that  is  responsible  for  the 
expenditure  of  one-fifth  of  the  national  budget 
must  be  allowed  to  manage  its  existing  programs  as 
efficiently  as  possible.  While  NCSSMA  does  not 
take  positions  on  social  insurance  policy  issues, 
we  believe  it  is  incumbent  upon  Congress  to  ensure 
that,  while  these  macro  issues  are  debated, 
American  taxpayers  receive  the  service  they  deserve 
and  value  for  their  contributions  to  the  trust 
funds . 
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Congress  and  the  Administration  are  urging  government 
agencies,  particularly  large  agencies  like  SSA,  to  operate  more  and 
more  efficiently.  Those  urgings  are  meaningless  when  agency 
management  is  whipsawed  by  funding  halts  and  continuing 
uncertainties  as  to  whether  investments  in  future  productivity  can 
be  financed.  We  agree  that  SSA  should  operate  in  a  businesslike 
manner.  We,  as  program  administrators,  need  the  support  of  both 
parties  in  Congress  and  the  support  of  the  Executive  Branch  in 
order  to  make  government  "work  better  and  cost  less." 

The  fiscal  climate  that  we  have  operated  in  since  October  of 
1995  is  the  antithesis  of  compassionate,  efficient  public 
administration  of  public  funds.  It  has  been  wasteful  to  the  point 
of  shamef ulness .  The  previously-unimaginable  government  shut  down 
in  November,  followed  by  the  long  emergency-service-only  furlough 
period  in  December  and  January,  and  the  nearly  six  months  we  have 
struggled  with  inadequate  funding  and  lack  of  an  enacted  budget  — 
all  have  a  negative  impact  on  SSA  services  across  the  country  and 
on  the  employees  who  try  each  day  to  provide  those  services. 

If,  for  the  remainder  of  FY  96,  SSA  were  forced  to  operate  at 
the  FY  95  spending  level,  which  does  not  even  cover  increases  in 
non-discretionary  expenses:  disability  applicants  would  wait  an 
additional  three  months  for  an  initial  decision  and  at  least  a  year 
for  a  hearing;  two  million  fewer  800#  calls  could  be  answered;  two 
million  post-entitlement  actions  would  accrue;  as  many  as  1000 
critical  jobs  would  go  unfilled;  systems  modernization  for  field 
offices  would  be  delayed  an  additional  year;  and  the  new  Inspector 
General's  office  would  be  unable  to  handle  all  its  investigation 
work,   including  cases  of  fraud. 

Those  I  represent  —  and  the  employees  in  our  offices  —  are 
the  people  who  deal  each  day,  in  person  and  on  the  phone,  with  the 
full  spectrum  of  the  American  public.  We  are  the  ones  held 
accountable  by  American  citizens  when,  despite  our  best  efforts, 
SSA  cannot  deliver  the  services  they  deserve  and  expect. 

Funding  uncertainties  and  work  interruptions  compound  service 
delivery  problems  by  lowering  employee  morale,  which  has  fallen  to 
the  point  that  many  employees  are  cynical  about  their  own  futures. 
This  can  only  negatively  impact  their  ability  to  be  kind  and  caring 
to  the  customers  they  serve. 

SSA  serves  almost  50  million  Social  Security  and  SSI 
beneficiaries  and  135  million  taxpayers  and  employers  who 
contribute  payroll  taxes.  We  face  continually  increasing  workloads 
to  be  tackled  with  decreasing  resources  in  the  field.  For  example, 
the  number  of  new  disability  claims  rose  from  1.7  million  claims 
filed  in  1989  to  almost  3  million  in  1995.  Processing  times  for 
these  claims  are  too  long  —  84  days  to  reach  an  initial  decision 
on  Social  Security  cases  and  106  days  for  SSI  disability  cases. 
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The  appeals  process  is  worse.  Only  11.6%  (weighed  against  the 
agency  goal  of  100%)  of  appeals  are  processed  within  120  days. 
This  unenviable  record  is  an  improvement  over  recent  fiscal  years 
and  represents  the  best  we  have  been  able  to  do  even  with  11%  of 
SSA's  staff  working  in  the  Office  of  Hearings  and  Appeals.  When  we 
testified  before  this  Committee  last  January,  nearly  a  half -million 
cases  were  pending.  At  the  end  of  FY  1995,  there  were  561,000 
cases  pending  —  a  backlog  equal  to  a  full  year's  work.  This  is 
not  "service"  to  the  working  Americans  whom  we  have  promised  that 
these  benefits  will  be  there  if  they  need  them. 

While  SSA  has  targeted  the  appeals  process  for  significant 
redesign,     and     in     fact     has     started     to     pilot  potentially 
revolutionary  changes  that  should  speed  final  claims  decisions,  the 
lack  of  clear  spending  authority  can  only  decelerate  the  change. 
Solutions  require  sufficient  and  predictable  funding. 

In  years  past,  this  Committee  has  generously  provided  NCSSMA 
with  opportunities  to  present  the  SSA  field  perspective  regarding 
the  agency's  operational  budget.  We  have  testified  repeatedly  that 
we  are  in  desperate  need  of  state-of-the-art  computer  equipment, 
more  training,  and  sufficient  numbers  of  employees  to  both  answer 
our  telephones  and  handle  walk-in  clients.  We  have  testified  about 
the  frustration  of  being  responsible  for  fulfillment  of 
congressional  mandates,  such  as  regular  review  of  the  disability 
rolls  and  monitoring  of  representative  payees  for  drug-addicted  and 
alcoholic  beneficiaries,  without  being  given  adequate  resources  to 
handle  those  workloads  except  via  trade-offs  with  other,  equally 
important,  responsibilities.  As  welfare  and  immigration  reform 
move  forward  in  this  Congress,  we  face  the  prospect  of  more 
mandates  without  accompanying  funds. 

We  fear  that  the  seriousness  of  our  message  has  not  yet  been 
understood.  Problems  too  often  swamp  our  best  efforts  to  provide 
better  service.  Yes,  we  are  resourceful.  We  train  community 
volunteers  and  develop  relationships  with  hospitals,  public  school 
officials,  county  health  departments,  local  public  aid  offices  and 
foster  care  programs  to  help  us  get  the  job  done.  We  can  identify 
and  make  use  of  these  resources  because  we  are  based  in  communities 
where  they  are  located  and  where  those  we  serve  live  and  work.  But 
we  could  do  so  much  more  and  better  with  adequate  resources. 

Field  offices  are  experiencing  set-backs  in  the  installation 
of  the  Interactive  Work  Station-Local  Area  Network  (IWS-LAN) 
computer  equipment  we  need  to  make  every  process  faster.  IWS-LAN 
will  allow  us  to  process  a  claim  to  completion,  interact  with  other 
agencies  and  offices,  access  on-line  SSA's  operation  manual,  or 
compose  personalized  correspondence  with  callers,  claimants  and 
beneficiaries.  Without  IWS/LAN,  we  will  not  be  able  to  perfect  the 
new  Reengineered  Disability  System  (RDS)  critical  to  speeding  the 
disability  claim  process. 
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SSI  fraud  is  a  politically  popular  complaint,  yet  invariably 
ignored  is  the  fact  that  field  office  employees  are  best  positioned 
to  identify  and  weed  out  those  receiving  benefits  fraudulently.  We 
need  only  the  resources  and  time  to  do  it,  coupled  with  support  and 
follow-through  from  SSA  leadership. 

We  are  consumed,  however,  with  normal  claims  handling,  which 
in  most  SSA  field  facilities  must  be  handled  (and  productivity  is 
measured)  in  a  move-the-work  fashion  which  pushes  our  staffs  to  and 
beyond  the  limit  of  their  capacity.  We  must  rely  heavily  on 
overtime  just  to  keep  up  with  normal  claims  processing  activity, 
and,  to  compound  that  inefficiency,  operating  SSA  in  FY  96  on  an  FY 
95  budget  jeopardizes  our  ability  to  fund  overtime. 

SSA's  telephone  service  is  another  area  in  which  inefficiency 
is  the  rule  as  a  result  of  inadeguate  field  resources  and  band-aid 
approaches  to  the  problems.  To  more  guickly  answer  the  more  than 
100  million  800#  calls  a  year,  more  employees  are  being  moved  into 
800#  telephone  work.  Although  the  800#  was  conceived  as  a  service 
which  would  relieve  field  office  workloads  —  and  staff  therefore 
were  deployed  from  local  offices  to  telephone  sites  —  800# 
inguiries  still  often  reguire  an  administrative  message  to  be  sent 
to  the  local  field  office  to  resolve  the  issue.  Although  Congress 
mandated  publication  of  local  office  phone  numbers  in  addition  to 
the  800#  (and  we  agree  callers  should  have  that  choice)  we 
freguently  cannot  answer  the  phones  in  our  field  offices  at  all, 
and  our  teleservice  centers  are  often  strained  past  their  capacity. 

After  the  downsizing  of  the  1980's,  which  cost  some  field 
offices  as  much  as  40%  of  their  staff,  we  are  still  losing 
disproportionate  numbers  of  staff  in  the  SSA  field.  Early-outs 
meant  to  reduce  the  overall  size  of  the  agency  in  the  last  two 
years  have  cost  us  local  office  and  teleservice  managers  and 
supervisors  that  the  agency  could  not  afford  to  lose.  We  also  lost 
a  large  number  of  the  direct  service  employees  who  conduct 
interviews  for  retirement,  survivors,  disability  and  SSI  claims. 

Despite  the  fact  that  Social  Security  programs  have  grown  more 
complex  over  the  years,  training  has  been  reduced.  Across-the- 
board  cuts  in  government  travel  funds  meant  inability  for  employees 
to  travel  to  centralized  training  sites,  and  overall  budgetary 
constraints  resulted  in  training  funds  being  spent  elsewhere. 
Most  regions  have  no  training  for  new  managers,  who  are  then  ill 
prepared  to  take  on  the  responsibilities  of  the  many  field  managers 
who  are .retiring  and  early-outing.  Abbreviated  training  for  newly 
hired  technicians  is  inadeguate  for  the  complex  laws  our  employees 
must  administer.  New,  insufficiently  trained  telephone  service 
representatives  for  the  800#  must  freguently  hand-off  the  work, 
creating  unnecessary  delays  which  so  often  are  part  and  parcel  of 
stop-gap,  emergency  response  to  service  delivery  problems.  As  SSA 
moves  toward  more  automated  processes  and  re-structuring,  multi- 
skill  and  computer  training  will  further  increase  our  training  needs. 
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In  1994  Congress  re-established  SSA  as  an  independent  agency, 
hoping  to  remove  day-to-day  operations  from  political  pressures  and 
whims.  From  my  vantage  point  as  a  34-year  career  civil  servant, 
the  opposite  has  occurred.  We  do  not  yet  have  a  confirmed 
commissioner,  and  the  bi-partisan  Advisory  Board  only  started  to 
function  last  month.  NCSSMA  believes  it  is  now  necessary  for  the 
independent  SSA  to  develop,  widely  publicize  and  rapidly  implement 
a  comprehensive,  rational  restructuring  plan  to  better  serve  the 
American  public  by  making  efficient,   full  service  a  reality. 

Proper  training  and  enhanced  systems  automation  at  the  local 
level  would  mean  that  SSA  could  eliminate  overhead  functions  and 
reallocate  staff  to  the  field  where  Social  Security  can  give  the 
public  a  full  range  of  services  they  have  paid  for  and  rightfully 
expect  --  respectful  face-to-face  service  for  those  who  want  or 
need  it,  accurate  and  complete  information  and  help  for  those  who 
contact  us  by  telephone  and  by  mail. 

We  thank  this  Committee,  and  Chairman  Porter  in  particular, 
for  your  ongoing  support  of  SSA  operational  funding,  your 
understanding  of  the  critical  need  for  automation  improvements,  and 
the  help  you  have  given  SSA  to  avoid  the  full  impact  of  mandated 
governmentwide  FTE  reductions. 

In  order  to  ensure  full  service  and  access  to  Social  Security 
benefits  to  all  entitled  and  to  minimize  misspending  and  protect 
the  trust  funds,  we  recommend: 

1.  Administrative  funding  for  FY  96  at  the  House-passed  level, 
with  an  adequate  additional  increase  in  FY  97,  including 
full  funding  of  IWS/LAN  computer  modernization.  That 
investment  will  save  the  agency  and  the  taxpayer  dollars 
while  simultaneously  improving  customer  service. 

2.  Exemption  from  further  governmentwide  staff  reductions  for 
SSA,  which  has  already  undergone  a  drastic  "downsizing" 

^  during  the  1980's  resulting  in  staffing  losses  as  great  as 

r*  40  percent  in  field  offices. 

3.  Special  funding  for  the  conduct  of  Continuing  Disability 
Reviews  as  proposed  by  the  Kouse-passed  Senior  Citizens' 
Right  to  Work  Act  of  1995.  This  would  preserve  the  integrity 
of  the  disability  rolls  and  bring  greater  returns  than 
expenditures  to  the  Social  Security  trust  funds.  GAO 
estimates  a  four  dollar  savings  for  every  one  dollar  spent 
to  conduct  CDRs .   In  addition,   lack  of  case  review  feeds 
taxpayer  distrust  and  cynicism  about  fraud  in  the  system. 

4.  Removal  of  Social  Security  administrative  expenses  from 
the  unified  budget,   so  that  necessary  expenditures  from 
our  dedicated  trust  funds  are  not  subject  to  the  domestic 
spending  caps  governing  the  outlays  from  general  revenues. 
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Mr.  Porter.  Mr.  Seatter,  thank  you  for  your  testimony. 

I  doubt  that  we  have  jurisdiction  over  that  last  suggestion.  I 
think  that  would  not  come  under  appropriations. 

But  we  thank  you  very  much  for  your  testimony.  We  are  obvi- 
ously very  concerned  about  ensuring  that  the  program  be  as  effi- 
ciently administered  as  possible,  and  that  you  have  the  tools  that 
you  need  to  do  that.  So  we  are  doing  our  best  to  help. 

Mr.  Seatter.  Thank  you. 


Wednesday,  March  6,  1996. 
witnesses 

dave  baldridge  and  wendell  molester,  national  indian 

COUNCIL  ON  AGING 

Mr.  Porter.  Dave  Baldridge,  Executive  Director,  and  Wendell 
McLester,  a  former  Oneida  tribal  treasurer,  testifying  on  behalf  of 
the  National  Indian  Council  on  Aging. 

Gentlemen,  welcome. 

Mr.  Baldridge.  Thank  you,  Mr.  Chairman.  We  thank  you  for 
this  opportunity  to  speak  about  the  Older  Americans  Act  on  behalf 
of  200,000  elderly  Indians  and  Alaska  Natives  from  more  than  500 
tribes.  My  name  is  Dave  Baldridge.  I  am  a  Cherokee  Indian  and 
Executive  Director  of  the  National  Indian  Council  on  Aging,  an  Al- 
buquerque-based nonprofit  which  serves  as  the  elders'  national 
voice. 

American  Indian  and  Alaska  Native  elders  represent  an  espe- 
cially important  target  population  for  the  Older  Americans  Act,  for 
they  are  the  most  underserved,  the  most  at  risk,  the  most  vulner- 
able of  this  Nation's  seniors.  If  the  OAA  fails  them — and  it  is  in 
grave  danger  of  doing  so — then  it  fails  us  all. 

There  is  a  "reservation  curtain"  that  separates  rural  Indian  com- 
munities from  public  awareness.  It  hides  levels  of  poverty  that  the 
rest  of  America  seldom  sees.  In  1987,  Congress  found  reservation 
elders  to  be  unemployed  at  levels  exceeding  80  percent;  living  in 
poverty  at  a  rate  of  61  percent;  substandard,  overcrowded  housing, 
40  percent  of  which  was  unfit  for  human  habitation;  excluded  from 
Social  Security  benefits  at  a  rate  of  57  percent. 

These  statistics  are  still  true.  Nearly  12  percent  of  Indian  elders 
have  no  formal  education.  Less  than  one  quarter  of  them  have  even 
graduated  from  high  school. 

They  are  served  by  different  Federal  agencies  and  programs  than 
those  that  affect  most  Americans.  These  Bureau  of  Indian  Affairs, 
Administration  for  Native  Americans,  Indian  Health  Service,  and 
Administration  on  Aging  programs  often  bear  little  resemblance  to 
those  serving  the  rest  of  the  Nation's  elderly.  Thus,  mainstream 
aging  programs  and  initiatives  do  not  often  reach  them.  They  re- 
main isolated  and  unserved. 

One  example  of  the  gap  between  State  and  tribal  services  in- 
volves OAA  Elder  Rights  provisions.  As  pending  OAA  legislation 
would  delegate  elder  protection  to  States,  few  options  remain  for 
Indian  tribes.  Without  the  resources  to  form  effective  partnerships 
with  State  agencies,  tribal  leaders  cannot  coordinate  services  to 
protect  our  elders  from  abuse. 
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The  Older  Americans  Act  also  provides  a  separate  title  for  nutri- 
tion and  other  services  to  Indian  elders,  "equivalent  to  those  pro- 
vided by  States."  These  services,  however,  have  never  even  re- 
motely equalled  those  of  State  units  and  Area  Agencies  on  Aging. 
The  Indian  entitlement  provides  scarcely  more  than  a  few  com- 
munal meals  weekly.  There  are  few  home-delivered  meals,  few 
home  services,  and  no  ombudsmen  in  Indian  country.  Most  tribes 
already  supplement  Older  Americans  Act  funding  to  the  best  of 
their  abilities,  but  it  is  not  enough.  It  is  not  close  to  being  enough. 

When  the  OAA  first  began  funding  Native  American  nutrition 
programs  in  1980,  86  Title  VI  programs  enrolled.  Today  there  are 
227,  and  funding  hasn't  kept  pace.  The  existing  funding,  at  $16.9 
million,  is  just  over  half  the  amount  needed  to  bring  these  original 
grantees  back  to  their  1980  startup  levels  of  service. 

Still,  this  title  remains  the  cornerstone  of  OAA  services  to  these 
rurally-isolated  elders,  who  have  no  other  options.  This  subcommit- 
tee's proposed  funding  reduction  for  fiscal  year  1996  Indian  pro- 
grams is  5  percent.  For  1997,  we  request  that  you  restore  the  au- 
thorized level  to  current  levels,  and  that  you  appropriate  a  modest 
increase,  even  up  to  $20  million,  for  this  most  underserved  of  all 
OAA  programs.  You  will  seldom,  in  your  tenure  on  this  committee, 
allocate  monies  for  American  seniors  that  are  more  desperately 
need  or  more  justifiable. 

Perhaps  the  most  devastating  blow  to  Indian  elders  will  result  if 
their  national  voice  is  lost.  My  organization,  NICOA,  which  serves 
as  this  voice,  depends  almost  entirely  on  the  Older  Americans  Act 
research  and  demonstration  grants  to  provide  funding  for  our  ac- 
tivities. If  these  funds  are  zeroed  out,  elders  may  be  left  with  no 
representation  at  all. 

In  addition  to  serving  as  their  only  consistent  and  visible  advo- 
cate, NICOA  has  recently  used  Title  IV  to  accomplish  several  ini- 
tiatives. These  are  listed  in  my  written  testimony,  which  should  be 
included  in  the  record,  please,  and  which  is  immediately  available 
to  you.  We  think  these  initiatives  place  us  on  the  leading  edge  of 
the  National  Aging  Network. 

I  have  asked  an  Indian  elder  from  Wisconsin,  one  of  my  board 
members,  to  join  me  today  to  speak  briefly.  His  name  is  Wendell 
McLester,  now  retired,  and  a  former  treasurer  of  his  tribe  in  the 
Oneida  Nation. 

Wendell? 

Mr.  McLester.  Thank  you,  David. 

Thank  you,  Mr.  Chairman,  for  allowing  me  to  express  and 
present  my  concerns  with  regards  to  NICOA. 

I  have  been  a  senior  citizen  director  and  nutrition  director  for  a 
number  of  years  before  I  retired,  and  I  can  assure  you  of  the  pov- 
erty that  exists  within  Indian  country  elders.  We  see  it  on  a  daily 
basis  in  Indian  country. 

The  Elder  Assistance  program  under  the  Older  Americans  Act 
was  really  a  godsend  to  all  American  elders,  but  especially  to  our 
people  back  on  the  reservation.  I  can  really  say  that  a  good  share 
of  the  elders  have  been  touched  by  one  of  the  programs  that  really 
works — not  only  for  Indian  elders,  but  for  all  elders. 

As  a  former  elected  treasurer  of  my  tribe,  I  can  assure  you  that 
our  tribal  nations  across  the  country  are  committed  to  our  elders, 


887 


but  without  the  cornerstone  of  adequate  Older  Americans  Act  fund- 
ing, they  will  continue  to  suffer. 

So  we  really  urge  you  to  do  whatever  is  in  your  power  to  con- 
tinue the  Older  Americans  Act  with  adequate  funding. 

I  guess  just  one  personal  thing  that  I  would  like  to  say  to  all  of 
those  who  are  in  decisionmaking  capacities  in  this  country  and  this 
great  city,  is  that  when  they  look  in  the  mirror — the  next  time  they 
look  in  the  mirror,  ask  themselves,  "Would  I  deny  the  basic  needs 
of  my  mother,  my  father,  or  my  grandmother  or  grandfather?" 

I  thank  you,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  subcommittee,  I  thank  you  for  this  opportunity  to  speak 
about  the  Older  Americans  Act  (OAA)  on  behalf  of  200,000  older  Indians  and  Alaska 
Natives  from  more  than  500  tribes.  My  name  is  Dave  Baldridge    I  am  a  Cherokee  Indian 
and  Executive  Director  of  the  National  Indian  Council  on  Aging  (NICOA),  an  Albuquer- 
que, New  Mexico-based  non-profit  which  for  20  years  has  represented  this  population. 
NICOA  is  governed  by  a  13-member  board  of  directors,  each  of  whom  is  an  elected  Indian 
elder  representing  a  federally-designated  geographic  region  of  the  United  States 

American  Indian  and  Alaska  Native  elders  represent  an  especially  important  target  popu- 
lation for  the  Older  Americans  Act.  For  they  are  the  most  underserved  ...  the  most  at  risk 
.  .  .  the  most  vulnerable  of  this  nation's  seniors.  If  the  OAA  fails  them— and  it  is  in  grave 
danger  of  doing  so— then  it  fails  in  its  mission  to  improve  the  lives  of  the  neediest  among 
us. 

There  are  several  reasons  for  the  exceptional  vulnerability  of  this  population    First,  they 
are  both  geographically  and  culturally  isolated    Half  of  them  live  in  six  states—Oklahoma, 
California,  Arizona,  New  Mexico,  and  North  Carolina— and  80%  live  west  of  the  Missis- 
sippi.  They  are  more  or  less  evenly  divided  between  reservation  and  non-reservation 
populations.   They  live  diversely—in  Arizona  hogans  miles  from  the  nearest  paved  roads, 
and  in  reservation  housing  projects  adjoining  large  cities.  More  than  5,000  of  them  live  in 
Los  Angeles. 

There  is  a  "reservation  curtain"  separating  rural  Indian  communities  from  public  aware- 
ness. It  hides  levels  of  poverty  that  the  rest  of  America  seldom  sees    Many  Indian  elders 
live  behind  this  curtain— on  treaty-based  reservations,  Executive  Order  reservations,  state- 
created  reservations,  or  with  hundreds  of  bands  who  do  not  have  federal  recognition  In 
1987,  Congress  found  reservation  elders  to  be: 

—unemployed  at  levels  exceeding  80%,  as  reservations  are  located  in  the  poorest 
counties  in  the  nation, 

—Living  in  poverty  at  a  rate  of  61%, 

—Living  in  substandard,  overcrowded  housing,  40%  of  which  has  been  deemed 
unfit  for  human  occupancy,  more  than  a  fourth  of  these  have  no  indoor  plumbing 
at  all,  only  half  have  complete  bathrooms  indoors,  42%  had  broken  windows,  and 
75%  have  no  telephones 

—Excluded  from  social  security  benefits  at  a  rate  of  57%    Nearly  12%  of  them  have 
no  formal  education  and  only  22%  have  graduated  from  high  school. 

Secondly,  in  addition  to  being  hidden  by  geographic  and  cultural  barriers,  Indian  elders 
are  served  by  different  federal  agencies  and  programs  than  those  which  affect  most  Ameri- 
cans.  These  Bureau  of  Indian  Affairs  (BIA),  Administration  for  Native  Americans  (ANA), 
Indian  Health  Service  (IHS)  and  Administration  on  Aging  (AoA)  programs  often  bear  little 
resemblance  to  those  serving  the  rest  of  the  nation's  elderly.  Thus  mainstream  aging  pro- 
grams and  initiatives  do  not  always  reach  them,  and  advocacy  on  behalf  of  other  senior 
populations  frequently  does  not  extend  to  tribes.   For  example,  Indian  elders  are  served  by 
a  unique— and  itself  heavily  underfunded— federal  health  care  system,  administered  by  the 
Indian  Health  Service. 
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In  addition  to  direct  health  care,  the  IHS  attempts  to  provide  environmental  health,  public 
health  services,  and  facility  construction  and  maintenance    Because  funding  consider- 
ations require  extraordinary  rationing  of  care,  no  geriatric  services  are  available    The  IHS 
offers  no  long-term  care:   no  nursing  homes,  no  community-based  care,  no  home-delivered 
care.   There  is  no  long-term  care  in  Indian  Country,  an  unfortunate  fact  reflected  in  elders' 
health  statistics— the  poorest  of  any  ethnic  group  in  the  nation.   They  are  more  likely  than 
Whites  to  die  of  alcoholism  by  459%,  tuberculosis,  233%,  diabetes  by  107%,  and  pneumonia 
by  65%.   The  inadequacy  of  their  health  delivery  system  means  that  programs  of  the  OAA 
assume  an  even  greater  importance  to  them. 

As  health  care  improvements  implemented  by  states  take  effect,  equivalent  improvements 
may  not  exist  in  the  Indian  health  care  delivery  system    Neither  will  many  provisions  of 
the  Older  Americans  Act  "trickle  down"  to  Indian  Country.  Nor  can  we  assume  that  tribal 
gaming  revenues  will  offset  elder  needs    Of  more  than  500  federally-recognized  tribes,  an 
estimated  100  operate  gaming  enterprises  and  of  these,  only  20  or  so  generate  significant 
gaming  revenues.  Ninety-five  percent  of  the  nation's  Indian  elders  will  not  benefit  from  gaming, 
but  will  remain  mired  in  poverty  and  hopelessness    Most  tribes  that  do  receive  gaming 
revenues  are  using  them  wisely,  rebuilding  infrastructures  that  never  existed  or  which 
suffered  from  decades  of  inadequate  funding  and  neglect    They  are  not  always  able  to 
invest  heavily  in  new  programs  or  facilities  for  their  elders 


ELDER  RIGHTS  PROVISIONS 

One  example  of  the  gap  between  state  and  tribal  services  involves  OAA  Elder  Rights 
provisions    As  pending  reauthorization  legislation  would  delegate  these  responsibilities  to 
states,  few  options  will  be  available  to  Indian  tribes    Without  the  resources  to  form  effec- 
tive partnerships  with  the  variety  of  agencies  available  to  state  programs,  tribal  leaders 
cannot  create,  much  less  coordinate  services  to  protect  their  elders  from  abuse    Nor  are 
states  likely  to  extend  their  limited  resources  for  these  initiatives  to  sovereign  tribal  gov- 
ernments.  Both  the  National  Aging  Network  and  legislators  remain  generally  unaware 
that  the  Act's  current  title  VII-B,  which  authorizes  $5  million  for  Indian  tribes    If  no  tribal 
programs  are  mandated  and  if  no  funding  is  authorized,  Indian  elders  will  again  be  left 
without  protection  from  abuse. 

NATIVE  AMERICAN  PROGRAMS 

The  Older  Americans  Act  provides  a  separaie  title  for  services  to  Indian  elders,  indicating 
that  Indian  programs  are  to  provide  services  "equivalent  to  those  provided  by  states." 
These  services,  however,  have  never  even  remotely  equalled  those  provided  by  state  units 
and  area  agencies  on  aging.   Whereas  state  programs  offer  substantial  supportive  services 
and  transportation,  the  Indian  entitlement  provides  scarcely  more  than  a  few  communal 
meals  weekly.   There  are  few  home  delivered  meals,  few  home  chore  services,  and  no 
ombudsmen  in  Indian  Country.   Most  tribes  already  supplement  OAA  funding  to  the  best 
of  their  abilities,  but  it  is  not  enough    It  is  not  close  to  being  enough 
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When  the  OAA  first  began  funding  Native  American  programs  in  1980,  86  programs 
participated.  Today  there  are  227.  Existing  program  funding,  at  $16.9  million,  is  just  over 
half  the  amount  needed  ($30  million)  just  to  bring  original  grantees  back  to  their  1980 
startup  levels  of  service. 

Although  it  is  grossly  underfunded,  this  Native  American  title  remains  the  cornerstone  of 
OAA  services  to  older  Indians.  To  the  extent  it  works,  it  provides  not  just  nutrition,  but 
transportation,  socialization,  and  an  opportunity  for  program  staff  to  monitor  elders'  well- 
being-even  if  only  on  a  weekly  basis.  The  importance  of  these  functions  grows  with  the 
realization  these  rurally-isolated  elders  who  have  no  other  options. 

This  subcommittee's  proposed  funding  reduction  for  FY96  Indian  programs  is  5%,  or 
$845,000.  We  request  that  you  restore  the  appropriation  level  to  current  levels,  and  that 
you  appropriate  a  modest  increase— $20  million—in  1997  for  this  most  underserved  of  all 
OAA  programs.   You  will  seldom,  in  your  tenure  on  this  committee,  allocate  monies  that 
are  more  desperately  needed  or  more  justifiable. 

EMPLOYMENT  PROGRAMS 

Under  NICOA's  administration,  the  Senior  Community  Service  Employment  Program 
(SCSEP)  provides  Indian  Country  with  about  800  employment  training  positions,  many  of 
which  are  located  with  tribal  programs.   Despite  the  scarcity  of  employment  opportunities 
on  Indian  reservations,  the  SCSEP  provides  badly-needed  income  for  elders  and  valuable 
community  service  to  Indian  communities  which  could  not  otherwise  afford  training/ 
employment  costs  subsidized  by  the  program.   Because  of  the  difficulty  and  expense  of 
conducting  rural  outreach,  the  SCSEP  will  not  reach  Indian  elders  if  it  is  operated  by  states 
or  non-Indian  contractors.   A  national  Indian  contractor  will  be  best  able  to  provide  oppor- 
tunities for  the  program  to  succeed  in  Indian  Country. 

RESEARCH  AND  DEMONSTRATION  GRANTS 

The  nation's  repository  of  research  and  information  about  this  population  is  less  than  that 
for  any  other  elder  population.   Urban  Indians  remain  the  least-identified  elder  population 
in  the  United  States.   Almost  nothing  is  known  of  their  functional  or  socio-economic  status. 

Most  research  and  demonstration  activities  for  this  population  have  been  funded  by  the 
Older  Americans  Act.   Additionally,  two  university-based  national  resource  centers  on 
Native  Americans  have  recently  provided  valuable  links  to  academic,  aging  network,  and 
other  related  communities.   These  important  centers  are  as  of  this  month  prematurely 
closed  pending  a  continuing  funding  resolution  from  Congress    Both  in  jeopardy  of  losing 
their  funding  permanently. 
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Perhaps  the  most  devastating  blow  to  Indian  elders  will  result  if  their  national  voice  is  lost. 
The  National  Indian  Council  on  Aging,  which  serves  as  this  voice,  depends  almost  entirely 
on  the  Older  Americans  Act  to  provide  funding  for  its  activities.  In  addition  to  serving  as 
this  minority's  only  consistently  visible  advocate,  NICOA  has  recently  used  OAA  funding 
to  accomplish  several  significant  initiatives. 

•  Completing  a  project  utilizing  high  tech  computer  technology  to  correlate  health, 
socio-economic,  and  geographic  databases.   The  successful  project  is  a  first-ever  attempt 
tobring  this  exciting  new  technology  to  the  National  Aging  Network 

•  Helping  create  a  (1996)  multiple-year  Geriatric  Education  Center  (GEC)  at  the 
Univ.  of  New  Mexico  Medical  School,  focused  on  the  development  and  delivery  of  an 
Indian  elder-specific  health  care  curriculum.   The  GEC  project  represents  the  first  time  a 
national  focus  has  been  established  for  American  Indian  geriatric  care. 

•  Completing  the  publication  this  month  of  The  NICOA  Report,  a  100-page  docu- 
ment which  provides  the  most  comprehensive  evaluation  to  date  of  Indian  elders'  func- 
tional, political,  and  health  status.   The  project  was  sponsored  by  the  National  Indian 
Policy  Center. 

•  Publishing,  in  1992  and  1994,  the  National  Indian  Aging  Agenda  for  the  Future. 
This  document,  compiled  from  more  than  800  recommendations  by  tribes,  Indian  organiza- 
tions, and  elder  programs,  remains  the  most  significant  statement  of  the  last  decade  by  the 
nation's  Indian  elders.   It  will  serve  as  the  cornerstone  of  Indian  advocacy  through  the  Year 

2000. 

•  Completing  an  award  winning  1995  video,  A  Legacy  Lost,  which  portrays  the  plight-- 
and  the  courage—of  reservation  elders  who  depend  heavily  on  federal  services. 

NICOA  thanks  the  subcommittee  for  this  opportunity  to  clarify  these  critical  OAA  consid- 
erations   Copies  of  all  the  above-mentioned  reports  and  projects  will  be  made  immediately 
available  to  individual  members  upon  request.   We  also  wish  to  extend  an  invitation  to  any 
subcommittee  members  or  staff  who  might  wish  to  visit  Indian  Country.   We  would  be 
pleased  to  arrange  appropriate  locations,  site  visits,  or  meetings  anywhere  in  Indian  Coun- 
try. 


-END- 
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Mr.  Porter.  Mr.  Baldridge  and  Mr.  McLester,  thank  you  very 
much  for  coming  to  testify  today.  You  have  directed  our  thinking 
very  weli.  Thanks  for  your  good  testimony. 


Wednesday,  March  6,  1996. 

WITNESS 

DREW  ALBRITTEN,  AMERICAN  ASSOCIATION  FOR  ADULT  AND  CON- 
TINUING EDUCATION 

Mr.  Porter.  Dr.  Drew  Aibritten,  Executive  Director,  represent- 
ing the  American  Association  for  Adult  and  Continuing  Education. 

Dr.  Albritten.  Mr.  Chairman,  my  name  is  Drew  Aibritten.  I  am 
the  Executive  Director  of  the  American  Association  for  Adult  and 
Continuing  Education.  I  appreciate  the  opportunity  to  testify  before 
the  subcommittee  today. 

Based  upon  the  collective  memories  of  those  affiliated  with  the 
association,  this  is  the  first  time  that  the  subcommittee  has  heard 
from  an  AAACE  witness.  As  you  have  already  received  my  written 
testimony  for  the  record,  my  remarks  will  simply  highlight  some  of 
the  more  important  points. 

As  you  know,  the  1992  Adult  Literacy  Survey  indicated  that 
nearly  50  percent  of  all  the  Nation's  adults  are  at  the  basic  skill 
levels  or  below.  Tragically,  this  means  that  about  90  million  Ameri- 
cans cannot  even  handle  an  entry-level  job  without  some  additional 
education  or  training.  They  are  definitely  at  risk. 

Consequently,  the  fiscal  question  before  Congress  is,  can  we  ade- 
quately support  adult  education  literacy  programs?  However,  the 
more  practical  question  is,  can  we  afford  not  to?  If  90  million  Amer- 
icans are  at  risk  of  being  unemployed,  at  risk  of  being  on  welfare, 
or  at  risk  of  resorting  to  a  life  of  crime,  I  believe  adult  education 
literacy  programs  can  also  be  viewed  as  prevention  programs  for 
the  working  poor. 

In  a  recent  letter  to  Senator  Kassebaum,  Secretary  Riley  indi- 
cated that  there  was  a  great  unmet  need  for  these  programs,  and 
that  demand  will  likely  increase  should  AFDC  recipients  be  moved 
into  adult  education  programs.  At  this  time  there  are  only  four 
States  that  have  the  locally-supported  funding  infrastructure  for 
adult  education  literacy  programs.  Federal  expenditures  remain 
proportionally  high  for  programs  in  the  46  other  States. 

Reducing  Federal  support  for  adult  education  literacy  will  have 
a  devastating  impact  on  at-risk  adults.  And  what  would  be  the  ap- 
proximate cost  of  helping  90  million  Americans  to  achieve  self-suffi- 
ciency? If  we  dedicated  only  $10  per  year  for  each  at-risk  adult,  it 
would  cost  $900  million.  At  this  time,  that  is  three  times  the  appro- 
priation currently  spent.  Nevertheless,  according  to  Senator  Jef- 
fords in  a  speech  made  before  his  colleagues  last  October,  a  more 
realistic  figure  of  $1,000  per  each  at-risk  adult  was  considered,  but 
that's  a  $90  billion  price-tag. 

Based  on  fiscal  year  1995  appropriations,  Congress  spent  only 
$279  million  on  certain  adult  education  literacy  programs.  This  is 
only  $3.10  for  each  at-risk  adult.  This  would  be  only  three-tenths 
of  one  percent  of  what  Senator  Jeffords  and  others  thought  would 
adequately  meet  the  needs. 
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Although  no  funding  levels  have  been  decided  upon  for  fiscal 
year  1996,  the  Senate  proposal  currently  talks  about  $3.01  for  each 
at-risk  adult,  while  the  House  proposes  $2.87.  It  is  clear  to  see  that 
at-risk  adults  are  falling  further  behind  in  their  efforts  to  become 
self-sufficient. 

We  are  all  aware  of  the  funding  constraint  that  the  Congress  and 
this  committee  faces  to  meet  the  needs  of  the  many  important  pro- 
grams under  your  jurisdiction.  However,  without  adequate  funding, 
at-risk  adults  will  only  have  three  career  options:  crime,  unemploy- 
ment, and  welfare.  Adult  education  is  prevention.  As  a  matter  of 
fact,  in  a  study  recently  completed,  for  every  dollar  spent  on  adult 
education  literacy  there  is  a  $3.50  dividend. 

One  additional  point  should  be  made  about  the  cost-effectiveness 
of  these  programs.  According  to  the  U.S.  Department  of  Education, 
only  14  percent  of  all  adult  education  and  literacy  educators  are 
full-time  employees.  Therefore,  86  percent  are  either  part-time  or 
volunteers. 

This  field  provides  one  of  the  most  cost-effective  service  delivery 
systems  for  any  federally-supported  program. 

To  conclude,  on  behalf  of  AAACE  in  the  field,  I  ask  the  sub- 
committee for  a  defensible  10  percent  increase  in  funding  over  last 
year's  level.  This  would  bring  funding  in  fiscal  year  1997  back  to 
the  fiscal  year  1994  level  of  $3.40  per  each  at-risk  adult  per  year. 
Congress  would  then  be  spending  less  than  one  hour's  worth  of 
minimum  wage  per  year  on  each  of  these  adults,  who  would  like 
the  opportunity  to  achieve  self-sufficiency. 

Nevertheless,  we  are  not  requesting  more  than  our  fair  share. 
We  are  simply  requesting  to  keep  up  with  inflation.  The  field  has 
been  fiscally  responsible  for  years,  and  we  trust  you  feel  the  same 
way. 

Mr.  Chairman,  I  trust  that  the  generosity  of  the  subcommittee 

is  inversely  related  to  the  length  of  the  testimony  

[Laughter.] 

Mr.  Porter.  You  are  right. 

Dr.  Albritten  [contining].  And  I  will  conclude  my  remarks. 
[The  prepared  statement  follows:] 
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Mr.  Chairman,  Mr.  Obey  and  members  of  the  Subcommittee,  my  name  is  Dr.  Drew  Allbritten.  I 
am  the  Executive  Director  of  The  Association  for  Adult  and  Continuing  Education  (AAACE).  I 
appreciate  the  opportunity  to  testify  before  the  Subcommittee.  Based  on  the  collective  memories 
of  those  affiliated  with  my  association,  this  is  the  first  time  this  Subcommittee  has  heard  a 
witness  speaking  specifically  in  support  of  Adult  Literacy  and  Adult  Education  Programs. 

The  American  Association  for  Adult  and  Continuing  Education  (AAACE)  is  the  nation's  premier 
organization  dedicated  to  enhancing  the  lives  of  adult  learners.  AAACE' s  members  are  from 
Secondary  and  Post  secondary  education,  business  and  labor,  the  military  and  government,  and 
from  community  based  organizations.  In  addition  to  being  AAACE's  Executive  Director,  I  serve 
in  leadership  roles  in  the  National  Coalition  of  Literacy,  the  Coalition  of  Life  Long  Learning 
Organizations  and  the  National  Coalition  for  Technology  in  Education  and  Training. 

As  the  Subcommittee  members  may  know,  according  to  the  1992  National  Adult  Literacy 
Survey,  nearly  50%  of  all  the  nation's  adults  are  at  the  basic  skill  level  or  below.  This  tragically 
means  that  nearly  90  million  Americans  cannot  even  handle  an  entry-level  job  without  some 
additional  education  and  training.  The  Congressional  commitment  to  insure  that  the  nation  can 
compete  globally  presents  an  important  argument  for  expanding  support  for  adult  literacy  and 
adult  education  programs.  I  feel  confident  that  none  of  the  members  of  this  committee  overlook 
the  positive  economic  impact  of  providing  support  for  adult  education  and  literacy  programs. 
This  view  in  fact  seems  to  represent  a  broadly  held  political  consensus  that  reaches  across  the  isle 
to  both  parties.  The  issue  or  question  is:  can  we  support  this  consensus  with  adequate  Federal 
funding? 

In  a  recent  letter  to  Senator  Kassebaum  Secretary  Riley  of  the  Department  of  Education  made  the 
following  statement:  "There  is  great  unmet  need  for  these  (adult  education  and  literacy)  services, 
and  demand  is  likely  to  increase  still  further  if  welfare  reform  moves  AFDC  recipients  into  adult 
education  as  part  of  their  preparation  to  become  self-sufficient  by  the  time  their  eligibility 
expires.  Federal  expenditures  are  a  relatively  high  percentage  of  total  funds  for  adult  education 
compared  with  other  federally  supported  education  programs:  reducing  or  diverting  these  funds 
could  be  devastating  to  the  adult  education  system's  ability  to  meet  the  need  for  services." 
Clearly  these  statements  support  the  position  held  by  the  American  Association  for  Adult  and 
Continuing  Education. 

There  are  approximately  90  million  people  in  this  nation  who  are  functionally  illiterate.  These 
Americans  are  "at  risk."  They  are  "at  risk"  of  being  unemployed;  they  are  "at  risk"of  needing  to 
be  on  welfare;  they  are  "at  risk"  of  resorting  to  a  life  of  crime. 

There  are  also  large  numbers,  millions,  of  the  functionally  illiterate  who  are  unemployed.  What 
would  be  the  cost  of  helping  all  90  million  achieve  literacy?  If  we  dedicated  merely  $10  per 
person,  it  would  cost  $900  million;  or  $100  per  person,  the  figure  would  be  $9  billion.  However, 
to  be  truly  effective,  a  more  realistic  figure  would  be  $1,000  per  person  or  $90  billion  to  help 
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those  90  million  people  achieve  literacy.  In  this  estimate  of  need,  I  am  quoting  Senator  Jeffords 
from  a  speech  he  made  on  the  Senate  floor  last  October. 

At  this  time,  based  on  fiscal  year  1995  appropriations,  we  spend  only  $3.10  on  each  "at  risk" 
functionally  illiterate  adult.  In  other  words  we  spend  only  0.3  of  one  percent  ...less  than  one-half 
of  one  percent...  of  the  amount  that  many,  including  Senator  Jeffords,  have  recommended  is 
necessary  to  adequately  meet  the  need. 

As  far  as  unemployment  is  concerned,  the  figures  are  less  specific;  but  we  do  know  that  for  every 
space  we  have  for  employment  training  now,  there  are  10  people  who  are  unemployed  or 
underemployed  who  desire  that  slot.  That  leaves  nine  people  who  desire  this  training  who  are 
unserved  for  every  one  who  receives  training. 

Experience  tells  us  all  that  the  incentive  created  to  get  people  off  welfare,  combined  with  the 
incentives  we  now  have  in  employment  training  to  try  and  move  people  off  the  unemployment 
rolls  will  almost  certainly  result  in  what  is  referred  to  as  creaming.  In  creaming,  the  emphasis 
will  be  to  focus  the  funds  on  those  for  whom  it  is  easiest  to  get  off  welfare  and  to  get 
employment.  That  means,  however,  those  who  need  the  funding  and  education  the  most,  those 
who  are  on  welfare  now  and  have  been  on  welfare  for  many  years,  will  probably  have  no 
opportunity  to  get  the  education  they  need  because  States  have  responded  to  incentives  to  focus 
resources  in  other  directions. 

Mr.  Chairman,  as  the  members  of  this  subcommittee  know  while  adult  education  funding  did 
grow  modestly  in  the  early  1990's  the  funding  level  for  adult  education  has  been  flat  and 
decreasing  since  1993.  The  fiscal  year  1996  proposal  by  the  Senate  provides  on  $3.01  of  support 
for  each  functionally  illiterate  adult.  The  House  proposal  would  provide  $2.87  for  each  "at  risk" 
adult.  It  is  clear  to  see  that  we  are  falling  further  and  further  behind  to  meet  the  need  of  this 
critical  area. 

We  are  all  aware  of  the  funding  constraints  that  the  Congress  and  this  Committee  faces  in 
meeting  the  needs  of  many  important  programs  in  your  jurisdiction.  Adult  education  and  literacy 
programs  however  yield  rich  dividends  for  the  nation,  our  economy  and  our  international 
competitiveness.  Even  in  tough  times  good  programs  merit  and  are  given  increases  by  this 
subcommittee.  Without  adequate  funds  "at  risk"  adults  have  three  career  options:  crime, 
unemployment  or  welfare.  We  all  know  that  programs  to  combat  crime,  unemployment  and 
welfare  are  more  costly  than  adult  education  and  literacy  programs.  AAACE  would  urge  the 
subcommittee  to  help  prevent  these  "at  risk  "  adults  from  having  to  enter  these  costly  programs. 

One  additional  point  needs  to  be  made  about  the  cost  effectiveness  of  adult  education  and 
literacy  programs.  According  to  the  U.  S.  Department  of  Education  only  14  %  of  all  adult 
education  and  literacy  program  services  are  provided  by  full  time  employees.  Therefore,  86%  of 
adult  education  and  literacy  programs  are  provided  by  part  time  and  volunteer  teachers. 
Therefore,  this  field  is  one  of  the  most  cost  effective  service  providers  of  any  Federally  supported 
program. 
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Therefore,  the  American  Association  for  Adult  and  Continuing  Education  requests  an  increase  of 
10  %  over  last  years  level.  This  would  bring  us  back  to  the  Fiscal  year  1994  level  of  $3.40  of 
support  for  each  "at  risk"  adult.  We  feel  this  would  help  the  program  catch  up  to  the  level  it 
would  have  been  funded  at  had  it  kept  up  with  inflation  for  the  last  four  years. 

Mr.  Chairman,  at  this  point  I  would  urge  the  Subcommittee  and  staff  to  provide  increases  for 
Adult  Education  programs. 

Mr.  Chairman,  as  I  have  been  told  that  the  generosity  of  the  Subcommittee  is  inversely  related  to 
the  length  of  a  witness'  testimony  I  will,  therefore,  conclude  my  statement  at  this  point. 
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•  American  Association  for  Adult  and  Continuing  Education  • 

DR.  DREW  W.  ALLBRITTEN 

Dr.  Drew  W.  Allbritten  was  named  Executive  Director  of  the  American  Association  for  Adult  and 
Continuing  Education  (AAACE)  in  1991.  AAACE  is  the  nation's  premier  professional  association 
in  adult  and  continuing  education;  and  has  members  from  secondary  and  post-secondary  education, 
business  and  labor,  military  and  government,  and  community-based  organizations.  AAACE  has 
over  60  affiliates  with  members  from  over  40  nations.  Under  Dr.  Allbritten's  leadership,  AAACE 
advocates  for  federal  public  policy  and  legislation,  sponsors  the  Annual  Adult  Education  Conference 
and  other  national  meetings,  manages  the  adult  education  foundation,  and  according  to  the  U.S. 
Department  of  Education  publishes  three  of  the  nation's  top  periodicals  in  education  and  training. 

Dr.  Allbritten  serves  on  several  national  boards  (e.g.,  Coalition  of  Lifelong  Learning  Organizations, 
National  Coalition  on  Literacy,  National  Coordinating  Council  for  Technology  in  Education  and 
Training)  and  advisory  councils  (e.g.,  ACTs  Work  Keys  Project,  IBM's  Community  Management 
Institute,  USA  Today's  Literacy  Council).  He  also  consults  on  education  projects  (e.g.,  "Good 
Morning  America"  and  "Hour  Magazine,"  IBM  Foundation  and  Texaco  Inc.,  Wall  Street  Journal  and 
Washington  Post,  Newsweek  and  U.S.  News  &  World  Report,  and  numerous  other  newspapers  and 
magazines)  and  advises  state  and  national  leaders  (e.g.,  White  House  Task  Force  on  Technology  and 
Learning,  Federal  Working  Group  on  Family  Self-Sufficiency,  National  Education  Goals  Panel, 
Virginia's  Business-Education  Partnerships)  on  a  variety  of  public  policy  issues  (e.g.,  welfare 
reform,  AmeriCorps,  workplace  literacy,  School-to- Work  Opportunities  Act,  information 
superhighway,  telecommunications  deregulation,  Re-employment  Act,  as  well  as  adult,  continuing 
and  community  education  legislation  and  regulations). 

Prior  to  his  AAACE  appointment,  Dr.  Allbritten  served  at  the  local,  state,  and  national  levels  in 
educational,  governmental,  and  association  leadership  positions.  He  served  as  Executive  Director 
of  the  Iowa  Association  for  Community  College  Trustees  and  Presidents.  From  1981-87,  Dr. 
Allbritten  served  as  Executive  Assistant  for  Intergovernmental  Relations  at  HUD,  and  wrote  national 
economic  development  policy  for  the  White  House.  From  1979-81,  Drew  served  in  the  Michigan 
Legislature  on  the  Urban  Affairs,  Social  Services,  and  Consumer  Affairs  committees.  Prior  to  this, 
he  served  ten  years  as  a  community  college  administrator  and  three  years  as  an  inner-city  math 
teacher.  Allbritten  earned  his  doctorate  (Summa  Cum  Laude)  from  Western  Michigan  University, 
and  his  Specialist  and  Masters  degrees  in  Personnel  and  Counseling,  respectively. 
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•  American  Association  for  Adult  and  Continuing  Education  • 


VISION  STATEMENT 

The  American  Association  for  Adult  and  Continuing  Education  (AAACE) 
is  dedicated  to  the  belief  that 
lifelong  learning  contributes  to  human  fulfillment  and  positive  social  change. 
We  envision  a  more  humane  world 
made  possible  by  the  diverse  practice  of  our  members 
in  helping  adults  acquire  the  knowledge,  skills,  and  values 
needed  to  lead  productive  and  satisfying  lives. 


MISSION  STATEMENT 

The  mission  of  the  American  Association  for  Adult  and  Continuing  Education  (AAACE)  is 
to  provide  leadership  for  the  field  of  adult  and  continuing  education 
by  expanding  opportunities  for  adult  growth  and  development; 
unifying  adult  educators; 
fostering  the  development  and  dissemination  of  theory,  research,  information,  and  best  practices; 
promoting  identity  and  standards  for  the  profession;  and 
advocating  relevant  public  policy  and  social  change  initiatives. 
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Mr.  Porter.  Let  me  say,  I  don't  think  the  request  is  unreason- 
able at  all.  I  would  urge  you  also  to  impact  John  Kasich  and  the 
Budget  Committee  in  hopes  that  this  subcommittee  can  receive  a 
better  allocation  than  we  had  to  work  with  last  year,  in  the  next 
fiscal  year.  Of  course,  that  will  be  happening  very  soon. 

So  we  thank  you  for  being  here,  for  the  most  efficient  testimony 
of  the  day,  and  you  are  exactly  right:  it  is  inversely  proportional. 

Thank  you  very  much  for  being  with  us. 

Dr.  Albritten.  Thank  you  very  much. 


Wednesday,  March  6,  1996. 

WITNESS 
WAYNE  R.  MATSON  Ph.D,  ESA,  INC. 

Mr.  Bonilla  [presiding].  At  this  time  we  would  like  to  welcome 
Wayne  Matson,  Ph.D.,  Founder,  Vice  President,  and  Technical  Di- 
rector, representing  ESA,  Inc. 

Dr.  Matson,  if  you  would  come  forward,  we  would  be  pleased  to 
hear  from  you  at  this  time. 

Dr.  Matson.  Thank  you  very  much,  Mr.  Chairman.  Thank  you 
for  the  opportunity  to  address  you.  Our  President  and  co-founder, 
Alvin  Block,  has  testified  here  before  this  committee  on  cost-effec- 
tive technologies  for  health  care  for  about  the  last  10  years. 

I  am  an  inventor  and  a  researcher,  sort  of  a  front-line  foot  soldier 
among  all  these  generals  of  the  biomedical  community  that  you  had 
here  earlier.  But  with  collaborators  in  various  research  groups, 
we've  developed  a  general  approach  to  early  detection  and  preven- 
tion of  a  number  of  chronic  diseases,  like  neonatal  cancer,  brain  in- 
jury in  children,  Alzheimer's  and  Parkinson's  diseases  in  the  elder- 
ly, and  bone  loss  in  women. 

Disorders  like  these  account  for  a  large  part  of  the  health  care 
budget.  Early  detection  and  prevention  could  reduce  overall  costs 
by,  really,  as  much  as  20  percent. 

To  realize  the  benefits  of  these  developments,  we  recommend 
that  the  Congress  clarify  regulations  concerning  predictive  medical 
data,  and  fund  prospective  studies  of  childhood  brain  injury  and  el- 
derly degenerative  diseases. 

Now,  we  are  a  biomedical  development  firm  with  sort  of  a  history 
of  improving  health  care  with  innovative  technology  and  services. 
Our  core  technology  is  in  very  sensitive  electrochemical  sensors;  we 
first  applied  this  to  the  childhood  lead  poisoning  problem  in  the 
early  1970s,  when  we  developed  tools  so  that  the  CDC  could  go  out 
and  define  the  national  scope  of  that  problem.  During  the  1980s, 
with  SBIR  support,  we  built  some  very  powerful  systems  that  could 
measure  hundreds  of  biochemicals  at  the  same  time.  These  are  crit- 
ical things  like  transmitters,  toxins,  hormones,  and  what  have  you. 

These  systems  have  found  widespread  application  internation- 
ally. We  do  neonatal  cancer  screening  in  Japan.  We  do  antibiotic 
testing  in  Europe.  We  have  created  a  lot  of  rapid,  accurate  tests  for 
the  U.S.  clinical  laboratories,  and  I  think  from  the  standpoints  of 
job  creation,  from  increases  in  foreign  trade,  from  reduction  of 
health  costs,  there's  been  a  pretty  good  return  on  the  SBIR's  public 
investment  here,  probably  about  10  to  1  by  some  rational  models. 
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The  potential  for  the  concepts  using  the  systems  goes  well  be- 
yond the  conventional  applications.  They  sort  of  go  a  step  beyond 
the  idea  of  gene  mapping,  to  measure  the  expression  of  both  the 
genome  and  the  environment  in  these  small  molecule  patterns.  And 
the  predictive  and  preventive  power  of  this  approach  is  potentially 
much  greater;  it's  sort  of  like  predicting  tomorrow's  weather  from 
satellite  pictures  instead  of  from  a  global  model  of  what  the  weath- 
er has  been  and  used  to  be. 

With  some  of  our  co-workers  we  have  demonstrated  a  number  of 
key  possibilities.  With  Dr.  Beal  at  Mass  General  Hospital,  with 
NIH  support,  we  have  separated  the  neurodegenerative  diseases — 
the  Alzheimer's,  the  Parkinson's,  multiple  sclerosis,  ALS — from 
patterns  of  their  biochemistry.  By  considering  these  patterns  as  a 
whole,  they  develop  some  fairly  effective  therapies  for  intervention, 
things  like  protecting  against  free  radicals.  And  that  work  strongly 
suggests  that  if  these  patterns  can  be  detected  early,  there  is  a 
good  chance  that  early  therapy  can  prevent  or  delay  the  damage, 
with  a  very  large  savings  in  suffering  and  cost. 

With  support  from  private  sources,  we  are  following  the  bio- 
chemistry of  about  900  to  1,000  severely  brain-injured  children  at 
the  Institutes  for  the  Achievement  of  Human  Potential  in  Philadel- 
phia. These  are  children  in  custodial  care.  We  have  found  that  all 
of  these  children  are  biochemically  different,  and  that  5  to  10  per- 
cent of  them  are  so  different  that  the  biochemistry  is  probably  why 
they  hurt.  It  is  kind  of  frustrating,  because  we  can  treat  these  kids 
now,  and  we  can  help  them  some — kids  who  can't  walk,  who  can't 
see,  who  can't  talk,  who  have  brain  injury — that  we  can  help  them 
now,  but  if  we  had  been  able  to  catch  them  earlier,  in  all  prob- 
ability they  would  be  normal  kids. 

Now,  if  we  can  detect  Alzheimer's  or  Parkinson's  or  autism  or 
brain  developmental  problems  of  birth  trauma  very  early  and  inter- 
vene— essentially,  see  the  problems  coming  and  dodge — we  can 
save  that  portion  of  the  health  care  budget,  I  think,  that  goes  to 
custodial  care.  I  would  say  that's  around  20  percent.  There's  really 
not  anything  that  has  to  be  invented  to  do  it;  it's  just  a  matter  of 
rationally  using  the  tools  we've  already  paid  for.  It  may  happen 
anyway  simply  because  capabilities  have  a  way  of  being  used.  But 
there  are  two  places  where  Congress  can  really  help  in  this,  I 
think. 

One  is  in  getting  some  regulatory  clarity  regarding  the  use  of 
predictive  data.  There  is  a  fear  that  detecting  a  possible  disease  is 
going  to  lead  to  discrimination,  to  job  loss,  to  insurance  loss.  That 
has  to  be  addressed,  and  this  is  something  that  might  be  tackled 
by  the  NIH  Director's  Advisory  Council. 

Second,  there  is  a  need  for  prospective  diagnostic  studies  of  new- 
born children  and  of  older  people.  We  recommend  the  funding  of 
two  programs,  of  similar  magnitude  and  structure  to  the  Fra- 
mingham  Heart  Study,  one  for  kids  and  one  for  the  elderly.  These 
could  be  supported  by  NINDS  or  by  NIA,  the  National  Institutes 
for  Aging,  and  run  through  existing  Alzheimer's  disease  centers  for 
the  elderly  and  through  metabolic  testing  centers,  such  as  the  In- 
stitutes for  the  Achievement  of  Human  Potential  for  Children.  I 
think  that  if  this  is  done  efficiently  and  with  a  little  luck,  we  can 
save  a  fair  amount  of  money  and  a  lot  of  pain. 
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I  thank  you.  If  there  are  any  questions,  I  would  be  happy  to  an- 
swer them  for  you. 
[The  prepared  statement  follows:] 


ESA.  INC. 
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I  am  Wayne  Matson,  Founder,  Vice  President  and  Technical  Director,  of  ESA,  Inc.,  of 
Chelmsford,  MA.  Our  President  and  co-founder,  Alvin  V.  Block,  has  testified  before  this 
Subcommittee  on  issues  of  the  cost  effectiveness  of  emerging  technologies  in  health  care  for  ten 
years.  I  would  like  to  present  a  status  report  on  studies  and  devices  directed  at  the  early  detection 
and  therapeutic  correction  of  a  range  of  debilitating,  costly,  chronic,  or  degenerative  diseases. 
These  disorders,  which  encompass  such  problems  as  brain  injury  and  developmental  problems  in 
children,  Alzheimer's  and  Parkinson's  disease  in  the  aged,  and  arthritis  and  bone  loss  in  women, 
account  for  around  30%  of  health  costs.  Generally  the  tools  for  fixing  such  problems  when  they 
occur  are  not  particularly  good,  and  the  usual  outcome  for  people,  such  as  the  older  lady  with  no 
memory  or  the  "autistic"  child,  is  consignment  to  custodial  care.  What  we  and  our  colleagues  feel  is 
needed  and  possible  are  tests  that  allow  early  or  predictive  detection  and  the  specification  of 
preventive  therapy. 

Our  approach  has  gone  a  step  beyond  gene  mapping  to  the  measurement  of  the  expression  of 
the  genome  in  the  small  operational  molecules  of  the  body.  By  doing  this,  subtle  interactions  of 
genes  within  an  individual  and  environmental  effects  on  the  individual  are  also  taken  into  account. 
In  a  computer  analogy,  we  are  looking  for  problems  by  checking  the  software  instead  of  the 
hardware;  in  a  weather  analogy,  we  are  trying  to  predict  if  it  will  snow  tomorrow  from  watching  the 
satellite  images  and  knowing  what's  happened  before,  rather  than  using  global  weather  models.  The 
goal  of  the  efforts  has  been  to  be  able  to  detect  and  correct  a  problem  before  extensive  damage  to  an 
individual  occurs.  Working  with  collaborators  from  Massachusetts  General  Hospital  (MGH),  NASA 
Ames,  CA,  The  Institutes  for  the  Achievement  of  Human  Potential  (IAHP)  in  Philadelphia,  and 
others,  with  support  from  the  National  Institutes  of  Health  (NIH),  Motorola,  and  other  private 
foundations,  a  number  of  key  problems  have  been  resolved. 

We  are  now  at  the  point  of  having  demonstrated  the  power  and  scope  of  the  technologies  and 
concepts  developed.  We  have  indications  that  some  7%  of  brain  injured  children  in  custodial  care 
are  there  because  of  abnormal  biochemistries  and  that  many  childhood  developmental  problems  have 
early  biochemical  indicators  that  can  be  fixed.  We  have  been  able  to  separate  various  degenerative 
neurological  diseases  by  operational  biochemical  patterns  that  have  also  yielded  approaches  to 
therapy.  This  approach  has  been  applied  to  enough  other  disorders  to  suggest  that  it  is  generally 
useful  for  all  chronic  diseases.  As  background  for  a  suggested  next  step,  I  feel  it  would  be  useful  to 
describe  ESA's  background  and  the  collaborations,  support  and  studies  that  have  led  us  to  this  point 
in  our  work. 

ESA  is  a  biomedical  research  and  technology  development  firm  dedicated  to  the  improvement 
of  health  care  through  innovative  instrumentation  and  services.  We  have  focused  our  efforts 
primarily  on  chronic  and  environmentally  induced  disorders  that  can  best  be  addressed  by  early 
detection  and  prevention.  These  include  such  problems  as  lead  poisoning,  metabolic  disorders, 
brain  injury  and  cancer  in  young  children,  neurodegenerative  diseases  such  as  Alzheimer's  and 
Parkinson's  in  the  elderly,  and  bone  loss  in  women. 

Our  core  technology  is  in  unique  electrochemical  sensors  which,  by  their  nature,  can  provide 
high  sensitivity  and  selectivity  for  critical  biochemicals.  These  sensors  are  used  in  a  variety  of 
proprietary  instruments  capable  of  a  wide  range  of  measurements.  For  the  life  of  the  company,  we 
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have  focused  on  adapting  the  power  of  these  sensors  to  problems  of  human  disorders,  essentially 
trying  to  find  technical  solutions  to  societal  problems.  This  effort  started  in  1970  with  the 
development  of  a  total  system  package  of  instrumentation  and  sampling  equipment  for  the 
measurement  of  lead  levels  in  children,  using  finger-stick  samples  at  the  part-per-million  level.  This 
novel  capability  allowed  the  Centers  for  Disease  Control,  which  had  been  given  the  task  of 
determining  the  national  extent  of  lead  poisoning,  to  perform  wide-spread  pediatric  lead  screening 
across  the  country.  Next,  we  developed  a  series  of  instruments  to  measure  iron  deficiency  in  small 
pediatric  blood  samples.  This  group  of  devices  was  capable  of  operating  in  store  front  clinics  or 
mobile  vans  and  essentially  brought  screening,  diagnosis  and  prevention  directly  to  where  it  was 
needed.  Subsequently,  with  internal  private  funds  and  substantial  support  from  the  NIH  Small 
Business  Innovation  Research  (SBIR)  Program,  we  have  developed  powerful  sensors  for  the 
simultaneous  measurement  of  a  broad  range  of  biochemicals  such  as  neurotransmitters,  hormones, 
metabolites,  antioxidants,  and  vitamins.  This  capability  has  led  to  a  more  powerful  capability  for 
existing  tests  and,  beyond  that,  to  a  completely  new  approach  to  early  prediction  and  treatment. 

This  technology  was  first  applied  to  widespread  screening  in  Japan.  They  now  routinely  test 
all  newborns  for  neuroblastoma.  This  is  a  form  of  cancer  which,  if  detected  early,  can  be  cured 
with  little  suffering  and  at  a  low  cost.  If  undetected,  it  leads  to  an  early,  painful,  and  costly  death. 
The  screening  centers  located  in  each  prefecture  have  proven  highly  cost  effective.  More  recently, 
our  instrumentation  has  been  adopted  by  major  clinical  and  research  laboratories  to  provide  more 
cost  effective  and  accurate  testing  for  neurotransmitters  and  their  metabolites  for  certain  heart 
disorders,  cancers  and  mental  abnormalities. 

The  technology  has  found  utility  in  a  number  of  other  health  research  areas  such  as: 
antibiotic  assays  in  animal  feeds  to  control  the  occurrence  of  resistant  strains  of  bacteria  ;  procedures 
for  measuring  food  quality  and  antioxidant  levels  in  supplements;  and  a  means  of  controlling  the 
effectiveness  of  natural  product  remedies  or  nutraceuticals.  Nevertheless,  the  greatest  potential 
utility  of  this  technical  and  conceptual  approach  has  only  begun  to  be  realized  -  the  ability  to  use  the 
hundreds  of  simultaneous  measurements  to  define  the  interaction  of  an  individual's  genetics  with  the 
environment  to  determine  his  or  her  state  of  health. 

In  studies  conducted  with  NIH  support,  in  collaboration  with  Dr.  M.  Flint  Beal  at  MGH,  we 
have  shown  that  it  is  possible  to  separate  neurodegenerative  diseases  by  their  biochemistry.  That  is 
when  considered  as  a  whole,  the  pattern  of  hundreds  of  compounds  in  an  individual  with 
Alzheimer's  disease  is  uniquely  different  from  normal  or  other  diseases  such  as  Huntington's  or 
Parkinson's.  Looking  at  the  specific  compounds  involved  suggests  a  number  of  therapeutic 
approaches  involving,  for  instance,  increasing  cellular  energy  efficiency  and  protecting  against 
oxidative  free  radicals.  If  these  patterns  can  be  determined  early,  there  is  a  reasonable  chance  that 
damage  can  be  prevented  or  delayed  with  a  large  savings  in  suffering  and  cost. 

With  support  from  the  Motorola  Foundation  and  a  Matsuzawa  grant  from  Nippon  Chemical, 
we  have  been  following  the  biochemistry  of  900  severely  brain  injured  children  for  three  years. 
These  children,  requiring  full-time  custodial  care,  have  been  brought  to  The  Institutes  for  the 
Achievement  of  Human  Potential  in  Philadelphia  for  an  intensive  program  of  physical  and 
intellectual  rehabilitation  developed  over  the  last  50  years.  We  have  found  that  severely  brain 
injured  children  are  biochemically  different  in  ways  that  can  be  addressed  therapeutically,  Perhaps 
more  important,  5-10%  are  so  biochemically  unique  that  their  chemistry  is  almost  certainly  the  cause 
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of  their  injury.  While  therapy  started  now  can  help  these  children  some,  if  they  had  been  tested, 
detected  and  treated  at  birth  they  would  in  all  probability  be  normal  kids. 

In  the  last  15  years  we  have  worked  on  several  joint  activities  with  CDC  and  NIH  under  the 
SBIR  mechanism,  and  in  support  of  other  research  programs  on  contract  basis.  In  addition,  we  have 
utilized  private  grants  and  our  own  resources  to  further  the  goals  of  better  health.  There  has  been  a 
positive  return  on  the  public's  investments  in  all  aspects  of  job  creation,  balance  of  trade,  reduction 
of  health  care  costs,  and  alleviation  of  suffering.  We  believe,  however,  that  the  possibilities  opened 
up  for  predictive  and  therapy  directing  tests  present  an  opportunity  that  is  beyond  our  resources  or 
the  usual  research  mechanisms  for  support. 

There  really  are  not  many  things  to  be  invented  or  discovered  to  achieve  a  society  without 
the  suffering  or  cost  of  a  brain  injured  child  or  a  non  functional  parent.  It  is  primarily  a  matter  of 
using  the  tools  that  we  have  already  paid  for  in  a  rational  and  cost  effective  fashion. 

There  are  two  areas  that  we  recommend  for  action,  one  is  primarily  up  to  the  Congress  itself 
and  one  that  requires  support. 

First,  there  is  a  need  for  legislative  or  regulatory  clarity  regarding  the  acquisition  and  use  of 
predictive  data  such  as  genetic  testing  or  the  pattern  analysis  procedures  discussed  here.  There  is 
potentially  a  great  under  utilized  wealth  of  information  in  clinical  data.  The  benefits  of  prevention 
of  disease  are  clear  for  both  the  individual  and  society.  However,  there  is  a  fear  that  discovery  of  a 
preventable  condition  might  lead  to  discrimination  in  insurance  or  job  status.  Certainly  there  must 
be  a  path  somewhere  between  the  issues  of  privacy  and  of  rational  health  care  delivery.  This  may 
be  an  issue  that  could  be  tackled  by  the  NIH  Director's  Advisory  Council. 

Second  there  is  a  need  for  prospective  diagnostic  studies  of  newborn  children  and  older 
people  to  create  the  information  needed  for  effective  prevention  of  childhood  brain  damage  and  of 
adult  neurological  disease.  We  recommend  the  funding  of  two  programs,  of  similar  magnitude  and 
structure  to  the  Framingham  Heart  Study,  one  for  children  and  one  for  the  elderly.  These  could  be 
supported  by  the  National  Institute  of  Neurological  Disorders  and  Stroke  and  implemented  through 
existing  treatment  or  metabolic  testing  centers  for  children  and  Alzheimer's  disease  centers  for 
elders,  such  as  those  at  Massachusetts  General  Hospital,  Johns  Hopkins,  or  The  Institutes  in 
Philadelphia.  These  will  provide  the  base  of  information  for  the  prevention  of  brain  injury  and  the 
amelioration  of  neurological  diseases. 

Implementation  of  these  programs  and  further  development  of  the  techniques  and  concepts 
can  prevent  a  great  deal  of  suffering  and  eliminate  up  to  20%  of  national  health  care  costs  through 
dramatic  reduction  in  custodial  care  within  5  years. 


Thank  you 
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Mr.  Bonilla.  Dr.  Matson,  we  appreciate  your  being  with  us 
today.  Your  testimony  today  will  be  entered  in  the  record  and  re- 
viewed by  every  member  of  this  committee  and  the  fine  staffs  that 
work  on  this  committee. 

Dr.  Matson.  Thank  you,  sir. 


Wednesday,  March  6,  1996. 

WITNESS 

DAVID  R.  SMITH,  M.D.,  ASSOCIATION  OF  STATE  AND  TERRITORIAL 
HEALTH  OFFICIALS 

Mr.  Bonilla.  At  this  time  we  are  a  little  bit  under  the  gun  be- 
cause we  have  a  vote  call,  but  I  would  like  to  go  ahead  and  call 
the  next  witness.  My  hometown  pride  comes  out  on  this  next  intro- 
duction, because  he  is  the  Commissioner  for  the  Department  of 
Health,  Dr.  David  Smith,  who  is  going  to  be  representing  the  Asso- 
ciation of  State  and  Territorial  Health  Officials. 

David,  you  will  understand  if,  right  at  the  conclusion  of  your  tes- 
timony, Fm  going  to  have  to  run  out  of  here  like  a  jack  rabbit  to 
get  to  the  Capitol  to  cast  a  vote.  But  I  wanted  to  get  you  up  before 
I  had  to  race  out  of  here. 

Dr.  Smith.  Well,  thank  you  very  much,  Congressman  Bonilla. 
First  of  all,  I  want  to  thank  you  and  praise  you  for  your  leadership 
in  this  arena  of  public  health.  You  have  certainly  been  our  biggest 
supporter  at  the  national  level  and  perspective,  as  well  as  the  State 
level,  and  of  course  you  have  helped  us  a  great  deal  with  some  of 
our  unique  needs  in  south  Texas.  So  for  the  record,  I  would  like 
to  commend  you  for  that.  It  has  certainly  been  a  difficult  time,  that 
many  speakers  have  alluded  to  before,  the  fact  that  dollars  have 
been  short,  but  you  have  been  there  when  we  needed  you  for  a 
number  of  different  critical  issues,  and  I  want  to  thank  you. 

I  would  also  like  to  thank  the  staff  for  their  work  with  the  Asso- 
ciation of  State  and  Territorial  Health  Officials,  helping  us  through 
the  process  this  last  appropriations  time,  and  also  Mr.  Eric  Fox, 
who  continues  to  be  a  great  source  of  both  wisdom  and  support  and 
advice  as  we  go  through,  dealing  with  issues  of  budget  and  appro- 
priations. I  wanted  to  thank  both  of  them. 

I  will  be  very  brief,  too.  I  am  here  to  talk  about  the  health  care 
system  that  covers  all  264  million  Americans,  as  opposed  to  many 
other  pieces  that  don't  cover  all,  and  I  would  like  to  talk  more 
about  restoration  of  dollars  more,  even,  than  additions. 

We  understand  some  of  the  difficult  times  facing  us.  I  think  for 
us,  in  public  health,  we  are  often  just  happy  to  get  back  where  we 
were  sometimes,  although  I  will  make  a  point  about  where  we  are 
relative  to  past  budgets  and  where  we  think  we  need  to  be  as  we 
look  at  fiscal  year  1997. 

My  focus  is  just  going  to  be,  quickly,  in  three  areas,  to  put  them 
in  perspective,  because  I  can't  cover  the  gamut  of  public  health  in 
such  a  brief  time.  Let  me  talk  about  the  Preventive  Block  Grant; 
the  Maternal  and  Child  Health  Block  Grant,  and  the  CDC  immuni- 
zation budget. 

I  think  the  important  message  from  me  here  is  that  there  is  a 
return  on  investment  of  all  of  this  investment  portfolio  that  we 
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have  called  "public  health,"  that  we  can  show  outcomes  not  only  in 
people  living  longer,  quite  frankly,  but  also  in  the  areas  of  job  per- 
formance and  worker's  comp  claims.  I  think,  indeed,  you  will  be 
challenging  us  to  do  a  better  job  as  we  invest  in  prevention  and 
secondary  prevention  for  the  many  diabetics  that  exist  in  your  dis- 
trict, and  the  programs  that  are  directly  funded  through  programs 
like  the  Preventive  Block  Grant. 

I  think  we  are  here  dealing  with  the  reality  versus 
misperception.  So  often  we  think  of  public  health,  and  people  think 
this  is  poverty  health.  Actually,  Medicaid  is  in  my  agency.  I  dealt 
with  poverty  health  when  I  was  the  Medical  Director  for  the 
Brownsville  Community  Health  Center  and  a  practicing  pediatri- 
cian before  I  had  the  opportunity  to  be  Commissioner  of  Health. 

But  public  health  is  about  all  264  million  Americans.  It  is  the 
water  that  you  have  before  us,  that  we  don't  think  about  whether 
or  not  it's  safe  to  drink.  It's  our  food  and  whether  or  not  the  sea- 
food is  edible,  whether  or  not  the  milk  and  dairy  products  are  safe, 
whether  or  not  we  are  disposing  of  the  nuclear  weapons  that  are 
going  to  the  Pantex  site  in  north  Texas,  all  2,000  warheads  with 
60  tons  of  plutonium.  We  don't  think  about  those  aspects. 

Put  in  perspective,  I  think  it  is  important  to  do  that  here  as  we 
talk  about  budgets.  We  spend  almost  $1  billion  a  year  in  medical 
care  in  this  country.  Less  than  1  percent  of  that  goes  to  public 
health.  I  think  we're  just  really  trying  to  get  somewhere  around  1 
to  2  percent  as  the  investment  in  the  whole  264  million  people. 

In  the  last  100  years  we  have  gained  30  years  of  longevity.  Peo- 
ple are  living  30  years  longer;  25  of  those  gains  in  years  are  due 
to  public  health  interventions,  things  like  clean  water,  cleaner  air, 
better  diets,  vector  control — like  mosquitoes  and  the  dengue  virus 
that  we  dealt  with  in  south  Texas.  Very  early  antibodies  and  im- 
munizations, that  was  it. 

The  other  five  is  due  to  our  medical  care  system,  for  which  I  was 
trained  at  the  University  of  Pennsylvania  in  pediatrics.  But  the  big 
gains  have  been  in  public  health,  and  we  need  to  keep  that  in  per- 
spective as  we  look  into  the  future. 

So  there  is  a  dilemma  between  our  health  care  system  and  our 
medical  care  system,  and  I  think  you've  heard  that  today. 

Let  me  talk  quickly  about  the  Preventive  Block  Grant.  In  the 
continuing  resolution  we  have  about  $145  million.  We  need  to 
think  about  that  in  perspective  as  we  look  at  1997.  That's  about 
$0.55  per  American  for  prevention.  Even  if  we  look  at  the  fiscal 
year  1995  figure,  it's  somewhere  around  $0.60  per  American  for 
prevention.  I'd  love  to  just  get  to  $1.00.  If  we  look  at  the  projec- 
tions, we'll  just  get  back  to  that  level. 

I  think  we  need  to  talk  about,  when  we  preach  prevention,  just 
what  are  we  investing  on  the  front  end?  Using  that  money,  I  would 
like  to  just  reiterate  some  of  the  things  that  have  challenged  me 
in  the  last  year  as  related  to  the  Preventive  Block  Grant  and  how 
they  expended  money. 

I've  sort  of  had  the  "who's  who"  in  the  microbial  world.  I've  lis- 
tened to  the  people  from  NIH  advocating  their  programs,  and  very 
much  agree  with  their  assessment  because,  indeed,  in  this  last  year 
I've  dealt  with  the  Hanta  virus.  We've  dealt  with  dengue  fever,  e. 
coli  in  the  Baylor  cafeteria.  Flesh-eating  strep?  We've  had  it.  Me- 
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ningococcus  disease.  Botulism  in  two  people  in  the  panhandle. 
Vibrio  cholera  in  our  oysters.  Leprosy — most  people  don't  even  like 
to  call  it  leprosy  anymore;  we  call  it  Hansen's  disease,  and  we  had 
53  new  cases.  In  fact,  the  Hansen's  Center  for  much  of  the  United 
States  is  in  your  district,  in  San  Antonio.  Most  people  aren't  aware 
of  that. 

I've  had  plague,  rabies,  Legionnaires'  disease  within  the  last 
year.  Of  course,  many  of  you  probably  read  "The  Hot  Zone."  What 
isn't  in  the  book  is  the  fact  that  100  of  the  monkeys  from  Reston, 
Virginia  went  to  Alice,  Texas,  and  94  of  them  died,  and  they  did 
have  Ebola  in  Reston  in  1991. 

I  have  to  combat  the  behaviors  of  health  with  that  money,  smok- 
ing, helmets,  drugs,  all  the  behaviorally-driven  causes  of  morbidity 
and  mortality.  Cancer  clusters.  The  PCB  problems  of  the  border, 
where  we've  had  a  look  at  the  water  and  the  contamination  of  the 
fish.  EMS  systems  throughout  the  State  get  funded  through  those 
programs.  Fluoridation. 

I  guess  my  point  is  that  we're  making  a  good  investment  in 
America  for  $0.55,  to  deal  with  all  of  these  things  and  to  be  chal- 
lenged by  them  on  a  daily  basis.  The  Maternal  and  Child  Health 
Block  Grant — we're  looking  at  approximately  $684  million  for  fiscal 
year  1995,  authorized  $705  million  

Mr.  Bonilla.  Dr.  Smith,  I  am  going  to  have  to  ask  you  to  just 
pause  for  a  little  bit  until  the  Chairman  returns.  He's  gone  to  vote 
and  is  going  to  come  back,  and  I  have  four  minutes  to  get  to  the 
Capitol 

Dr.  Smith.  All  right.  I  would  be  happy  to  do  that. 

Mr.  Bonilla.  But  thank  you  for  being  here  this  morning. 

Dr.  Smith.  Thank  you,  Congressman. 

[Recess.] 

Mr.  Porter  [presiding].  Dr.  Smith,  please  continue. 
Dr.  Smith.  Thank  you,  Chairman  Porter. 

I  was  right  in  the  middle  of  talking  about  the  Maternal  and 
Child  Health  Block  Grant.  I  also  want  to  thank  you;  I  had  a  very 
distinguished  privilege  of  hearing  you  speak  at  the  Institute  of 
Medicine  a  couple  of  months  ago,  during  their  anniversary  celebra- 
tion. Your  passion  and  understanding  of  issues  of  health  and  public 
health  clearly  came  across  during  that  presentation,  and  your  lead- 
ership certainly  has  helped  at  the  national  level.  I  want  to  thank 
you  for  that. 

I  was  just  talking  about  Maternal  and'  Child  Health  Block 
Grants,  as  I  speak  for  the  Association  of  State  and  Territorial 
Health  Officials.  We're  looking  at  figures  of  about  $684  million  for 
fiscal  year  1995  and  an  authorized  level  of  $705  million.  As  we  look 
at  even  conservative  estimates,  where  we  have  somewhere  around 
12  million  uninsured  children  and  at  least  a  million  women  in  the 
Nation  that  use  services  from  this  program,  we  need  to  recognize 
that  this  is  a  program  that  is  above  and  beyond  Medicaid.  This  is 
often  the  middle  class,  middle  income,  lower  middle  income,  work- 
ing poor  of  this  country  that  are  using  these  programs.  That  invest- 
ment of  only  $55  annually  is  what  is  going  to  really  fill  in  the  gaps 
for  a  lot  of  these  individuals. 

Every  day  I  get  calls  in  my  office;  I  am  no  longer  a  practicing 
pediatrician,  but  those  calls  are  from  legislators  and  congressmen 
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across  my  State,  saying,  "Dave,  can  we  get  this  family,  this  mother, 
into  some  program  for  coverage?"  They  are  pleading  with  me  be- 
cause they  make  $1  too  much  or  have  the  wrong  disease  to  fit  into 
one  of  our  categorical  programs. 

It's  the  Maternal  and  Child  Health  Block  Grant  that  lets  us,  and 
it's  flexible  enough  to  help  these  individuals.  It's  those  personal  ap- 
peals and  passion  that,  quite  frankly,  stir  me  every  day.  In  our 
State  we  have  over  1.5  million  uninsured  children.  This  is  the  pro- 
gram for  them,  and  we  try  to  fill  in  the  gaps  with  the  Maternal 
and  Child  Health  Block  Grant  to  keep  them  healthy.  And  for  that 
reason,  we  do  get  a  return  on  the  investment.  We  can  get  them  the 
immunizations  that  they  need.  We  can  get  them  that  hearing  and 
vision  screening  that  they  need,  because  they  are  not  eligible  for 
Medicaid.  Quite  frankly,  we  can  get  them  into  school.  We  can  deal 
with  iron,  and  we  can  deal  with  lead,  and  we  know  that  quite 
clearly  data  shows  that  both  iron  deficiency  and  lead  can  result  in 
a  reduction  in  IQ  in  a  child.  Then  they  are  able  to  less  well  learn 
in  the  setting.  In  fact,  we  know  iron  deficiency  alone  can  drop  a 
kid's  functional  IQ  by  10  points.  What  does  that  do  to  a  child's  abil- 
ity to  learn,  stay  in  school,  not  lose  attention  and  drop  out?  I  would 
argue,  quite  a  bit,  and  that's  something  as  simple  as  iron  defi- 
ciency. 

These  programs  come  out  of  the  Maternal  and  Child  Health 
Block  Grant.  The  folic  acid  push  in  Texas,  which  preceded  a  lot  of 
the  national  effort  because  of  anencephaly,  and  the  neural  defects, 
which  is  where  I  used  to  practice,  got  funded  so  that  we  could  get 
vitamins  in  the  hands  of  women,  as  well  as  doing  the  outreach  and 
marketing,  by  using  the  Maternal  and  Child  Health  Block  Grant. 

One  other  point  I  would  like  to  make.  I  know  there  is  a  lot  of 
discussion  in  regard  to  this  block  grant  related  to  the  use  of  $75 
million  for  "abstinence  only"  training.  I  would  love  to  have  the  dol- 
lars to  tackle  that  issue,  but  to  carve  it  out  from  the  base  funding 
of  this  program  would  result  in  about  an  11  percent  reduction  in 
funding  for  the  block  grant,  and  somewhere  I  would  have  to  find 
room  for  25,000  children  and  mothers  to  get  services  elsewhere,  be- 
cause that  money  would  be  diverted.  I  would  love  to  tackle  the 
issue  and  certainly  get  that  kind  of  a  program  in  place,  but  I'm 
afraid  we're  doing  a  little  bit  of  "robbing  Peter  to  pay  Paul." 

I  would  just  go  back  for  a  second  to  the  Preventive  Block  Grant 
that  I  mentioned  earlier.  A  couple  of  my  friends  from  Texas  said 
it  made  Texas  not  sound  like  a  very  appealing  place. 

The  Preventive  Block  Grant  has  allowed  me  to  respond  to  a  num- 
ber of  emerging  infections  in  this  last  year.  We've  had  to  deal  with 
biblical  diseases — plague,  TB,  leprosy,  and  rabies.  We've  kept  den- 
gue fever  out  of  Texas.  Our  Governor  had  us  invest  some  of  those 
dollars  to  deal  with  the  Mexican  officials,  and  we  only  had  12  cases 
of  dengue  appear,  which  is  a  hemorrhagic  fever,  much  like  Ebola 
virus.  We've  dealt  with  Legionnaires',  Vibrio  cholera,  meningitis — 
that  money  goes  to  the  front  lines.  It  deals  with  the  fears  of  fami- 
lies with  cancer  clusters.  It  deals  with  our  research  to  look  at  why 
we're  seeing  PCBs  in  our  water  in  some  parts  of  our  State.  It  keeps 
our  EMS  systems  rolling.  We're  investing  only  $0.55  an  American 
through  the  Preventive  Block  Grant.  I'd  love  to  get  to  $1.00.  But 
even  if  you  look  at  the  fiscal  year  1995  figures,  that  gets  us — if  we 


912 


get  back  to  restoration — about  $0.60  an  American.  So  we're  not 
asking  for  much,  but  we  think  it's  time  to  invest  in  prevention. 

Finally,  in  immunizations,  this  should  be  a  time  to  celebrate  the 
CDC  immunization  program.  We  are  seeing  levels  rise  in  our  State. 
With  the  help  of  Congressman  Bonilla  and  much  of  the  private  sec- 
tor, we've  more  than  doubled  immunization  rates  for  two-year-olds 
in  the  State  of  Texas,  coming  up  from  32  percent  to  somewhere 
around  74  percent.  That's  a  great  effort,  and  these  dollars  have 
helped  us  achieve  that. 

But  we  need  to  look  at  restoring  that  program  back  to  1994  lev- 
els of  $528  million  because  I  have  new  challenges  now.  We  have 
new  vaccines  coming  out,  including  such  things  as  hepatitis  B, 
varicella,  the  safer  DPT — the  diphtheria  pertussis  vaccine;  acel- 
lular  pertussis.  We  also  have  new  combination  drugs. 

But  now  I'm  worried  about  adults,  because  we're  the  most  poorly- 
immunized  population  in  the  United  States,  adults.  I  was  going  to 
ask  the  committee  members  their  own  immunization  status  for 
things  such  as  pneumococcal  disease,  hepatitis  B,  tetanus — we  had 
a  rancher  die  of  tetanus  not  long  ago — as  well  as  some  of  the  more 
exotic  immunizations  that  we  now  give  to  adults. 

The  other  question,  of  course,  is  whether  your  doctor  has  talked 
to  you  about  your  immunization  status  as  an  adult,  which  some- 
times we  forget  to  do. 

So  I  would  just  conclude  by  saying  that  these  three,  I  think,  are 
good  examples:  the  Preventive  Block  Grant,  investing  under  $1.00 
per  American;  the  Maternal  and  Child  Health  Block  Grant,  which 
States  use  to  fill  in  the  gaps  with  the  middle  income,  investing  less 
than  $55  per  individual;  and  then,  of  course,  the  CDC  immuniza- 
tion program  where  in  fact  we  are  seeing  improvement.  If  we  can't 
fix  measles,  what  can  we  fix? 

We  want  to  continue  to  work  with  you  at  the  Association  of  State 
and  Territorial  Health  Officials.  If  there  is  anything  we  can  do  to 
further  that  and  promote  prevention,  and  to  be  accountable — be- 
cause I  believe  the  business  community  is  going  to  start  asking  us 
for  some  new  outcomes — we'd  be  happy  to  do  that. 

[The  prepared  statement  follows:] 
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David  R.  Smith,  M.D. 
Texas  Commissioner  of  Health 
Labor,  Health  and  Human  Services,  Education  and  Related  Agencies  Subcommittee 
Appropriations  Committee 
U.S.  House  of  Representatives 
2358  Ray  burn  House  Office  Building 
Washington,  D.C 
10  a.m. 
March  6, 1996 

Chairman  Porter,  Representative  Obey,  distinguished  subcommittee  members,  my  name 
is  David  Smith.  I  am  Texas  Commissioner  of  Health  and  head  of  the  Texas  Department  of 
Health.  I  am  here  today  as  president-elect  of  he  Association  of  State  and  Territorial  Health 
Officials. 

I  appreciate  the  opportunity  to  talk  with  you  about  some  very  important  programs  that 
affect  the  health  of  the  citizens  of  this  country:  the  Preventive  Health  and  Health  Services  Block 
Grant,  the  Maternal  and  Child  Health  Block  Grant,  and  the  CDC  Immunizations  Program. 

There  has  been  much  debate  about  our  current  health  care  system  and  how  we  must  do 
more  with  less.  I  have  followed  —  and  participated  in  —  the  discussions  about  health  care  reform, 
and  the  more-recent  discussions  about  Medicaid  reform.  The  primary  driving  force  for  these 
efforts  was  the  recognition  that  this  country  cannot  continue  to  spend  more  and  more  money  on 
health  care.  We  must  get  these  skyrocketing  costs  under  control.  Another  driving  force  for  these 
discussions  should  have  been  the  realization  that  comprehensive  health  care,  care  than  includes 
primary  care  and  prevention,  is  not  available,  accessible  or  affordable  for  too  many  Americans. 

Public  health  —  with  its  emphasis  on  primary  care  and  prevention  —  is  the  perfect  place  to 
turn  for  part  of  the  answer  to  the  dilemma  of  how  to  do  more  with  less. 

It  is  my  contention  that  the  only  way  we  will  ever  reduce  the  skyrocketing  cost  of  health 
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care  is  by  reducing  the  need  for  health  care  (sickness  care),  especially  the  more  expensive  forms 
such  as  emergency  room  care  and  hospitalizations. 

Public  health  has  a  track  record  of  success  for  a  fraction  of  the  cost  of  other  medical 
interventions.  Our  nation's  total  expenses  for  health  care  is  about  $3,000  per  person  per  year. 
Our  investment  in  public  health  functions  is  about  $34  per  person.  Yet,  this  meager  investment 
in  public  health  has  paid  tremendous  dividends.  Of  the  30  years  of  increased  life  expectancy  in 
the  U.S.  since  the  turn  of  the  century,  25  of  those  years  are  attributable  to  public  health  activities. 

Public  health  focuses  on  prevention  in  large  populations,  while  clinical  medicine  devotes 
its  most  intensive  resources  to  restoring  health  or  palliating  disease  in  individuals.  There  are 
endless  examples  of  the  benefits  of  public  health  programs.  A  few  are:  preventing  food  bome 
illnesses  such  as  e.  coli,  and  botulism,  preventing  diseases  through  proper  immunizations  and 
reducing  the  incidence  of  stroke,  cancer  and  heart  disease  through  public  health  education. 
These  are  not  programs  focused  solely  on  poverty  populations,  but  rather  on  all  populations.  We 
all  drink  water,  eat  food  and  play  with  our  pets  and  drive  our  highways  hoping  not  to  be  the  next 
customers  of  the  Emergency  Management  System. 

Diseases,  illnesses  and  injuries  not  only  cause  sadness,  pain,  emotional  stress  and  death, 
they  cost  money.  Preventing  these  diseases,  illnesses  and  injuries  saves  lives  and  money. 

•  In  measles  epidemics  in  Houston,  Dallas  and  South  Texas,  almost  1 ,400  people  were 
hospitalized  at  a  cost  of  $1 1  million.  The  vaccine  to  prevent  the  measles  would  have  cost 
$21,000. 

•  For  every  $1  spent  for  the  control  of  sexually  transmitted  diseases  in  Texas,  $6  in 
treatment  costs  is  saved,  an  annual  savings  of  more  than  $26  million. 

•  Overall,  conservative  estimates  of  the  impact  of  public  health  strategies  aimed  at  heart 
disease,  stroke,  occupational  injuries,  motor  vehicle-related  injuries,  low-birthweight 
babies  and  gunshot  wounds  suggest  that  $68.9  billion  in  medical  care  spending  can  be 
avoided  between  now  and  the  year  2000. 
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Preventive  Health  and  Health  Services  Block  Grant 

The  prevention  block  grant  allocates  funds  to  every  state  for  use  in  accomplishing  any 
objective  outlined  in  the  nation's  public  health  blueprint,  Healthy  People  2000.  Examples  of 
programs  in  Texas  include  assistance  to  local  health  departments,  drinking  water  fluoridation, 
and  preventive  health  for  chronic  disease  in  adults.  This  block  grant  is  the  glue  that  keeps  public 
health  programs  together.  The  grant  allows  us  to  address  some  of  the  high  priority  public  health 
issues  as  determined  by  mortality,  morbidity  and  economic  cost  data. 

The  Preventive  Health  Block  Grant  was  funded  at  $1 57.9  million  in  FY  1995.  This  year, 
FY  1996,  it  was  reduced  to  $145.4  million  during  one  of  the  Continuing  Resolution  negotiations. 
We  must,  at  the  very  least,  get  this  grant  back  to  the  FY  1 995  level. 

The  need  for  this  block  grant  is  considerable.  Given  that  an  investment  in  these  core 
public  health  programs  can  save  valuable  resources  by  preventing  disease,  the  funding  amount 
really  should  be  increased  this  year.  This  money  allows  states  not  only  to  deal  with  current 
public  health  problems,  but  it  also  gives  states  the  flexibility  needed  to  deal  with  new  and  re- 
emerging  diseases  such  as  Legionnaires',  filovirus  infections,  diphtheria,  plague,  drug  resistant 
tuberculosis  and  invasive  streptococcus  A,  the  so-called  flesh-eating  bacteria,  and  to  be  on  guard 
for  the  next  "plague." 

Maternal  and  Child  Health  Block  Grant 

In  addition  to  the  basic  functions,  public  health  has  been  called  on  to  provide  a  safety-net 
system  of  medical  care  for  those  who  otherwise  might  go  without.  As  the  cost  of  health  care  has 
risen,  so  has  the  income  level  needed  to  afford  it.  Consequently,  while  at  one  time  public 
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health's  direct  care  services  were  for  the  "poor",  today  these  services  are  essential  for  middle- 
income  families,  including  the  "working  poor",  those  with  jobs  but  without  health  insurance  or 
the  money  to  pay  for  health  care.  One  such  program  that  serves  this  growing  population  is  the 
Maternal  and  Child  Health  Block  Grant 

The  Title  V  Maternal  and  Child  Health  Services  Block  Grant  provides  funding  to  build 
integrated  systems  of  health  care  that  emphasize  the  efficacy  of  prevention  and  early  intervention 
with  a  focus  on  the  special  needs  of  women  and  children,  including  children  with  special  health 
care  needs.  Because  of  the  flexibility  allowed  in  the  Title  V  grant,  the  program  can  design  and 
assure  the  delivery  of  services  on  the  basis  of  unique  state  and  community-specific  needs.  Many 
children  in  our  state  are  uninsured,  yet  the  majority  live  in  families  where  the  head  of  the 
household  works  (65  -  80%). 

Funding  for  the  M&CH  block  grant  has  remained  constant  over  the  years,  but  the  need 
for  services  has  increased.  Flat  funding  results  in  decreased  services  due  to  health  care  cost 
inflations.  The  M&CH  block  was  funded  at  $684  million  in  FY  1995.  This  block  grant  is  still 
tied  up  in  the  Continuing  Resolution  program  and  therefore  has  not  received  an  appropriations 
for  FY  1996  The  program  is  authorized  at  $705  million  which  is  were  it  should  be  in  FY  1997. 

CDC  Immunization  Program 

Immunizing  children  is  one  of  the  most  cost  effective  health  initiatives  around.  It  is  our 
goal  in  public  health  to  immunize  all  children  against  vaccine-preventable  diseases.  These 
illnesses  are  serious,  even  deadly,  and  we  have  no  excuse  for  not  eliminating  them  in  this 
country.  Healthy  People  2000  set  a  national  goal  of  immunizing  90  percent  of  all  2-year-olds  by 
the  year  2000.  If  we  cannot  "fix"  measles,  what  can  we  do?  Fortunately,  our  efforts  are 
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working. 

The  Centers  for  Disease  Control  and  Prevention's  Immunization  Program  is  a  key 
element  in  achieving  the  year  2000  goal.  This  program  allows  states  to  improve  quality  and 
quantity  of  immunization  service  delivery,  consolidating  purchase  of  vaccines  to  stretch  limited 
dollars  available  for  vaccines  and  increasing  community  awareness,  participation  and  education 
regarding  the  importance  of  age-appropriate  immunizations. 

The  CDC  Immunization  Program  was  funded  at  $528  million  in  FY  1994.  It  then 
dropped  to  $463.7  in  FY  1995  and  was  $470.5  in  FY  1996.  Immunization  rates  are  improving 
throughout  the  country.  We  are  making  significant  progress.  But  we  are  far  from  the  90  percent 
goal.  The  immunization  program  needs  to  be  restored  to  the  FY  1994  level  of  $528  million  if 
states  are  to  continue  to  make  progress  in  this  critical  area  and  continue  to  address  other  barriers 
to  immunizations  —  such  as  transportation,  outreach,  translation  services  and  marketing. 

Conclusion 

Appropriate  investments  in  public  health  will  lead  to  substantial  savings  in  the  medical 

care  system  through  the  prevention  of  disease  and  injury.  Conservative  estimates  of  the  impact 

of  public  health  population-based  strategies  aimed  at  heart  disease,  stroke,  fatal  and  non-fatal 

occupational  injuries,  motor  vehicle-related  injuries,  low-birthweight  babies  and  gunshot 

■ 

wounds,  suggest  that  -  for  these  conditions  alone  —  approximately  $68.9  billion  in  medical  care 
spending  could  be  averted  between  now  and  the  year  2000. 

The  cost  of  treating  disease  in  this  country  has  skyrocketed.  We  can  no  longer  afford, 
either  in  the  public  or  the  private  sector,  to  continue  to  pay  the  high  price  of  medical 
interventions.  A  remedy  that  is  overlooked  all  too  often  is  a  strong  investment  in  public  health. 
An  investment  in  prevention  for  the  population  at  large  -  regardless  of  income  level  -  results  in 
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fewer  medical  costs  down  the  road.  .  .for  everyone. 

The  importance  of  these  programs  to  the  health  of  this  nation  is  clear.  Please  consider  the 
many  benefits  of  public  health  when  setting  the  appropriations  levels  for  FY  1997. 
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Mr.  Porter.  Dr.  Smith,  thank  you  for  your  testimony. 
If  you're  from  Texas,  how  come  you  don't  sound  like  you're  from 
Texas? 

Dr.  Smith.  Well,  sir,  I  grew  up  in  Ohio,  actually.  I  was  a  Na- 
tional Health  Service  Corps  doctor,  sort  of  like  Joel  Fleischmann, 
except  that  I  went  to  Brownsville,  Texas.  That  was  my  "Southern 
Exposure."  I  have  been  in  Texas  since  that  time. 

Mr.  Porter.  Well,  you  have  to  work  on  your  accent  a  little  bit. 

Dr.  Smith.  I  do  have  boots,  sir. 

Mr.  Porter.  Oh,  good.  All  right. [Laughter.] 

Mr.  Porter.  Thank  you  for  being  with  us  today. 

Dr.  Smith.  Thank  you. 


Wednesday,  March  6,  1996. 

WITNESS 

RALPH  CAZETTA,  COOLERS  ANEMIA  FOUNDATION 

Mr.  Porter.  Ralph  Cazetta,  Director  of  Patient  Services,  rep- 
resenting the  Coolers  Anemia  Foundation. 
Nice  to  see  you  again. 
Mr.  Cazetta.  Same  here.  Good  afternoon. 

Mr.  Chairman,  members  of  the  committee,  my  name  is  Ralph 
Cazetta,  Director  of  Patient  Services,  the  Cooley's  Anemia  Founda- 
tion, and  with  me  is  Gina  Cioffi.  We  are  both  Cooley's  anemia  pa- 
tients. 

We  are  grateful  for  your  tremendous  leadership  on  behalf  of  bio- 
medical research,  particularly  in  the  midst  of  last  year's  budget  de- 
bate, and  again,  for  hearing  our  request  for  biomedical  funding  pri- 
orities. 

I  also  want  to  acknowledge  the  leadership  provided  by  the  NIH, 
particularly  Dr.  Lenfant  of  the  NHLBI,  and  Dr.  Gorden  at  NIDDK, 
and  thank  you  all  for  responding  to  the  needs  of  Cooky's  anemia 
patients. 

00016/8  anemia  is  a  genetic  blood  disease.  It  is  the  world's  most 
common,  lethal  inherited  blood  disease.  There  are  an  estimated  2 
million  genetic  trait  carriers  alone  in  the  U.S.  today. 

The  NHLBI  recently  produced  an  excellent  update  on  Cooley's 
anemia  research.  That  report  concludes  that  "many  of  the  land- 
mark advances  in  biomedical  research  can  be  traced  back  to  the 
basic  research  in  the  area  of  Cooley's  anemia."  Cooley's  anemia  pa- 
tients were  the  earliest  contributors  to  understanding  the  molecu- 
lar basis  of  blood  disorders,  such  as  Sickle  Cell  Disease. 

Today  I  want  to  draw  upon  that  publication  and  articulate  on  our 
research  priorities. 

First,  oral  iron  chelators.  A  major  priority  is  the  development  of 
an  oral  iron  chelator.  This  is  important  because  our  patients  under- 
go transfusions  several  times  a  month,  causing  iron  to  build  up  in 
our  organs.  It  wasn't  too  long  ago  that  this  led  to  death  for  Cooley's 
anemia  patients  at  an  early  age.  My  older  brother,  Nunzio,  died 
from  this  complication  in  1971  at  the  age  of  11. 

A  major  advance  occurred  with  the  introduction  of  the  drug 
desferal  in  the  mid-1970s.  This  was  the  last  major  advance  in  the 
treatment  of  Cooley's  anemia.  We  are  still  at  a  discouraging  point. 
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While  desferal  removes  iron,  it  requires  patients  to  infuse  them- 
selves over  a  period  of  10  to  12  hours  every  day.  Over  time,  other 
problems  develop,  including  allergic  reactions  and  painful  infusion 
sites,  causing  further  complications. 

Because  of  the  long-time  support  of  the  Congress  for  research 
aimed  at  developing  an  iron  chelator  that  patients  could  take  oral- 
ly, we  are  in  the  midst  of  the  first  clinical  trial  on  the  iron  chelator 
compound  known  as  L-l,  due  for  completion  October,  1996.  This 
drug  may  be  our  only  alternative  to  certain  death  for  patients  that 
can  no  longer  tolerate  desferal. 

Toxicity  research  that  led  to  this  clinical  trial  was  sponsored  by 
NIDDK  and  supported  by  Congress.  We  need  your  continued  sup- 
port to  ensure  this  research  moves  forward,  and  we  request  that 
NIDDK  intensify  its  search  for  a  new  chelator. 

Second,  new  technology  for  measuring  iron  overload.  We  strongly 
encourage  NIDDK's  further  investigation  aimed  at  improving  the 
technology  in  the  area  of  measuring  iron  overload.  The  use  of  an 
MRI  device  called  the  SQUID,  developed  with  NIDDK  funding, 
shows  great  promise,  but  it  still  does  not  permit  the  accurate  meas- 
urement of  iron  loading  within  the  heart.  More  accurate  iron  over- 
load readings  will  prevent  patients  from  entering  the  critical  point 
that  I  have  encountered.  This  summer  I  traveled  to  Cleveland  to 
obtain  a  SQUID  measurement  of  iron  within  my  liver  and  found 
that  I  had  more  iron  overload  than  previously  diagnosed.  This 
drastically  changed  my  treatment.  As  a  result,  I  had  to  have  a  port 
surgically  inserted  into  my  chest,  and  now  require  around-the-clock 
infusion  of  desferal.  The  port  is  an  extreme  measure  and  a  high 
risk  for  patients.  Many  experience  life-threatening  blood  clots  and 
infections. 

Third,  blood  transfusion  technology  and  blood  safety.  As  a  pa- 
tient, I  receive  34  blood  transfusions  per  year.  This  is  an  average 
amount  of  transfusions  for  patients.  It  is  extremely  important  to  us 
that  research  aimed  at  ensuring  the  safety  of  our  blood  supply  be 
strengthened. 

Hepatitis  continues  to  be  a  major  concern.  Drugs  soon  will  be  on 
the  market  for  hepatitis  A  and  B;  yet  hepatitis  C,  which  also  im- 
pacts our  patients,  continues  to  warrant  further  research  aimed  at 
finding  a  vaccine.  Last  week,  a  dear  friend  of  ours  succumbed  to 
liver  cancer,  a  consequence  of  the  hepatitis  C  virus.  Also,  a  number 
of  patients  continue  to  test  positive  for  HIV;  therefore,  efforts 
aimed  at  improved  screening  reliability  continue  to  be  warranted. 
My  volunteer  work  with  AIDS  patients  reminds  me  of  how  difficult 
the  struggle  is  for  all  suffering  with  AIDS.  We  encourage  continued 
support. 

Fourth,  establishment  of  a  clinical  research  network.  For  the  last 
several  years  we  have  advocated  the  development  of  a  clinical  net- 
work, under  the  auspices  of  the  NHLBI,  to  provide  a  strong  base 
for  future  clinical  research  efforts.  This  clinical  network  would 
allow  for  the  more  rapid  translation  of  the  many  advances  in  basic 
research  and  direct  patient  benefit. 

We  are  not  seeking  new  building  construction  nor  major  expendi- 
tures of  funds.  This  clinical  network  can  be  implemented  in  exist- 
ing institutions,  matched  to  areas  with  a  base  population  of 
Cooley's  anemia  patients. 
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Fifth,  hormone  therapy  research.  The  necessity  of  hormonal  ther- 
apy as  part  of  Coolers  anemia  management  is  becoming  more  ap- 
parent now  that  the  patients  are  living  through  their  teens.  But  re- 
searchers need  to  assess  the  potential  medical  and  psychosocial  ef- 
fects of  the  therapy  in  terms  of  self-esteem,  body  image,  social  rela- 
tions, and  sexuality. 

Other  areas  of  interest  to  use  are  fetal  hemoglobin  enhancement; 
bone  marrow  transplantation;  and  gene  therapy  research. 

Mr.  Chairman,  my  friends  are  still  dying  while  in  their  20s.  NIH 
research  dollars  are  an  investment  in  human  life,  and  the  gifts  that 
each  individual  contributes  back  to  society.  We  encourage  at  least 
a  6.5  percent  increase  for  NIH. 

Outside  of  the  biomedical  field,  I  want  to  tell  you  that  my  friends 
want  to  live  long,  productive  lives.  But  many  cannot  afford  to  leave 
the  Medicaid-assisted  programs.  We  are  working  to  see  changes  in 
the  law  to  allow  our  patients  the  opportunity  to  find  work,  pay 
taxes,  and  contribute  to  our  society,  while  maintaining  health  bene- 
fits. 

With  me  today  is  Gina  Cioffi,  the  Executive  Director  of  the  Na- 
tional Coolers  Anemia  Foundation. 

On  a  personal  note,  I  wanted  to  mention  what  Gina  and  I  have 
experienced  within  the  last  two  weeks  as  patients.  As  I  stated  in 
the  testimony,  we  lost  a  very,  very  dear  friend  of  ours  last  week; 
unfortunately,  his  funeral  was  the  day  that  we  were  supposed  to 
be  here  to  testify.  We  were  fortunate  to  be  with  Danny  when  he 
passed  away.  This  week,  we  are  facing  possibly  another  loss  of  a 
patient;  she  has  experienced  a  bone  marrow  transplant  to  cure 
Cooley's  anemia.  She  is  40  years  old.  While  her  sister's  graft  has 
taken,  the  damage  to  her  heart  from  iron  overload  has  superseded 
the  transplant,  and  she  is  now  in  congestive  heart  failure.  Her  fam- 
ily contacted  Gina  and  me  last  night  to  say  that  she  is  now  giving 
up;  she  is  tired  of  the  suffering.  She  stated  that  since  the  loss  of 
Danny  last  week,  she  is  tired  of  the  fight  for  40  years.  This  is 
something  that  we're  facing,  just  within  two  weeks. 

I  encourage  support  for  all  of  the  Coolers  anemia  patients  that 
we  represent  here  today.  Thank  you. 

[The  prepared  statement  follows:] 
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Testimony 
Cooley's  Anemia  Foundation 
Department  of  Labor,  Health  and  Human  Services,  and 
Education  Subcommittee  of  the  Committee  on  Appropriations 

Mr.  Chairman,  Members  of  the  Committee,  my  name  is  Ralph  Cazzetta,  Director  of 
Patient  Services  for  the  Cooley's  Anemia  Foundation.  I  am  also  a  Cooley's  anemia  patient.  I  am 
honored  once  again  to  appear  before  your  committee.  As  you  know,  the  Cooley's  Anemia 
Foundation  has  testified  before  your  committee  for  well  over  a  decade  about  Cooley's  anemia 
research,  patient  care,  and  public  education.  With  me  today  is  Gina  Cioffi,  National  Executive 
Director  of  the  Cooley's  Anemia  Foundation. 

Before  I  begin,  I  want  to  express  our  sincere  thanks  for  your  tremendous  leadership  on 
behalf  of  biomedical  research.  It  is  indeed  heartening  for  our  patients  and  families  to  know  that 
the  members  of  this  committee,  and  in  particular  it's  Chairman,  are  so  committed  to  ensuring  that 
appropriate  funding  is  available  to  move  forward  on  research  into  diseases  such  as  Cooley's 
anemia.  Mr.  Porter,  thank  you. 

As  you  know,  Cooley's  anemia  is  a  genetic  blood  disease.  The  World  Health  Organization 
identifies  Cooley's  anemia  as  the  most  common,  lethal  inherited  blood  disease  worldwide.  There 
are  estimated  to  be  more  than  2  million  genetic  trait  carriers  in  the  U.S.  alone. 

Mr.  Chairman,  today,  I  want  to  underscore  our  research  priorities. 

But,  first  I  would  like  to  note  that  the  leadership  provided  by  the  NHL  particularly  by  Dr. 
Lenfant  at  NHLBI  and  Dr.  Gorden  at  NTDDK,  in  responding  to  the  needs  of  the  Cooley's  anemia  . 
patients  is  exemplary.  Their  doors  are  always  open  to  us,  they  take  the  time  to  meet  with  us  and 
discuss  our  concerns  and  we  just  want  you  to  know  from  our  perspective  that  they  are  doing  a 
great  job. 

As  you  know,  research  is  a  cumulative  effort  and  often  the  results  of  basic  research  can  be 
applied  in  unforeseen  ways.  The  NHLBI  recently  produced  an  excellent  update  on  Cooley's 
anemia  research.  That  report  concludes  that  "many  of  the  landmark  advances  in  biomedical 
research  can  be  traced  back  to  basic  research  in  the  areas  of  ...  Cooley's  anemia."  Cooley's  anemia 
patients  were  the  earliest  contributors  to  understanding  the  molecular  basis  of  blood  disorders 
such  as  Sickle  Cell  Disease.  Cooley's  anemia  research  also  has  helped  to  improve  the  care  of  all 
patients  who  need  regular  blood  transfusions. 

All  of  the  areas  I  will  cover  today  are  included  as  part  of  the  recommendations  of  the 
distinguished  scientific  panel  Dr.  Lenfant  convened  to  create  the  recently  published  progress 
report,  titled  "Cooley's  Anemia:  Progress  in  Biology  and  Medicine  -  1995." 

1.       Oral  Iron  Chelators 

A  major  priority  of  the  Cooley's  Anemia  Foundation  is  the  development  of  an  oral  iron 
chelator.  This  is  important  because  our  patients  have  to  undergo  red  blood  cell  transfusions 
several  times  a  month,  and  this  in  turn  causes  iron  to  build  up  in  our  major  organs.  It  wasn't  too 
long  ago  that  this  led  to  certain  death  for  Cooley's  anemia  patients  at  an  early  age.  My  older 
brother,  Nunzio,  Jr.,  died  from  this  complication  in  1971  at  age  1 1. 
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A  major  advance  occurred  with  the  introduction  of  the  dmg.dejferal^While  desferal 
removes  the  iron,  it  requires  Cooley's  anemia  patients  to  infuse  themselves  over  a  period  of  ten  to 
twelve  hours  or  more  everyday.  As  you  can  imagine,  this  is  a  constant  challenge  for  patients. 
Over  time,  other  problems  develop  as  well,  including  allergic  reactions,  painful  infusion  sites,  as 
well  as  running  out  of  sites,  causing  further  complications. 
"C     —  Because  of  the  long  time  support  of  the  Congress  for  research  aimed  at  developing  an  iron 
chelator  that  patients  could  take  orally,  we  are  in  the  midst  of  the  first  clinical  trial  on  the  iron 
chelator  compound  known  as  L-l,  due  for  completion  October  1,  1996.  While  we  remain 
hopeful,  I  want  you  to  know  this  is  a  frustrating  time  as  well.  The  search  has  gone  on  for  many 
years  and  there  has  not  been  an  advance  since  desferal  was  introduced  in  the  mid-70s. 

Toxicity  research  which  led  to  this  clinical  trial  was  sponsored  by  NIDDK.  Let  me  clearly 
state  that  this  research  would  not  have  been  done  had  it  not  been  for  the  support  of  the  Congress 
~  and  the  NTDDK.  There  is  just  not  enough  economic  incentive  for  the  pharmaceutical  industry 
to  engage  in  research  of  this  type.  We  need  your  continued  support  to  ensure  this  research  moves 
forward,  and  request  that  NIDDK  intensify  its  search  for  a  new  chelator.. 

2.  New  Technology  for  Measuring  Iron  Overload 

We  strongly  encourage  NTDDK's  further  investigation  aimed  at  improving  the  technology 
in  the  area  of  measuring  iron  overload.  Conventional  testing  of  serum  ferritin  concentration  is  not 
accurate  enough.  New  methods  of  non-invasive  measurement  need  to  be  further  developed.  The 
utilization  of  a  magnetic  resonance  imagery  device,  known  as  the  SQUID,  shows  great  promise  — 
yet  it  still  does  not  permit  the  accurate  measurement  of  iron  loading  within  the  heart  -  the  very 
thing  that  determines  our  survival.  NTDDK  funded  the  development  of  the  SQUID. 

My  own  personal  experience  was,  after  traveling  to  Cleveland  to  obtain  a  SQUID 
measurement,  finding  out  that  I  had  much  more  iron  overload  than  previously  thought.  As  a 
result  I  had  to  have  this  port  inserted  into  my  chest,  and  now  require  round-the-clock  infusions  of 
desferal. 

3.  Blood  Transfusion  Technology  and  Blood  Safety 

As  a  patient,  I  receive  thirty-four  transfusions  of  red  blood  cells  per  year.  This  is  an 
average  amount  of  transfusions  for  patients.  It  is  extremely  important  to  us  that  research  aimed  at 
improving  the  technology  associated  with  blood  transfusions,  as  well  as  to  insure  the  safety  of  our 
blood  supply,  be  strengthened. 

Hepatitis  continues  to  be  a  major  concern  as  well.  Drugs  will  soon  be  on  the  market  for 
hepatitis  A  and  B,  yet  hepatitis  C,  which  also  impacts  our  patients,  continues  to  warrant  further 
research  aimed  at  finding  a  vaccine.  Also,  a  number  of  our  patients  continue  to  develop  HIV,  so 
efforts  aimed  at  improved  screening  reliability  continue  to  be  warranted.  We  note  the  leadership 
of  the  NHLBI  in  this  area  —  most  recently  through  its  sponsorship  of  a  major  conference  on  the 
safety  of  the  nation's  blood  supply.  Blood  is  our  lifeline  and  we  encourage  your  continued 
support. 

4.  Establishment  of  a  Clinical  Research  Network 

For  the  last  several  years  we  have  advocated  the  development  of  a  clinical  network,  under 
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the  auspices  of  NHLBI,  to  provide  a  strong  base  for  future  clinical  research  efforts.  This  clinical 
network  would  allow  for  the  more  rapid  translation  of  the  many  advances  in  basic  research  during 
the  past  decades  into  new,  and  potentially,  life  saving  therapies.  There  is  currently  a  clinical  trial 
of  a  new  oral  iron  chelator  being  tested  with  U.S.  patients  now  underway.  This  demonstrates  the 
clear  need  to  have  the  NHLBI  move  forward  with  its  plans  in  this  area. 

We  need  to  be  ready  to  move  as  soon  as  the  science  warrants.  The  experts  believe  we  are 
close  to  many  new  major  advances  such  as  gene  therapy  -  so  this  network  ~  when  fully 
established  -  will  ensure  that  a  broad  geographical  cross  section  of  qualified  U.S.  patients  can 
quickly  enroll  in  approved  clinical  trials. 

I  would  like  to  note  that  NHLBI  has  been  responsive  to  congressional  requests  for 
planning  of  this  network  —  and  we  look  forward  to  continuing  to  work  with  them  to  make  this  a 
reality. 

We  are  not  seeking  new  building  construction  or  major  expenditures  of  funds.  This 
clinical  network  can  be  implemented  in  existing  institutions  matched  to  areas  with  a  base 
population  of  Cooley's  anemia  patients. 

5.  Fetal  Hemoglobin  Enhancement 

This  promising  research  is  aimed  at  enhancing  fetal  hemoglobin  production  which  may 
thereby  ease  the  anemia  associated  with  this  disease,  and  eliminate  the  need  for  transfusions. 
Considerable  investigation  currently  is  underway  to  develop  new  switching  agents.  As  the 
NHLBI  report  notes:  "further  research  is  necessary  ...  and  additional  clinical  trials  are  needed  to 
test  the  effectiveness  and  safety  of  these  new  switching  agents  as  they  are  identified." 

6.  Bone  Marrow  Transplantation  Research 

We  are  strongly  supportive  of  research  efforts  in  bone  marrow  transplantation  which  also 
may  hold  a  cure  for  Cooley's  anemia  patients.  The  procedure  at  this  time  is  limited  to  only  a  small 
number  of  patients  and  carries  a  of  very  high  number  of  risks.  Further  limiting  its  availability  is 
the  fact  that  because  it  is  still  considered  experimental  it  is  not  covered  by  many  insurers. 
Furthermore,  the  high  cost  of  the  procedure  makes  it  prohibitive  for  patients  who  might  qualify. 

7.  Gene  Therapy  Research 

Exciting  research  in  the  area  of  gene  therapy  has  brought  us  hope  of  a  realization  of  a  cure 
for  Cooley's  anemia  through  the  correction  of  the  underlying  molecular  defect  in  this  disease.  We 
know  that  this  is  a  long  term  research  effort,  and  we  encourage  you  to  continue  to  appropriately 
fund  these  efforts. 

I  8.       Hormone  Therapy  Research 

^       The  necessity  of  hormonal  therapy  as  a  medical  treatment  is  becoming  more  apparent  now 
that  patients  are  living  through  their  teens.  However,  research  into  the  medical  and  psychosocial 
effects  or  benefits  of  the  treatment  has  been  limited,  in  part  due  to  the  fact  that  young  adults  with 
the  disease  only  now  are  reaching  the  age  at  which  study  in  this  area  is  feasible.  Researchers  need 
to  assess  the  potential  medical  and  psychosocial  effects  of  the  therapy  in  terms  of  self-esteem, 
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body  image,  social  relations,  and  sexuality. 


With  your  continued  support,  we  are  confident  that  the  efforts  to  find  a  cure  for  Cooley's 
anemia  will  certainly  lead  the  way  toward  cures  in  other  diseases.  Our  hope  is  always  tempered 
by  the  day  to  day  reality  of  dealing  with  Cooley's  anemia.  Patients  are  still  dying  while  in  their 
twenties.  We  still  have  the  challenges  of  wanting  to  work,  but  having  difficulty.  While  this  is 
outside  the  area  of  research,  let  me  point  out  to  this  committee  the  need  to  do  away  with  the 
Medicaid  income  restrictions. 

Finally,  I  would  like  to  announce  that  we  will  be  holding  our  eighth  international 
conference  on  Cooley's  anemia  in  New  York  in  1997.  The  event  is  co-sponsored  by  the  New 
York  Academy  of  Sciences  and  the  Cooley's  Anemia  Foundation.  In  the  past,  NHLBI  and 
NIDDK  have  contributed  greatly  to  these  symposiums,  and  we  are  confident  they  will  assist  this 
time  well. 

This  conference  brings  together  clinicians,  clinical  researchers,  basic  scientists  and  allied 
health  personnel.  It  is  important  in  as  far  as  it  is  the  one  place  where  everyone  involved  in 
Cooley's  anemia  research  worldwide  is  brought  together  to  review  and  discuss  current  research. 

Then  they  help  to  translate  the  most  recent  advances  in  the  basic  science,  always  with  an 
eye  toward  potential  clinical  applications.  Conversely,  the  basic  scientists  have  an  opportunity  to 
learn  what  the  needs  are  from  the  clinicians,  in  order  to  provide  them  continued  direction. 

Finally,  we  would  like  to  encourage  at  least  a  6.5  %  increase  for  NIH  overall,  in  keeping 
with  The  Ad  Hoc  Group  on  Medical  Research's  recommendation. 

Thank  you,  Mr.  Chairman.  I'll  be  pleased  to  answer  any  questions  you  may  have. 
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Mr.  Porter.  Mr.  Cazetta,  I  often  think,  as  I  sit  here  and  listen 
to  the  testimony — not  only  yours,  but  from  many  others  who  come 
before  the  subcommittee — that  if  only  the  American  people  would 
be  able  to  hear  this  as  we  are  able  to  hear  it,  that  there  might  be 
a  much  greater  understanding  of  the  importance  of  investment  in 
this  area,  and  perhaps  also  a  greater  understanding  of  how  fortu- 
nate people  are  not  to  be  suffering  from  diseases  of  the  type  that 
you  are  suffering. 

Unfortunately,  the  cameras  aren't  in  our  room  watching,  as  I 
think  they  should  be.  But  you  are  probably  aware  that  NIH  has 
just  combined  with  Maryland  Public  Television  to  put  on  a  program 
called  Health  Week.  It's  in  the  pilot  stage  right  now;  I've  seen  the 
first  pilot,  but  unfortunately  I  missed  the  second  one.  They  are 
going  to  attempt  to  bring  to  the  American  people,  through  public 
television,  insight  into  what's  going  on  in  biomedical  research,  and 
a  greater  understanding  of  the  importance  of  it.  I  have  been  urging 
Dr.  Varmus  to  do  this  for  some  time  because  I  think  we  need  to 
bring  these  things  down  to  the  human  understanding  level;  not  just 
Members  of  Congress,  but  everyone.  I  think  the  outreach  is  very, 
very  important  to  what  happens  here. 

So  again,  we  thank  you  for  your  testimony.  It's  good  to  see  you 
again,  and  we  will  obviously  do  our  best  in  this  area. 

Thank  you  so  much. 


Wednesday,  March  6,  1996. 

WITNESS 

JOHN  A.  CALHOUN,  NATIONAL  CRIME  PREVENTION  COUNCIL 

Mr.  Porter.  Last  but  not  least,  John  Calhoun,  Executive  Direc- 
tor, testifying  on  behalf  of  the  National  Crime  Prevention  Council. 
Mr.  Calhoun? 

Mr.  Calhoun.  Thank  you,  Mr.  Chairman.  It's  good  to  be  here.  I 
am  here  to  talk  about  some  programs  that  may  involve  some  of  the 
programs  in  your  jurisdiction.  As  you  may  know,  we  are  the  Na- 
tion's focal  point  for  crime  prevention,  established  in  1980,  and 
supported  mainly  by  the  Bureau  of  Justice  Assistance,  but  with 
some  funding  from  HHS  and  HUD,  as  well  as  private  sources  such 
as  All  State  and  others.  Our  work  ranges  from  the  award-winning 
public  service  advertising  to  hands-on  demonstration  programs  in 
various  communities,  training,  technical  assistance,  and  manage- 
ment of  our  coalition. 

Really,  the  essence  of  our  work,  to  prevent  crime,  rests  on  three 
fundamental  assumptions.  One  is  protection  of  the  individual,  but 
that's  not  enough.  If  you're  safe  and  I'm  safe  behind  locked  doors 
and  peepholes,  we're  all  isolated. 

So  the  second  piece  is  to  encourage  passionate  civic  investment 
and  involvement.  Indeed,  research  shows  that  the  more  cohesive  a 
community,  the  lower  the  crime  rate. 

Third  is  policies  that  we  know  work,  such  as  expanded  Head 
Start  and  recreation  programs,  etc. 

The  underlying  causes  of  crime  and  violence  are  really  not  all 
that  mysterious.  When  related  to  kids,  we  see  a  colossal  isolation 
on  the  part  of  teenagers — isolation  from  those  basic  entities  that 
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make  a  society  work:  family,  community,  school,  church,  future. 
And  our  particular  thrust,  and  what  I  wanted  to  share  with  you 
and  the  committee  today  very  briefly,  was  to  reconnect  kids,  to  ask 
kids  to  give  something  back,  and  we  are  doing  that.  This  was  but- 
tressed recently  by  a  Harris  Poll  that  we  conducted  to  look  at  the 
effects  of  crime  and  violence  on  teens,  and  some  of  the  news  is,  in- 
deed, old  news,  because  it  showed  that  many  kinds  were  dispropor- 
tionately affected  by  crime  and  violence,  and  many  do  carry  guns 
for  protection,  cut  classes,  cut  school,  change  behavior,  and  feel  it's 
okay  to  fight  back  if  you're  "dissed." 

But  the  new  news,  the  extraordinary  thing  that  the  Harris  Poll 
came  out  with,  was  that  90  percent  of  the  youth  polled  said  that, 
given  the  chance,  if  they  knew  what  to  do,  they  would  roll  up  their 
sleeves  and  get  involved  in  crime  and  violence  prevention  pro- 
grams. 

We  created  a  project  called  Youth  as  Resources.  It's  a  very  simple 
model  to  ask  kids  to  spot  social  issues  about  which  they're  con- 
cerned. They  craft  the  projects;  they  run  them.  The  results  have 
been  off  the  charts,  politically  described  as  "social  contract  the- 
ory"— "you  are  part  of  us,  we  need  you" — and  psychologically  de- 
scribed as  "bonding."  I  think  of  a  kid  who  was  working  in  a  domes- 
tic violence  shelter.  We  asked  her  why  she  did  it  and  she  said,  "I 
want  them  to  get  the  love  I  never  got  as  a  kid." 

Another  youngster  was  working  with  the  elderly,  and  I  asked 
him  why  he  was  doing  that.  He  said,  "It's  the  first  time  in  my  life 
I've  ever  been  thanked." 

So  there  is  a  tremendous  sense  of  dislocation  that  many  youth 
feel  that  can  generate  crime.  We  are  trying  to  reconnect.  As  a  mat- 
ter of  fact,  tomorrow  night,  if  it's  not  bumped  by  political  news, 
Peter  Jennings  on  his  American  Agenda  is  going  to  give  five  min- 
utes to  this  as  one  of  the  most  hopeful  signs  of  youth  crime  and 
violence  prevention.  So  I  hope  I  will  get  a  chance  to  watch  it,  and 
I  hope  it's  not  bumped. 

You  face  very  difficult  decisions  on  how  to  allocate  funds.  I  do  not 
envy  you,  just  hearing  the  bits  of  testimony  I  heard  this  morning — 
it's  absolutely  extraordinary — relating  to  tetanus  and  dengue  fever, 
to  the  very  eloquent  gentleman  who  preceded  me.  But  I  really 
bring  to  this  committee  something  very  hopeful,  and  to  the  extent 
that  various  agencies  and  budget  lines  under  your  jurisdiction 
might  think  about  this,  this  is  probably  one  of  the  most  hopeful 
signs  that  we've  seen  in  crime  prevention,  with  the  exception  of  our 
comprehensive  community  program  where  we're  working  with  a 
number  of  mayors  throughout  the  country,  where  we're  pulling  not 
only  citizens  together  but  churches  and  others  to  do  comprehensive 
crime  prevention  programs. 

So  in  a  curious  sense,  I'm  not  asking  you  for  money.  I'm  just 
sharing  a  very,  very  hopeful  program  that  may  touch  Education 
and  HHS  or  Labor. 

[The  prepared  statement  follows:] 


24-31 1    96  -  30 
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Thank  you,  Chairman  Porter,  for  this  opportunity  to  have  the  National  Crime  Prevention 
Council  (NCPC)  represented  before  this  subcommittee  today.  I  am  John  A.  Calhoun,  NCPC's 
Executive  Director.  As  you  well  know,  the  issue  of  crime  crosses  jurisdictional  lines  of 
Appropriations  Subcommittees,  and  I  have  had  the  privilege  over  the  past  few  years  to  appear 
before  several  Appropriations  Subcommittees.  I  appear  today  to  discuss  how  programs  under 
your  jurisdictions  might  be  transformed  to  encourage  citizens,  especially  younger  ones,  to  take 
part  in  the  struggle  to  reduce  and  prevent  crime  and  rebuild  their  communities. 

We  at  NCPC  are  the  nation's  focal  point  for  crime  prevention.  Established  in  1980,  much  of 
our  work  is  funded  through  the  Department  of  Justice's  Bureau  of  Justice  Assistance.  These 
funds  are  buttressed  with  substantial  corporate,  foundation,  and  individual  funds  as  well  as 
specific  grants  from  HUD  and  from  Health  and  Human  Services.  Our  mission  is  tp  prevent 
crime  and  build  communities  in  which  children  can  be  children  and  isolated,  fearful  people  can 
become  active,  involved  citizens. 

We  are  most  well-known  for  our  highly  acclaimed  public  service  advertising  campaign 
featuring  McGruff.  As  a  result  of  this  campaign,  we  receive  hundreds  of  thousands  of  requests 
each  year  from  children  and  adults  and  organizations,  ranging  from  police,  schools,  churches, 
health  and  youth-serving  agencies,  for  information  regarding  crime  prevention  programs. 
Through  the  dissemination  of  this  information,  we  in  turn  inspire  millions  of  Americans  to  roll 
up  their  sleeves  to  protect  themselves  and  to  build  safer,  more  caring  communities  I  should 
add  that  the  McGruff  campaign  was  the  single  most  successful  campaign  of  the  prestigious 
Advertising  Council,  garnering  $92  million  worth  of  free  public  service  advertising,  making  it 
the  second  most  successful  campaign  in  the  entire  fifty-three-year  history  of  the  Advertising 
Council  —  and  that  includes  such  campaigns  as  Savings  Bonds,  Peace  Corps,  Red  Cross,  etc. 

NCPC's  work  is  wide-ranging,  including:  award-winning  public  service  advertising;  training 
and  technical  assistance;  running  demonstration  programs  with  youth,  schools,  core  city 
communities,  and  with  mayors  in  twenty-eight  cities  with  whom  we  have  helped  developed 
comprehensive  community  strategies  to  reduce  crime  and  violence;  management  of  our  136- 
member  crime  prevention  coalition;  a  corporate  partnership  program;  and  publication  of  the 
most  relevant  and  useful  crime  prevention  program  information  in  the  country. 

To  prevent  crime  and  create  communities  in  which  there  is  social  cohesion  and  freedom,  we 
must  all  operate  on  three  levels: 

1 .  Protection  of  self,  loved  ones,  and  property. 

2.  Passionate  civic  involvement  —  people  actively  involved  in  making  their  schools 
and  communities  better. 

3.  Implementing  certain  policies  that  we  know  work,  such  as  community-oriented 
policing,  head  start,  job  opportunities,  recreation  programs,  during  those  critical 
hours  between  3:00  and  6:00  pm  when  the  streets  are  flooded  with  teenagers 
who  have  little  to  do. 
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We  must  lock  up  the  most  violent,  and  we  do  need  more  police;  but  without  an  equally  zealous 
commitment  to  prevention  we  have  a  distorted  policy,  one  which  will  fail.  We  as  a  society  are 
guaranteeing  light,  heat,  food,  and  health  care  —  in  prison  —  this  is  a  policy  promise  costing 
the  American  public  about  $30,000  a  year  per  prisoner.  And  yet  we  spend  less  than  $5,000  a 
year  for  each  child  in  public  school. 

We  do  know  some  things: 

♦  The  major  correlate  relating  to  prison  is  dropping  out  of  high  school:  and  82% 
of  prisoners  are  high  school  dropouts  . 

♦  Abusive  families  produce  trouble. 

♦  Mistrusting,  uncohesive  neighborhoods  produce  trouble.  There  are 
neighborhoods,  anomalies,  that  ostensibly  look  as  if  they  should  be  prone  to 
crime  and  are  not.  They  are  not,  because  of  the  high  degree  of  support  citizens 
give  each  other. 

♦  Conversely,  tight,  caring  neighborhoods  with  citizens  who  look  out  and  care  for 
one  another  and  each  other's  children  have  lower  crime  rates. 

♦  Teens  and  guns  are  a  lethal  combination. 

♦  Big  Brother/Big  Sister  types  of  programs  work:  kids  do  better  in  school,  feel 
better  about  themselves,  and  their  involvement  in  crime  is  lower  than  in 
comparison  groups. 

♦  We  know  that  a  caring,  reliable  adult  who  gives  constancy,  has  high 
expectations,  and  provides  support,  is  essential  for  every  child. 

♦  Finally,  through  our  work  in  seven  Texas  cities  and  subsequently  with  sixteen 
cities  in  conjunction  with  Attorney  General  Reno,  we  know  that  when  key 
elements  in  the  community  are  brought  together  —  police,  social  services, 
health,  schools,  public  housing,  the  faith  community,  foundations,  and  others  — 
that  if  everyone  agrees  to  play  a  role,  crime  can  and  will  be  reduced.  We  have 
seen  it. 

The  underlying  causes  of  crime  and  violence  are  not  mysterious.  Some  of  them  include: 


♦       Children,  given  the  collapse  of  families  and  increasingly  anonymous 

neighborhoods,  are  alone  and  isolated.  Many  kids  do  not  feel  beholden  to 
others.  Isolation  kills  individuals  and  communities. 
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♦  Youth  Created  as  consumers,  not  contributors,  may  never  develop  a  positive 
stake  in  their  communities. 

♦  Parents  increasingly  raise  children  alone  without  the  support  of  a  caring 
network. 

♦  Citizens  gripped  with  crime-related  fear  lose  connection  with  their  communities 
and  withdraw  from  civic  life. 

♦  Lack  of  employment,  housing,  and  medical  services,  and  easy  availability  of 
drugs,  can  breed  crime  and  violence. 

We've  got  to  address  the  issue  of  youth.  The  National  League  of  Cities'  opinion  survey 
released  on  February  8,  said,  "Three  out  of  five  city  officials  say  youth  crime  worsened  during 
the  past  year,  and  an  array  of  problems  involving  youth  are  becoming  top  concerns  of 
government  leaders. . .  Youth  crime  led  the  list  of  local  conditions  that  worsened  over  the  past 
year,  which  had  deteriorated  the  most  over  the  past  five  years...  Six  of  the  ten  community 
conditions  most  frequently  described  as  worsening  in  the  past  years  are  those  associated  with 
young  people:  youth  crime  (62%),  gangs  (50%),  drugs  (45%),  teen  pregnancy  (45%),  school 
violence  (45%),  and  family  stability  (38%).  Youth  crime  and  the  quality  of  education  were  the 
issues  most  frequently  mentioned  as  important  to  address  in  the  next  two  years  "  [1996  State 
of  America's  Cities  Opinion  Research  Report,  National  League  of  Cities,  Washington,  DC] 

Your  committee  knows  well  that  youth  are  disproportionately  both  victims  and  victim izers. 
We  work  extensively  with  young  people.  In  1987,  we  created  a  program  called  Youth  as 
Resources  (YAR).  It  is  an  extremely  promising  new  thrust  in  youth  policy  and  programming. 
It  has  mushroomed  nationally  and  has  shown  promising  results. 

Rather  than  adults  writing  prescriptions  for  youth,  YAR  ask  youths  to  spot  social  issues  about 
which  they  are  concerned,  shape  their  own  roles  in  the  community,  design  and  run  projects. 
YAR  is  based  on  the  belief  that  many  of  today's  young  people  are  disconnected  and  ache  to 
belong,  to  do  something  deemed  wormy,  to  be  claimed. 

YAR  is  locally  based,  provides  small  grants  to  young  people  to  design  and  carry  out  projects  to 
meet  community  needs  they  deem  most  important.  With  the  support  of  funding  from  local 
businesses,  foundations,  and  social  service  agencies,  a  local  board  of  youths  and  adults  solicits, 
reviews,  and  funds  proposals  written  by  young  people  (with  adult  guidance).  We  believe  the 
Subcoiranittee  should  look  at  the  YAR  model  in  funding  the  youth  development  programs 
under  its  jurisdiction. 

NCPC  has  also  developed  a  crime  prevention  curriculum  —  Teens,  Crime,  and  the  Community 
(TCC)  —  now  in  use  in  more  than  500  middle  schools  nationwide.  It  is  not  only  cognitive, 
teaching  kids  how  they  can  avoid  victimization,  but  the  last  part  of  the  curriculum  asks  youth 
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to  design  and  run  projects  which  would  make  their  schools  safer  and  better.  A  wonderful  array 
of  youth-led  projects  has  come  into  existence,  such  as  graffiti  removal  teams,  student  courts, 
school  watch,  mentoring,  etc. 

Our  work  was  buttressed  recently  by  a  Harris  poll  we  commissioned.  The  results,  recorded  in 
their  document  Between  Hope  and  Fear  gives  us  some  news  that  is  indeed  old  news.  Crime 
and  violence  affects  teens  disproportionately: 

♦  Many  carry  guns  for  protection; 

♦  Many  cut  classes; 

♦  Many  cut  school; 

♦  They  change  behavior  like  not  going  out  at  night  or  not  using  public  spaces;  and 

♦  Most  feel  it's  okay  to  respond  physically  if  "dissed.  * 

But  the  new  news  is  astounding  and  must  be  noted:  nearly  90%  of  the  2.000  teens  polled  said 
thev  were  willing  to  help  participate  in  crime  and  violence  prevention  programs  and  to  help 
improve  their  schools  and  communities  ifthev  only  knew  what  to  do.  We  must  engage  youth. 
Those  of  you  who  are  parents  or  grandparents  know  of  teens'  colossal  energy  and  commitment 
—  pre-marriage,  pre-mortgage,  pre-compromise.  They  are  idealistic,  and  their  energy  is 
boundless.  Rather  than  cringe  at  the  arrival  of  the  increasing  number  of  teens,  we  must 
welcome  them  as  resources. 

NCPC  runs  a  Youth  as  Resources  project  in  one  of  the  most  violent  areas  in  the  world  —  the 
Robert  Taylor  Homes  in  Chicago,  twenty-two  stories  of  misery,  halls  reeking  of  urine,  bullets, 
and  terrible  schools. 

The  heart  of  Youth  as  Resources  politically  described  is  the  social  contract  theory:  it  says  to 
youth  "You  are  part  of  us.  We  need  you."  Described  psychologically,  it  seeks  to  bond  youth 
positively  to  their  communities. 

Peter  Jennings,  anchor  of  ABC  Nightly  News,  each  week  devotes  time  to  a  segment  entitled 
"The  American  Agenda."  I  am  delighted  to  report  that  tomorrow  night,  March  7,  this  segment 
will  be  devoted  to  covering  what  ABC  News  has  determined  to  be  one  of  the  most  promising 
youth  development/crime  prevention  programs  in  the  United  States  today.  That  program  is 
NCPC's  Youth  as  Resources  program.  I  hope  we'll  all  have  the  opportunity  to  watch  the 
segment. 

This  Subcommittee  faces  difficult  choices  on  how  to  allocate  funds.  I  know  you  will  remember 
the  toll  that  crime,  violence,  and  fear  is  taking  on  America.  NCPC  would  be  pleased  to  assist 
the  Departments  of  Labor,  Health  and  Human  Services  and  Education  in  finding  creative  and 
cost-effective  ways  to  help  direct  the  energy  of  youth  in  the  rebuilding  of  their  communities. 
We  also  trust  that  the  Subcommittee  will  encourage  the  agencies  under  its  jurisdiction,  such  as 
the  Center  for  Substance  Abuse  Prevention,  to  find  publicly  proven,  locally  developed  models 
for  achieving  positive  youth  development  in  the  context  of  healthy  communities. 
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If  this  Subcommittee  funds  new  CSAP  Community  Partnerships  in  fiscal  year  1996  or  1997, 
we  strongly  recommend  that  those  partnerships  be  small  and  neighborhood-based,  link 
grassroots  citizen  activity  with  local  authorities,  and  require  matching  local  resources.  We 
also  recommend  that  CSAP  Community  Partnerships  be  concentrated  on  building  those  entities 
that  make  communities  work  —  family,  schools,  neighborhoods,  recreation  centers,  and  jobs. 

We  also  encourage  the  Subcommittee  to  continue  to  fund  the  essential  federal  data  collection 
activities  of  CDC  Center  for  Injury  Prevention  and  Control.  Since  its  creation  in  1992,  CDC's 
public  health  approach  has  set  the  benchmark  for  a  new  and  proven  way  of  approaching 
violence  prevention  efforts  in  this  country.  This  approach  includes  defining  the  problem  and 
progresses  to  identifying  associated  causes  and  protective  factors,  developing  and  evaluating 
prevention  policies  and  programs,  and  implementing  successful  strategies.  CDC  then  works  to 
transfer  this  knowledge  to  state  and  local  government,  researchers,  practitioners,  communities, 
and  others. 

CDC's  continued  efforts  are  critical  to  building  safe  homes,  safe  schools,  and  safe 
communities.  We  cannot  put  an  end  to  the  growing  problem  of  violence  in  this  country 
without  a  comprehensive  approach  that  includes  public  health.  After  reviewing  other  federal 
violence  prevention  efforts,  George  Will  concluded  in  a  1992  Washington  Post  article:  "So  as 
a  sound  investment  in  improving  the  quality  of  American  life,  no  federal  funds  are  spent  better 
than  those  that  fund  the  CDC's  research." 

I  thank  you  for  the  opportunity  to  testify  before  you.  I  will  be  pleased  to  answer  any  questions 
you  might  have. 
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Mr.  Porter.  While  I  was  giving  Mr.  Albritten  the  award  for 
"most  efficient  testimony,"  maybe  I  should  give  it  to  you.  I  think 
you  have  made  the  case  very,  very  strongly  and  very  quickly. 

Let  me  ask  where  the  Federal  Government  comes  in  in  this.  If 
we're  to  get  youth  involved  in  activities  of  helping  communities, 
how  does  the  Federal  Government's  role  fit  into  that? 

Mr.  Calhoun.  I  think  in  a  very  modest  way,  to  provide  seed 
funding  in  various  communities,  and  I  would  probably  ask  for  a 
local  match  from  community  foundations  or  something  like  that,  or 
from  the  city.  WeVe  seen  this  thing  spread  enormously  to  about  60 
or  70  jurisdictions. 

So  it's  not  costly,  and  I  think  in  the  various  departments  which 
you  help  oversee,  whether  it's  runaway  and  homeless  youth  or 
whatever,  there  are  a  lot  of  ways  it  can  be  plugged  in.  Schools  are 
one  of  the  major  participants  in  this;  experiental  learning,  as  well 
as  giving  something  back.  As  a  matter  of  fact,  we  did  a  study,  and 
not  only  did  kids  increase  in  competence,  confidence,  and  self-es- 
teem, but  almost  50  percent  recorded  educational  gains,  and  it 
wasn't  set  up  as  an  educational  program.  They  felt  better  about 
themselves,  did  their  homework,  got  better  grades,  and  a  lot 
changed  their  goals  and  wanted  to  go  on  to  college. 

Mr.  Porter.  Can  I  ask  a  broader  philosophical  question?  It  may 
be  an  unfair  question,  but  I'd  like  to  know  what  you  think. 

We  have  perhaps  spent  the  last  30  years  believing  that  somehow 
we  can  make  progress  in  all  these  areas,  and  we  seem  not  to  have 
made  a  lot  of  progress.  Where  are  we  in  terms  of  learning  from 
that  process?  Are  we  at  a  point  where  we  have  learned  enough  so 
that  we  can  make  progress?  Or  are  we  at  the  point  of  simply  say- 
ing, 'Why  aren't  we  making  any?" 

Mr.  Calhoun.  That  presumes  an  answer. 

Mr.  Porter.  Yes.  It's  a  "presume  question." 

Mr.  Calhoun.  Well,  what  gives  me  the  most  hope  is  seeing  local 
citizens  pulling  together  for  law  enforcement,  for  schools,  for 
churches.  And  we  have  seen  communities,  even  some  of  the  most 
despairing  and  hard-hit  communities,  snap  back:  a  40  percent  re- 
duction in  crime  in  Bridgeport,  Connecticut,  which  is  a  pretty  grim 
place  in  spots;  seven  Texas  cities  in  which  we  worked,  seven  of  the 
largest  cities,  where  the  mayors  were  pumping  enormous  amounts 
of  money  mainly  into  corrections,  and  seeing  the  infrastructure  and 
the  money  in  schools  shrivel,  so  "we've  got  to  do  something  about 
prevention,"  and  we  went  in  and  helped  with  comprehensive  com- 
munity planning,  and  crime  dropped  in  every  one  of  those  cities. 

I  think  the  new  element  in  this  whole  equation  is  the  sense  that 
a  community  is  not  a  squishy,  but  a  hard-knuckle,  part  of  the  pub- 
lic policy  agenda.  Nothing  will  change  unless  we  have  the  police 
working  with  communities  and  social  services  in  a  very  con- 
centrated way,  where  everyone — everyone — can  do  something.  An 
87-year-old  woman  in  Oakland  said,  "What  can  I  do?  I'm  87  years 
old.  The  drug  dealers  meet  out  in  front  of  my  house."  Someone 
said,  "Turn  on  your  sprinkler."  Well,  admittedly  a  very  modest  and 
metaphoric  statement;  they  moved  a  few  blocks.  But  the  point  is 
that  everybody  has  to  do  something. 

So  citizens  have  to  do  more,  and  Government  can  assist  it. 
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Mr.  Porter.  You  are  seeing  communities  do  more,  which  means 
leadership,  doesn't  it,  at  the  community  level? 

Mr.  Calhoun.  Exactly.  In  our  experience,  if  you're  focused  on  a 
neighborhood,  it  takes  neighborhood  leadership;  but  if  it's  city- 
wide,  it's  the  city  manager  or  the  mayor  and  the  police  chief  say- 
ing, with  all  humility,  "We  cannot  do  it  alone."  That  was  very 
tough  to  get  out  of  Texas.  They  get  folks  around  the  table,  and  in- 
terestingly, the  recommendations  that  came  out  of  the  seven  cities, 
one-third  related  to  children  and  families;  one-third  related  to  re- 
building neighborhoods,  the  neighborhood  cohesion  I  was  talking 
about;  and  one-third  related  to  sanctions.  San  Antonio  did  curfews. 
They  did  boot  camps.  But  the  Southwest  Businessmen's  Association 
promised  5,000  summer  jobs,  and  they  put  money  into  the  city 
council  and  into  after-school  recreation.  By  the  way,  that's  now  one 
of  the  highest  crime  times,  is  3:00  to  6:00  p.m.  It's  no  longer  at 
night,  because  you  have  a  flood  of  teenagers  coming  out  of  school 
with  nothing  to  do.  So  crime  dropped.  And  they  had  a  lot  of  other 
recommendations  relating  to  parenting  and  education. 

Parent  responsibility,  by  the  way,  is  becoming  quite  a  thing  now, 
putting  the  weight  back  on  parents  in  terms  of  if  the  kids  are  tru- 
ants, bringing  the  families  in.  Crime  dropped  in  San  Antonio  by, 
I  think,  24  percent.  I'd  like  to  say  it  was  all  us;  I'm  sure  there  were 
a  lot  of  other  things  involved,  but  crime  dropped  in  every  one  of 
those  Texas  cities. 

Mr.  Porter.  Mr.  Calhoun,  thank  you  very  much  for  your  testi- 
mony today. 

Mr.  Calhoun.  Thank  you  for  your  time. 

Mr.  Porter.  The  subcommittee  will  stand  in  recess  until  2:00 
p.m. 
[Recess.] 


Wednesday,  March  6,  1996. 

WITNESS 

WILLIAM  C.  WATERS,  IV,  M.D.,  DOCTORS  FOR  INTEGRITY  IN  POLICY 
RESEARCH 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

We  continue  this  afternoon  with  our  public  witnesses.  Before  we 
begin,  I  would  like  to  introduce  two  constituents  of  mine  who  are 
with  us  this  afternoon,  Caroline  Bird  and  Jackie  Mandell,  sitting 
right  there  in  the  back  row.  Welcome  to  both  of  them. 

I  might  say  to  all  of  our  witnesses  this  afternoon  each  witness 
is  to  have  five  minutes  to  testify.  The  clerk  of  the  subcommittee 
will  at  the  end  of  the  five  minutes  put  up  a  small  sign  indicating 
that  the  time  has  expired  and  would  you  please  at  that  point  in 
time  summarize  and  complete  your  testimony.  Any  questions  or 
statements  that  members  of  the  subcommittee  would  like  to  ask  or 
make  will  then  be  in  order. 

The  first  witness  will  be  William  C.  Waters,  IV,  M.D.,  a  practic- 
ing physician  in  Atlanta,  Georgia,  and  Eastern  Director,  Doctors 
for  Integrity  in  Policy  Research,  testifying  regarding  the  National 
Center  for  Injury  Prevention  and  Control.  Doctor  Waters. 
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Dr.  Waters.  Good  afternoon,  Mr.  Chairman  and  members  of  the 
committee.  My  name  is  Bill  Waters.  I'm  a  practicing  physician  from 
Atlanta,  Georgia,  and  the  eastern  director  of  Doctors  for  Integrity 
in  Policy  Research.  I  am  here  to  talk  about  the  National  Center  for 
Injury  Prevention  and  Control,  NCIPC,  and  the  research  that  they 
do  especially  as  it  relates  to  firearms  and  violence. 

You  may  be  aware  that  there  has  been  some  rumblings  among 
your  legislative  colleagues  as  well  as  among  members  of  the  aca- 
demic community  across  the  Nation,  both  in  medicine  and  without, 
regarding  this  issue  and  the  bias  apparent  in  this  particular 
branch.  We  share  their  deep  concern  that  the  design  and  conduct 
of  firearms  and  violence  research  within  the  NCIPC  seems  to  be  af- 
fected by  or  based  upon  the  political  expedient  that  firearms  prohi- 
bition or  control  is  inherently  desirable  and  provides  a  ready  solu- 
tion to  many  of  society's  problems,  not  the  least  of  which  is  our 
very  complex  reality  of  violence.  Our  basic  complaint  then  is  that 
the  NCIPC  is  not  doing  the  job  with  which  it  was  charged  by  this 
body.  The  reason  that  we  feel  that  it's  not  doing  its  job  is  because 
of  unscientific  bias,  this  is  our  opinion.  This  precludes  the  merging 
of  rational  strategies  in  this  debate.  There  is  no  way  that  I  can  in 
five  minutes  tell  you  everything  that  you  need  to  know  about  this 
complex  issue,  but  I  though  Fd  focus  on  a  couple  of  comments. 

We  have  a  lot  of  problems  with  the  way  the  research  methodol- 
ogy and  approach  to  research  is  carried  out.  We  have  catalogued 
these  extensively  in  various  articles  and  this  has  been  catalogued 
in  other  entities  as  well,  as  you'll  hear  about.  We  believe  that  the 
research  is  exclusionary  to  any  conclusion  which  does  not  cul- 
minate in  that  firearms  should  be  prohibited  or  controlled  or  that 
they  are  inherently  bad.  The  approach  is  narrow  and  the  methods 
are  grotesquely  inadequate  and  inappropriate  for  the  subject  under 
study.  This  has  led  to  a  widely  held  belief  that  the  research  as  con- 
ducted by  NCIPC  exists  to  serve  a  preordained  agenda. 

I  could  go  on  about  some  of  these  things  from  a  methodological 
or  technical  aspect,  but  let  me  just  talk  to  you  about  some  things 
you  may  not  be  quite  as  aware  of.  It  is  our  view  that  the  funded 
researchers  and  staff,  including  at  the  highest  levels,  of  the  NCIPC 
engage  in  what  we  believe  to  be  overt  political  activism  on  this 
thing.  And  let  us  be  the  first  to  say  that  we  believe  that  that's  in- 
correct on  either  side  of  this  issue.  I  would  be  just  as  vocal  about 
this  if  this  were  a  pro-gun  issue.  Anti-gun  issue,  pro-gun  issue,  it 
is  still  wrong  to  alter  science  to  serve  bias  agenda,  period. 

At  the  Handgun  Epidemic  Lowering  Plan  Conference  for  the  last 
three  years,  NCIPC  staff  at  the  highest  levels  and  their  funded  re- 
searchers have  served  as  faculty.  This  is  a  meeting  described  by  its 
founder  as  "like-minded  individuals  who  represent  organiza- 
tions.. .  .  [who  will  assist  them  in  using]  a  public  health  model  to 
work  toward  changing  society's  attitude  toward  guns  so  that  it  be- 
comes socially  unacceptable  for  private  citizens  to  have  handguns." 
They  then  went  on  to  disinvite  us  by  saying  that  our  organization 
clearly  does  not  share  these  beliefs  and  therefore  does  not  meet  the 
criteria  for  attendance  at  the  meetings,  rather  suggesting  to  me,  as 
I  presume  it  would  to  you,  that  those  who  were  invited  do  indeed 
share  those  views. 
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NCIPC  funds  are  used  to  fund  anti-firearms  advocates  hand- 
books, such  as  this  one  that  you  will  hear  more  about. 

I  want  to  conclude  my  comments  today  by  saying  that  I  believe 
that  a  really  great  chance  has  been  missed  at  the  NCIPC.  I  believe 
that  we  had  an  opportunity,  and  there  was  a  hurrah  and  a  cry 
among  the  people  who  were  interested  in  this  field,  for  something 
really  positive  to  be  done  where  we  could  get  all  of  the  best  sci- 
entists together  with  the  best  minds  and  objective  strategies  and 
views  from  all  sides  of  this  issue,  put  our  minds  together  and  come 
up  with  some  real  things  that  we  could  do  about  violence  and  fire- 
arms injuries  in  this  society.  Where  normally  we  look  for  scholarly 
things  to  be  a  trustful  and  open  and  honest  thing,  this  has  been 
replaced  by  the  shadow  of  distrust  inherent  to  partisan  politics. 

In  upcoming  days,  you're  going  to  be  told  that  firearms  aspect  of 
the  NCIPC  is  but  a  small  part  of  what  they  do  and  what's  funded. 
But  the  fact  still  remains  that  I  don't  believe  the  funds  which  sup- 
ported this  came  from  the  firearms  budget.  I  know  very  well  that 
the  CDC  grant  which  funded  this  handgun  conference  with  NCIPC 
staff,  including  the  most  highly  funded  researchers,  the  featured 
speaker  was  Sarah  Brady  of  Handgun  Control,  Incorporated,  this 
grant  was  disseminated  by  the  CDC  for  the  study  of  rural  and  farm 
accidents  such  as  tractor  roll-over  accidents.  This  is  the  kind  of 
things,  ladies  and  gentlemen,  that  does  not  engender  trust  and 
hope  in  the  hearts  of  scientists.  That's  why  we're  here  talking  to 
you  today. 

There  are  three  critical  reasons  why  I  believe  that  definitive  ac- 
tion is  needed.  One  is  to  protect  the  integrity  of  the  CDC.  It  is  an 
organization  for  which  we  have  the  deepest  respect,  the  traditional 
aspect  of  it.  Second,  we  are  concerned  that  if  we  continue  in  this 
vein  that  the  hopes  of  the  individuals  who  produce  the  biased  re- 
search will  lead  to  outcomes  which  are  the  opposite  of  that  which 
they  hope.  And  the  third  thing  is  that  bias  in  research  has  a  blind- 
ing effect  which  cause  us  to  ignore  or  to  miss  the  true  problem.  Abe 
Lincoln  once  said  that  calling  a  tail  a  leg  don't  make  it  a  leg,  and 
I  would  reiterate  the  same  thing  to  you  gentlemen  today. 

Careful  review  of  the  data  regarding  this  issue  on  your  part  we 
believe  will  result  in  your  reaching  the  same  conclusion  as  have 
we,  that  biased  research  is  being  done.  We  ask  today  for  your  help 
in  preventing  the  tragedy  that  is  public  policy  resulting  from  agen- 
da-based research.  Thank  you  kindly  for  having  me  here  today  to 
speak. 

[The  prepared  statement  follows:] 
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Statement  of  Doctors  for  Integrity  in  Policy  Research 
to 

Committee  on  Appropriations 
Labor.  Health  and  Human  Services, 
Education  and  related  Agencies  Subcommittee 
United  States  House  of  Representatives. 

by 

William  C.  Waters.  IV,  MD 
March  6.  1996 


Mr.  Chairman  and  members  of  the  subcommittee:  my  name  is  Bill  Waters.  IV.  MD.  I  am 
a  third-generation  ph\  sician  in  the  practice  of  Internal  Medicine  in  Atlanta.  Ga.  I  am  also 
the  Eastern  Director  of  Doctors  for  Integrity  in  Policy  Research  (DIPR).  a  volunteer 
organization  supported  solely  by  member  contributions  of  approximately  500  physicians 
from  academia  and  the  private  sector.  We  very  much  support  legitimate  research  on 
firearms  violence,  and  have  a  deep  respect  for  the  traditional  aspect  of  the  CDC. 

I  am  here  today  to  apprise  the  members  of  this  committee  of  what  we  consider  to  be  a  very 
serious  problem  with  the  activities  of  the  National  Center  for  Injun  Prevention  and  Control 
(NCIPC).  The  committee  may  be  aware  that  many  of  their  fellow  legislators,  as  well  as 
scholars  from  a  variety  of  different  disciplines,  have  expressed  concern  that  the  design  and 
conduct  of  research  at  the  NCIPC  seem  to  be  affected  by  or  based  upon  the  political 
expedient  that  firearms  control/prohibition  is  inherently  desirable.  To  an  ever-increasing 
degree,  critics  are  aware  of  stated  anti-firearms  bias  and  political  activism  among  NCIPC 
staff  and  funded  researchers.  With  our  colleagues,  we  are  deeply  concerned  that  biased 
research  on  the  topic  of  firearms  and  violence  will  lead  to  public  policy  disasters. 


Background 

The  CDC  first  became  involved  in  the  area  of  firearms  and  violence  research  in  the  late 
1970s.  Subsequent  organizational  efforts  created  the  Division  of  Injun.'  Epidemiology  and 
Control,  later  formall\  titled  the  NCIPC.   In  1993.  this  body  was  funded  by  Congress  and 
charged  with  the  task  of  scientifically  studying  injuries,  including  that  resulting  from 
violence.  [Herein,  to  avoid  confusion,  we  will  refer  to  all  evolutionary  aspects  of  the  CDC 
pertaining  to  this  issue  as  the  NCIPC]  While  many  of  us  in  the  scientific  community  had 
high  hopes  that  an  eclectic,  objective,  comprehensive  approach  to  the  problem  of  violence 
was  forthcoming,  it  became  quickly  apparent  to  us  that  quite  the  opposite  was  true.  For 
example.  In  the  late  1980s  a  number  of  works  appeared,  authored  by  CDC  employees, 
which  concluded  and  estimated,  prior  to  any  thorough  research  on  the  topic,  the  numbers 
of  lives  and  dollars  saved  b\  restricting  access  to  firearms.'  Others  stated  that  "The  Public 
Health  Service  has  targeted  violence  as  a  priority  concern....  There  is  a  separate  objective  to 
reduce  the  number  of  handguns  in  private  ownership..."2 


Our  Basic  Complaint 

The  basic  complaint  of  our  organization  is  that  the  NCIPC  is  not  doing  the  job  with  which 
it  was  charged  by  Congress:  to  scientifically  investigate  the  causes  of  violence  and  to 
propose  solutions.  We  believe  that  it  fails  to  do  so  because  of  unscientific  bias.  This  bias 
is  demonstrated  in  manv  wavs.  as  outlined  below: 
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NCIPC  staff  and  funded  researchers  are  quite  active  in  assisting  firearms 
prohibition  meetings  and  organizations  which  are  unequivocally  political  in 
nature. 

For  example.  NCIPC  researchers  and  staff  -  including  those  at  the  highest  level  - 
were  faculty  for  the  Handgun  Epidemic  Lowering  Plan  (HELP)  conference  in  1993  and 
again  in  1995.  This  was  a  firearms  prohibition  strategy  conference,  described  by  its 
organizer  as  uniting  "like-minded  individuals  who  represent  organizations  ....[who  will 
assist  in  using]  a  public  health  model  to  work  toward  changing  society's  attitude  toward 
guns  so  that  it  becomes  socially  unacceptable  for  private  citizens  to  have  handguns. "3  Quite 
a  few  other  examples  exist 


Basic  information  is  not  always  accurately  represented  by  NCIPC  staff: 

"Firearms  play  a  central  role  in  interpersonal  violence"  -  Dr.  Mark  Rosenberg  (Head  of 
Injury  Control  Division)  in  Health  Affairs,  Winter,  1993:  1 1  |Guns  are  used  in  60-65%  of 
murders,  but  this  is  a  numerically  small  number  of  violent  crimes.  Guns  are  used  in  less  than 
13%  of  the  6.7  million  rapes,  robberies,  and  assaults  -  a  statistic  unreviewed  by  Dr. 
Rosenberg  1 

"Since  the  early  1970s  the  year-to-year  fluctuations  in  firearm  availability  has  paralleled 
the  numbers  of  homicides."  -  CDC  researcher  D.P.  Rice,  et  al:  Cost  of  Injury  in  the  United 
States:  A  report  to  Congress  (CDC,  1989):  23.  |Of  course,  this  is  incorrect  during  many 
periods  of  recent  US  History.    For  example,  the  period  1974-88  was  witness  to  a  69% 
increase  in  handgun  ownership  with  a  concomitant  14.2%  decrease  in  homicide | 
"Handguns  account  for  only  20%  of  the  nation's  firearms  yet  account  for  90%  of  all 
firearms  fmisluse,  both  criminal  and  accidental."  -  CDCs  Diane  Schetsky  in  vol.  139 
American  Journal  of  Diseases  of  Children  (1985):  229.  |This  statement,  which  is  patentlv 
false,  was  cited  as  having  been  extracted  from  the  FBI's  UNIFORM  CRIME  REPORTS.  This 
is  impossible,  since  this  entity  catalogs  no  data  on  gun  ownership  or  gun  type.]  (Other 
examples  are  available  on  request.) 

"Guns  also  accounted  for  97%  of  the  huge  increase  in  violence  among  men  ages  15  to  19 
from  1985  to  1991,  Dr.  Rosenberg  said"  As  reported  by  Fox  Butterfield.  The  New  York 
Times.  Oct  16.  1994:  A23.  (Regarding  interview  with  the'  head  of  the  CDCs  Injury  Control 
Division,  Dr.  Mark  Rosenberg)     lOne  of  the  central  questions  in  the  issue  of  firearms  and 
violence  is  whether  the  presence  of  guns  plays  any  role  in  homicide  and  other  violent  crimes. 
Stating  the  matter  as  Dr.  Rosenberg  did  leaves  one  with  the  impression  that  it  is  a  foregone 
conclusion  that  guns  "account  for"  violence  -  hardly  a  defensible  comment.  We  feel  that 
this  demonstrates  the  mind-set  that  "guns  cause  crime  &  violence"  and  the  lack  of  a 
sophisticated  approach  to  the  problem  of  violence  in  the  NCIPC.    Dr.  Rosenberg  said 
nothing  about  the  guns  in  private  hands  during  that  same  period  which  saved  lives,  nor  did  he 
mention  that  the  groups  in  America  which  have  the  highest  incidence  of  gun  ownership  have 
also  the  lowest  rates  of  homicide.] 
Many  other  examples  exist 

NCIPC  funds  are  used  to  support  anti-firearms  advocacy  publications  and 
activities : 

One  example  is  the  Injury  Prevention  Network  Newsletter,  which  is  published  by 
the  Trauma  Foundation  and"  supported  by  NCIPC/CDC  funds.4  In  the  Spring.  1995  issue 
is  found  a  number  of  disturbing  items.  One  is  the  statement  by  its  editor  that  the  "shattered 
structure  of  the  Federal  office  building  in  Oklahoma  City  bears  mute  testimony  to  how  one 
segment  of  the  pro-gun  fringe  intends  to  fight  gun  control."  Another  is  a  set  of  suggestions 
for  anti-gun  activists,  including  guidelines  for  picketing  gun  manufacturers,  encouraging 
local  support  for  gun  control,  etc. 
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NCIPC  researchers,  breaching  accepted  practice  in  the  scientific 
community,  refuse  to  release  their  publicly-funded,  original  data  to  other 
scientists  for  critical  review. 

Please  see  Kates,  DB,  et  al.  Guns  and  Public  Health:  Epidemic  of  Violence  or 
Pandemic  of  Propaganda?  University  of  Tennessee  Law  Review.  513  (1995). 

The  NCIPC  approach  to  firearms/ violence  research  is  highly  exclusionary, 
narrow  in  its  focus,  utilizes  research  models  inappropriate  to  the  subject 
under  study,  and  thereby  seems  designed  to  produce  preordained 
conclusions. 

| Of  course,  research  methodology  is  a  technical  area,  and  cannot  be  fully  treated  here.  This 
topic  is  more  fully  catalogued  elsewhere,  and  the  reader  is  referred  to  these  resources  for 
more  definitive  information"*  6  7| 

Ignoring  the  vast  body  of  scientific  knowledge  on  the  subject  of  violence: 

It  is  only  appropriate  to  expect  scientists  studying  a  topic  as  complex  and  as  serious  as 
violence  and  firearms  injuries  to  exhaustively  consider  and  include  in  their  analysis  all 
available  information  and  perspectives  regarding  the  problem.  The  NCIPC  has  simply  not 
done  so.  Despite  the  existence  of  copious  scholarly  data,  analysis  and  experience  which 
takes  either  a  neutral  or  contrary  view  on  the  subject,  the  NCIPC  includes  in  its 
publications  and  reports  -  and  thus  far  to  our  knowledge  has  funded  -  only  that  research 
which  supports  restrictionist/prohibitionist  perspectives.  Little  of  the  fields  of  Criminology 
and  Sociology  is  to  be  found  in  CDC  analyses,  unless  authored  by  their  funded 
researchers.  Seldom  are  epidemiological  works  mentioned  if  they  conclude  that  firearms 
are  not  the  pathogenic  "organism''  of  violence.  It  seems  strange  to  us  that  an  organization 
funded  by  Congress  with  the  charge  to  use  all  scientific  means  to  find  solutions  to  the 
problem  of  violence  would  ignore  the  largest  body  of  authoritative  information  and 
methodology  on  the  subject. 

Ignoring  contradictory  evidence:  Unmentioned  in  CDC-funded  commentary  and 
research  are  the  many  major  studies  which  demonstrate  a  protective  effect  of  firearms  in 
private  hands:  often  cited  is  the  one  (methodologically  flawed)  study  which  does  not.8  One 
NCIPC-funded  study  claimed  to  prove  that  American  gun  owners  engage  in  unsafe  gun- 
related  behaviors,  but  failed  to  reconcile  these  findings  with  the  reality  that  the  firearms 
accidental  death  rate  continues  to  decline  and  that  hunting  -  a  sport  which  requires  all 
participants  to  be  armed  -  was  the  safest  outdoor  participant  sport  in  the  last  year  for  which 
data  are  available  ( 1991 ).   In  another  example,  a  CDC-sponsored  analysis  calculated  the 
costs  to  society  of  firearms  violence  by,  among  other  strategies,  projecting  slain  felons' 
lifetime  earnings  as  though  they  were  productive  citizens.9  Equally  incredible  was  that 
omitted  from  the  tally  sheet  were  the  years  of  potential  life  saved  and  legitimate  earnings  of 
the  1  to  2.5  million  people  whose  lives  are  protected  by  personal  firearms  each  year.10 

Inadequate  methodology:  Our  organization,"  6  among  other  critics.7  has  been  alarmed 
by  the  NCIPC's  use  of  research  techniques  which  are  grossly  inadequate  and/or 
inappropriate  to  the  subject  under  study.  For  example,  one  study  counted  simple  numbers 
of  homicides  in  Washington  DC  to  claim  effectiveness  of  gun  control  laws  when  none  is 
present  if  the  obviously  more  legitimate  homicide  rate  data  are  used."   In  their  efforts  to 
derive  inferences  about  firearms  in  America,  more  than  once  have  NCIPC  researchers' 
selection  of  study  groups  been  of  a  behavioral  and  socioeconomic  character  which  would 
not  fairly  represent  American  society  as  a  whole12  -  a  fact  which  has  not  allayed  fears  that 
NCIPC  research  methods  seem  designed  to  serve  a  pre-conceived  goal.  And  this  selection 
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bias  seems  as  ill-considered  as  the  hackneyed  use  of  single-factor  epidemiological  methods 
to  study  the  fantastically  complex  issue  of  violence,  as  when  a  recent  CDC-funded  project 
studied  "risk  factors"  for  homicide  in  the  home.  Though  "home  rental"  was  one  of  the 
strongest  risk  factors  for  homicide,  and  firearms  one  of  the  least,  this  did  not  prevent  the 
author  from  titling  the  paper  "Gun  ownership  as  a  risk  factor  for  homicide  in  the  home."  In 
the  same  study12,  the  research  methods  used  to  decide  that  firearms  were  "risk  factors" 
would,  if  one  applied  them  to  a  study  of  the  homes  of  diabetics,  demand  that  we  list 
unsugared  beverages  as  "risk  factors"  for  diabetes! 


Conclusion 

We  believe  that  a  great  opportunity  has  been  missed  at  the  NCIPC,  since  there 
originally  was  the  chance  to  combine  the  talents  of  scholars  from  all  fields  and  all 
viewpoints  to  proactively  help  solve  the  problem  of  violence.  It  is  our  view  that  all  hope  of 
seeing  this  come  to  fruition  within  the  NCIPC  has  been  lost,  replaced  by  the  shadow  of 
distrust  inherent  to  partisan  politics. 

You  are  faced  with  the  decision  of  how  to  handle  funding  for  the  NCIPC.  Some  have 
said  that  the  firearms  aspect  of  this  branch  is  but  a  small  part  of  the  injury  control  effort, 
and  the  rest  should  be  left  alone.  This  is  for  Congress  to  decide.  However,  the  unsettling 
fact  still  remains  that,  diverted  out  of  funds  reserved  for  the  study  of  farm  and  rural 
injuries13  (such  as  tractor  rollovers,  etc.)  was  funding  for  a  1992  conference  on  handgun 
injuries  which  included  NCIPC-funded  researchers  and  staff  and  -  as  the  sole  non- 
academic  participant  -  Sarah  Brady  of  Handgun  Control,  Inc.14  And  we  have  already 
commented  on  NCIPC  financial  support  -  presumably  not  from  funds  earmarked  for  study 
of  the  firearms  issue  -  of  publications  serving  as  guidebooks  for  activism  against  firearms 
and  their  owners  and  manufacturers. 

Bias  among  researchers  is  certain  to  produce  erroneous  or  misleading  results,  and  is 
anathema  to  the  process  of  scientific  discovery.  True  scientists  delight  in  the  realization  and 
reconciliation  of  discrepant  findings;  they  know  that  knowledge  is  the  offspring  of  such  an 
endeavor.  For  us  to  make  progress  in  the  complex  investigation  of  all  types  of  violence 
demands  intolerance  of  investigator  bias  as  another  confounding  variable. 

It  is  the  firm  conviction  of  our  organization  that  definitive  action  is  needed,  for  two 
reasons.  First,  the  CDC  must  suffer  no  loss  respect  because  of  the  actions  of  the  NCIPC: 
to  be  effective,  a  public  health  agency  must  have  the  confidence  of  the  people  it  serves. 
Second,  there  is  the  very  real  risk  mat  public  policy  will  be  set  based  upon  biased,  flawed 
data.  If  so.  public  health  tragedies  could  result. 


1  sec  Rosenberg,  ML,  ct  al  "Violence:  Homicide.  Assault,  and  Suicide,"  in  Health  Policy  Consultation,  cds. 
Closing  the  Gap.  New  York:  Oxford.  1987:  164-178,  and  Rosenberg.  ML.  ctal  "Interpersonal  Violence: 
Homicide  and  Spouse  Abuse,"  in  J.M.  Last.  ed.  Public  Health  and  Preventive  Medicine.  12th  Edition. 
Norvvalk.  Conn.:  Appleton  Century -Crofts:  1399-1426.  Also,  see  Rice.  DP,  el  al  Cost  of  Injury  in  the 
United  States:  A  report  to  Congress.   Atlanta.  CDC.  1989. 

:  Fingerhut  LA  and  Kleinman  JC;  Firearm  Mortality  among  Children  and  youth.  Advance  Data  #178. 
NCHS  November  3.  1989. 

■'  Christoffcl.  K.  Personal  communication  lo  Dr.  Ed  Suier.  Sept  29,  1993. 
4  CDC  Grant  #  R49/CCR903697-06. 
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5  Suter  EA.  Waters  WC  IV.  Murray  GB.  ct  al.  "Violence  in  America  -  effective  solutions."  J  Med  Assoc 
Ga.  June  1 995;  84(6)  253-263. 

h  Suter  EA  Guns  in  the  Medical  Literature  -  a  failure  of  peer  review.  J  Med  Assc  Ga:  March.  1994;  83: 
133-148. 

7  Kates  D.  Schaffer  HE.  Lattimer  JK.  Murray  GB.  and  Cassem  EW.  Guns  and  Public  Health:  Epidemic  of 
Violence  or  Pandemic  of  Propaganda?  Tennessee  Law  Review.  Spring  1995:  1995;62(3):  513-596.  |Also. 
see  references  contained  in  this  article  1 

*  see  comments  of  Kellermann  AL  in  letter.  J  Med  Assc  Ga.  June  1995:  83:320-321.  Also,  in  JAMA. 
June  14.  1995:  273(22):  1759-1762:  also,  see  letter  in  JAMA,  January  24/31.  1996;  275(4):  281. 
y  Max  W.  Rice  DP.  Shooting  in  the  dark:  estimating  the  cost  of  firearm  injuries.  Health  Affairs  1993: 
12(4):  171-85. 

10  Kleck  G  and  Gertz  M.  Armed  resistance  to  crime:  the  prevalence  and  nature  of  self-defense  with  a  gun. 
Journal  of  Criminal  Law  and  Criminology:  Summer.  1995  86(1):  150-187. 
"  Loftin  C.  McDowell  D.  Wiersema  B.  Cottey  TJ.  Effects  of  restrictive  licensing  of  handguns  on 
homicide  and  suicide  in  the  District  of  Columbia.  N  Engl  J  Med  1991:  325:1615-20. 

12  See  as  an  example  Kellermann  AL.  Rivara  FP.  Rushforth  NB.  et  al  Gun  ownership  as  a  risk  factor  for 
homicide  in  the  home.  N  Engl  J  Med  1993:  329  ( 15):  1084-91. 

13  CDC  Grant  #703640 

14  Handgun  injuries:  a  public  health  approach.  The  University  of  Iowa.  January  29.  1992. 
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Mr.  Porter.  Doctor  Waters,  can  you  leave  that  document,  that 
monograph.  I  haven't  seen  that  and  I'd  like  to  see  it. 
Dr.  Waters.  Sure.  Fd  be  happy  to. 

Mr.  Porter.  Do  members  of  the  committee  have  any  questions? 
Mr.  Dickey. 

Mr.  Dickey.  Yes,  sir.  Doctor  Waters,  you  may  have  already  gone 
over  this  but  I  want  to  have  you  state  it  again.  What  evidence  is 
there  that  NCIPC  staff  and  grantees  have  an  anti-gun  bias  as  op- 
posed to  simply  finding  different  results  from  the  evidence  than 
you  would? 

Dr.  Waters.  Let  me  begin  by  answering  the  latter  part  of  your 
question,  Mr.  Dickey.  I  wouldn't  have  any  idea  what  conclusions  I 
would  find  if  I  were  studying  this  issue,  because  a  scientist  doesn't 
have  any  clue,  if  he's  a  true  scientist,  doesn't  have  any  clue  what 
he's  going  to  find  until  he  finds  it.  So  if  I  found  something  that 
didn't  support  the  agenda,  for  example,  of  the  National  Rifle  Asso- 
ciation or,  for  that  matter,  Handgun  Control,  Inc.,  it  is  my  duty  as 
a  scientist  to  report  that  objectively.  It's  also  my  duty  to  be  open 
to  the  criticisms  of  my  colleagues.  That's  mandatory  in  science.  If 
it  weren't  for  each  other,  we  wouldn't  be  able  to  keep  each  other 
on  the  right  track;  that's  what  has  lead  to  all  the  medical  progress. 
That's  one  of  the  reasons  why  medical  knowledge  doubles  every  ten 
years.  As  in  every  other  aspect  of  medical  research,  there  is  that 
open  forum.  I  guess  I  could  go  on  literally  for  weeks  about  bias  in 
this  regard,  but  we  have  fully  catalogued  their  approach  to  science, 
the  approach  to  research,  the  activities  of  the  individuals,  the  way 
the  research  is  approached. 

Mr.  Porter.  You  would  be  welcome,  Doctor  Waters,  to  submit  a 
longer  answer  for  the  record  if  you  would  like  to  do  that. 

Dr.  Waters.  That's  great.  I  appreciate  that  offer. 

Mr.  Dickey.  May  I  ask  one  more  question.  Hold  up  that.  What 
does  it  show  on  the  front  of  it? 

Dr.  Waters.  It  shows  a  handgun  shooting  a  female  symbol. 

Mr.  Dickey.  And  what  organization  put  that  out? 

Dr.  Waters.  It  is  put  out  by  the  Trauma  Foundation,  the  Injury 
Prevention  Network  Newsletter.  Doctor  Wheeler,  I  think  was  going 
to  make  some  comments  about  this  later.  It  has  truly  egregious 
comments  in  here  by  the  editor  which  I  think  he  may  review  for 
you,  as  well  as  serving  as  a  source  book  for  anti-firearms  owner, 
anti-firearms  manufacturer,  and  anti-firearms  ownership.  The 
whole  thing  is  about  that,  especially  the  activists  handbook. 

Mr.  Dickey.  Where  did  the  money  come  from? 

Dr.  Waters.  It  came  from  grant  No.  R49/CCR903697-06  from  the 
Centers  for  Disease  Control  and  Prevention. 

Mr.  Dickey.  Is  that  NIH,  Mr.  Chairman? 

Mr.  Porter.  No,  that's  CDC.  Mr.  Istook? 

Mr.  Istook.  May  I  ask  just  one  question.  Since  obviously  we  are 
here  concerned  with  issues  of  funding  and  appropriations  to  CDC, 
NCIPC,  and  other  entities,  do  you  have  any  sort  of  dollar  figure 
that  you  would  say  has  been  expended  by  either  of  these  or  any 
other  Federal  entity  to  promote  what  you  call  the  overt  political  ac- 
tivism? I  am  just  asking  if  you  have  a  dollar  figure  according  to 
your  tabulations? 


944 


Dr.  Waters.  No,  sir,  I  don't.  The  reason  is  because  if  you  study 
this  you  would  see  that  this  were  meant  for  tractor  roll-over  acci- 
dent investigation,  which  sounds  fairly  legitimate  to  me,  and  it  is 
channelled  into  these  means.  So  I  don't  know  how  you  would  know, 
except  what  we  pick  up  in  bits  and  pieces  we  can. 

I  would  like  to  say  something  else  if  I  may,  sir,  and  that  is  that 
I  have  the  highest  regard  for  the  people  Pm  criticizing.  It  may 
sound  like  I'm  talking  out  of  both  sides  of  my  mouth,  but  I  think 
these  are  altruistic  people  who  are  doing  what  they  think  is  right. 
It  is  just  that  I  believe  that  bias  in  this  issue  is  what  is  leading 
the  whole  thing  astray,  not  character. 

Mr.  Porter.  Mr.  Hoyer. 

Mr.  Hoyer.  Doctor,  would  you  allow  that  bias  on  both  sides  of 
this  issue  may  color  conclusions? 

Dr.  Waters.  Absolutely.  I  absolutely  object  to  the  use  of  science 
in  terms  of  setting  up  to  do  a  study  to  show  that  everybody  should 
have  a  handgun  in  their  house.  Believe  me,  I  would  be  speaking 
just  as  loudly  against  that. 

Mr.  Hoyer.  I  really  believe  that  this  is  one  of  those  issues  that 
is  difficult  to  discuss  rationally  because  the  emotions  on  both  sides 
are  so  high. 

Dr.  Waters.  I  was  quoted  in  the  Atlanta  Journal  about  a  month 
ago  saying  that  identical  thing. 

Mr.  Hoyer.  For  instance,  I'm  one  of  those  legislators,  as  you 
probably  know,  that  supports  Brady  and  supports  the  assault 
weapon  ban  and  supports  what  is  politically  called  the  "cop  killer" 
bullets  prohibition,  but  who  believes  in,  and  I  do  support,  safe  and 
lawful  use  of  firearms.  I  come  from  an  area  where  we  have  a  large 
ownership  of  firearms,  we  have  a  lot  of  hunting,  I  come  from  south- 
ern Maryland,  a  lot  of  duck  hunting  and  goose  hunting.  But  I  think 
the  more  rational  the  discussion  about  this  issue  the  more  con- 
fident the  public  will  be.  I  think  the  public  is  somewhat  confused 
about  this  issue  as  well  because  the  rhetoric  on  both  sides  is  so  hot. 

Dr.  Waters.  I  agree  with  you.  Even  though  the  entities  that 
we're  criticizing  often  counsel  physicians  to  counsel  patients  on  the 
risks  and  benefits  of  firearms,  they  have  never  published  anything 
on  the  benefits.  How  would  this  prepare  physicians  or  train  physi- 
cians to  do  so,  et  cetera? 

Mr.  Hoyer.  Thank  you,  Doctor.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  If  members  have  a  question  of  any  of  the  witnesses, 
please  just  address  the  Chair  and  we'll  entertain  all  the  questions 
that  any  member  wants  to  ask. 

Doctor  Waters,  thank  you  very  much  for  your  testimony. 


Wednesday,  March  6,  1996. 

WITNESS 

MIGUEL  A.  FARIA,  JR.,  M.D.,  THE  NATIONAL  CENTER  FOR  INJURY  PRE- 
VENTION AND  CONTROL 

Mr.  Porter.  Miguel  A.  Faria,  Jr.,  M.D.,  consultant  neurosurgeon 
and  adjunct  professor  of  medical  history  at  Mercer  University 
School  of  Medicine  in  Macon,  Georgia,  testifying  regarding  the  Na- 
tional Center  for  Injury  Prevention  and  Control.  Doctor  Faria. 
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Dr.  Faria.  Thank  you,  Mr.  Chairman  and  members  of  the  com- 
mittee. In  1991,  the  American  Medical  Association  launched  a 
major  campaign  against  domestic  violence  which  goes  on  to  this 
day.  First,  as  a  practicing  neurosurgeon  and  then  as  a  member  of 
organized  medicine  and  editor  of  a  medical  journal,  I  joined  in 
what  I  considered  a  worthwhile  cause.  It  was  then  while  research- 
ing this  topic  and  attempting  to  find  workable  solutions  I  found  the 
medical  literature  had  failed  knowingly  to  objectively  discuss  both 
sides  of  the  issue  of  domestic  violence  and  street  crime.  This  still 
goes  on  despite  purported  safeguards  of  peer-review  and  the  al- 
leged claims  to  objectivity  and  integrity  by  government-funded  re- 
searchers in  public  health. 

Instead  of  providing  and  balanced  and  fair  approach  based  on 
truth  and  objectivity,  the  medical  journals  echo  the  emotionalism 
and  rhetoric  of  the  mass  media.  And,  like  the  public  health  estab- 
lishment, thwart  the  pursuit  of  free  inquiry  in  scientific  research. 
The  latter,  incarnated  in  the  CDC's  National  Center  for  Injury  Pre- 
vention and  Control,  NCIPC,  provided  politicized  result-oriented  re- 
search based  on  what  only  can  be  called  "junk"  science  to  promote 
gun  control  as  a  panacea  for  solving  the  problem  of  violence.  Re- 
search that  does  not  lead  to  this  aforementioned  conclusion  is 
eradicably  censored  and  scholarly  articles  not  published.  Moreover, 
this  flawed  one-sided  pseudo-research  is  subsidized  by  the  tax- 
payers. 

Despite  a  surfeit  of  scientific  and  epidemiologic  studies  in  the 
legal  and  criminologic  literature  discussing  the  benefits  of  firearm 
possession  by  law-abiding  citizens,  the  general  public  is  not  being 
informed  about  this  information  by  the  NCIPC  and  it  outlets,  the 
medical  journals.  As  editor-in-chief  of  The  Medical  Sentinel  of  the 
Association  of  American  Physicians  and  Surgeons,  I  feel  now  a 
moral  duty  and  professional  obligation  to  inform  you  about  these 
developments  for  I  deeply  believe  that  in  a  free  society  citizens  and 
their  elected  representatives  have  a  right  to  know  and  be  presented 
with  all  sides  of  an  issue  for  proper  deliberation  and  eventually 
sound  public  policy  formulation. 

Sadly,  the  CDC's  NCIPC  has  from  its  inception,  and  despite  valid 
criticism  from  many  quarters,  continued  to  pursue  a  grossly  politi- 
cized agenda  and  has  abjectly  lost  sight  of  its  mission.  I  have  al- 
ways been  a  staunch  supporter  of  public  health  in  its  traditional 
role  of  promoting  health  by  educating  the  public  as  to  hygiene, 
sanitation,  and  preventable  diseases,  and  fighting  to  pestilential 
diseases.  In  fact,  I  have  enumerated  this  in  a  book  that  I  published 
last  year.  But,  unfortunately,  it  has  become  crystal  clear  that  the 
NCIPC,  in  the  name  of  injury  prevention  and  control,  has  suc- 
cumbed to  ideology  in  fulfilling  its  mission  and  despoiling  the  func- 
tions for  which  it  was  created  by  Congress. 

Lastly,  I  would  like  to  bring  to  mind  the  fact  that  much  of  the 
preventable  injury  research  done  by  the  NCIPC,  except  perhaps  for 
the  aforementioned  politicized,  flawed  gun  research,  is  redundant, 
already  being  adequately  performed  by  other  agencies  with  more 
experience  and  expertise  in  the  field.  For  example,  the  Department 
of  Transportation  already  has  a  prevention  program  for  reducing 
automobile  injuries.  The  Department  of  Labor  has  OSH  which  con- 
ducts research  on  injury  prevention  in  the  workplace.  The  Depart- 
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ment  of  Justice  has  an  initiative  that  addresses  specifically  vio- 
lence prevention  and,  in  conjunction  with  other  agencies,  domestic 
violence.  The  Department  of  Education  likewise  is  involved  in  vio- 
lence prevention  within  the  school  system.  The  Department  of 
Health  and  Human  Services  is  also  conducting  federally-funded  re- 
search on  violence  at  a  cost  of  over  $50  million.  The  Department 
of  Agriculture  is  involved  with  a  study  of  farm  injuries. 

In  short,  because  of  the  complex  nature  of  violence  in  our  society, 
violence  and  crime  prevention  efforts  should  be  addressed  by  our 
education  and  criminal  justice  systems.  Violence  is  not  a  disease 
and,  therefore,  it  is  not  amendable  to  the  study  or  treatment  with 
traditional  public  health  measures. 

Based  on  these  serious  violations  of  the  National  Center  for  In- 
jury Prevention  and  Control  of  the  CDC  in  the  pursuit  of  unscien- 
tific, biased  research  and  the  duplicative  and  redundant  functions, 
it  is  my  professional  opinion  this  committee  should  eliminate  all 
funding  for  this  agency  for  fiscal  year  1997.  This  money  could  bet- 
ter be  used  toward  achieving  the  illusive  balanced  budget  or,  better 
yet,  could  be  used  in  breast  cancer  research  against  a  pernicious 
disease  that  afflicts  185,000  women  annual  and  claims  the  lives  of 
another  45,000  women  a  year. 

Thank  you  for  allowing  me  to  testify  here  today. 

[The  prepared  statement  follows:] 
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On  Public  Health  and  Gun  Control 

Miguel  A.  Faria,  Jr.,  MD 


In  1991,  the  American  Medical  Association  (AMA)  launched  a 
major  campaign  against  domestic  violence  which  goes  on  to  this  day. 
I,  as  an  active  member  of  organized  medicine,  joined  in  what  I 
deeply  considered  a  worthwhile  cause.  It  was  thus  while 
researching  the  topic  of  domestic  violence  and  street  crime  and 
attempting  to  find  workable  solutions,  I  came  to  the  inescapable 
conclusion  and  appalling  reality  the  medical  literature  on  firearms 
and  violence  had  failed  to  objectively  discuss  both  sides  of  this 
issue.  And  this,  despite  the  purported  safeguards  of  peer-review 
and  the  alleged  claims  to  objectivity  and  integrity  by  government- 
funded  researchers  in  public  health  and  scientific  investigations. 

What  I  found,  over  the  subsequent  5  years,  particularly  as 
editor  of  the  Journal  of  the  Medical  Association  of  Georgia  was, 
frankly,  when  it  came  to  the  issue  of  guns  and  violence,  medical 
journals  had  taken  the  easy  way  out  of  the  melee,  presenting  only 
one  side,  and  censoring  the  other.  The  side  that  was  being 
censored,  despite  the  accumulating  amount  of  data  supporting  it, 
was  that  side  dealing  with  the  beneficial  aspects  of  firearms  and 
the  benefits  of  self-protection  by  law-abiding  citizens.  Instead  of 
providing  a  balanced  and  fair  approach  based  on  truth  and 
objectivity,  the  medical  literature  echoed  the  emotionalism  and 
rhetoric  of  the  mass  media,  and  thwarted  free  inquiry  in  scientific 
research.  In  most  cases,  it  provided  politicized,  result-oriented 
research  based  on  what  can  only  be  called  junk  science,  to  bolster 
the  agenda  of  the  gun  control  lobby. 

Why?  Because  that  is  the  pasture  where  the  CDC's  National 
Center  for  Injury  Prevention  and  Control  (NCIPC) 's  milk  cow  is 
grazing.  That  is  where  the  government  money  is.  How?  By  propounding 
the  erroneous  notion  gun  control  is  a  public  health  issue  and  that 
crime  is  a  disease,  an  epidemic— rather  than  a  major  facet  of 
criminology.  So  they  espouse  the  preposterous  but  politically- 
expedient  concept  of  guns  and  bullets  as  animated,  virulent 
pathogens,  needing  to  be  stamped  out  by  limiting  gun  availability, 
and  ultimately,  eradicating  guns  from  law-abiding  citizens. 

They  chose  to  neglect  the  fact  that  guns  and  bullets  are 
inanimate  objects  that  do  not  follow  Koch's  Postulates  of 
pathogenicity  (which  prove  definitively  a  microorganism  is 
responsible  for  a  particular  disease) ;  and  they  fail  to  recognize 
behind  every  shooting  there  is  a  person  pulling  the  trigger— and  who 
should  be  held  accountable.  The  portrayal  of  guns  in  the  medical 
literature  by  the  public  health/CDC  establishment  reflects  the 
sensationalized  violence  in  the  mainstream  media  and  exploits  our 
understandable  concern  for  domestic  violence  and  rampant  street 
crime,  but  does  not  reflect  accurate,  unbiased,  and  objective 
information  needed  for  optimum  public  policy. 

Despite  a  surfeit  of  scientific  and  epidemiologic  studies  in 
the  sociologic,  legal,  and  criminologic  literature  that  discuss  the 
benefits  of  firearm  possession  by  law-abiding  citizens— physicians 
and  the  general  public  are  not  being  informed  about  this 
information    by    the    CDC's    NCIPC    and    its    outlets,    the  medical 
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journals.  As  former  editor  of  a  state  medical  journal,  I  felt  then, 
and  as  Editor-in-Chief  of  The  Medical  Sentinel  of  the  Association 
of  American  Physicians  and  Surgeons,  I  feel  now,  a  deep  sense  of 
moral  duty  and  professional  obligation  to  inform  you  about  this 
other  side  of  the  debate  which  is  seldom  promulgated  and  continues 
to  be  censored  in  the  public  health/  CDC/NCIPC  establishment,  for 
I  deeply  believe  that  in  a  free  society  citizens  and  their  elected 
representatives  have  a  right  to  know  and  be  presented  with  all 
sides  of  an  issue  for  proper  deliberation  and,  eventually,  sound 
public  policy  formulation. 

As  it  regards  public  funding  of  the  NCIPC's  gun  control 
research,  I  want  to  bring  to  your  attention  the  squandering  of 
taxpayers'  hard-earned  monies  used  in  this  "research."  Since  at 
least  1986,  Dr  Arthur  Kellermann  (and  associates)  ,  whose  work  is 
heavily  funded  by  the  CDC,  have  published  studies  purporting  to 
show  persons  who  keep  guns  in  the  home  are  more  likely  to  be 
victims  of  homicide  than  those  who  don't.  Professor  Gary  Kleck  of 
Florida  State  University,  author  of  the  immensely  influential 
criminological  book,  Point  Blank:  Guns  and  Violence  in  America 
(1991)  and  Dr.  Edgar  Suter,  Chair  of  Doctors  for  Integrity  in 
Policy  Research  (DIPR)  critically  analyzed  Kellermann' s  work.  They 
found  (as  I  and  many  other  scholars  have)  major  conceptual  and 
methodologic  as  well  as  factual  errors  in  his  published  "research" 
(this,  mind  you,  despite  the  supposed  safeguards  of  peer  review  of 
his  work  prior  to  publication) .  Frankly,  these  errors  now  make  all 
of  his  work  suspect  for  the  validity  of  its  conclusions.  For 
example,  Kellermann' s  1986  claim  that  a  gun  owner  is  43  times  more 
likely  to  kill  a  family  member  than  an  intruder,  the  "43  times" 
fallacy,  was  heavily  criticized  and  discussed  by  researchers.  In 
1993,  his  claim  had  to  be  downgraded  to  the  "2.7  times"  fallacy. 
But  a  fallacy  is  still  a  fallacy  and  deserves  no  place  in 
scientific  investigation.  (1, 2)  For  even  in  his  1993  study,  he  once 
again  used  non-sequitur  logic,  failed  to  consider  the  protective 
benefits  of  firearms,  and  used  a  markedly  unrepresentative 
(dysfunctional)  population  sample,  from  which  he  then  erroneously 
extrapolated  to  the  general  population.  These  errors  invalidated 
the  "2.7  times"  fallacy  as  well. (3)  Yet,  these  errors  permeate 
medical  journals  and  remain  uncorrected,  and  because  it  comes  from 
supposedly  objective  researchers,  it  carries  a  lot  of  weight  with 
physicians,  social  workers,  professional  organizations  and  even 
policymakers  and  the  layman,  contributing  many  a  time  to 
regrettable,  faulty  and  sometimes  catastrophic  public  policies. 

What  we  do  know,  thanks  to  the  meticulous  and  sound 
scholarship  of  Professor  Kleck  (corroborated  by  such  authorities  as 
Professor  Don  B  Kates,  Dr.  Edgar  Suter,  investigator  David  Kopel, 
and  others  who  have  reviewed  Kleck's  monumental  work),  is  the 
defensive  uses  of  firearms  by  citizens  amount  to  2.5  million  uses 
per  year  and  dwarf  the  offensive  gun  uses  by  criminals.  Between  25- 
75  lives  are  saved  by  a  gun  for  every  life  lost  to  a  gun.  Medical 
costs  saved  by  guns  in  the  hands  of  law-abiding  citizens  are  15 
times  greater  than  costs  incurred  by  criminal  uses  of  firearms. 
Guns  also  prevent  injuries  to  good  people  and  protect  billions  of 
dollars  of  property  every  year. (3)  Yet,  the  CDC/NCIPC  clings  to  the 
erroneous  figures  of  Kellermann  and  other  NCIPC  researchers  and  use 
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these  erroneous  figures  and  invalid  claims  in  formulating  public 
health  policies. 

As  a  neurosurgeon  who  has  spent  incalculable  hours  in  the 
middle  of  the  night  treating  neurological  victims  of  gunshot 
wounds,  I  deplore  the  rampant  violence  and  crime  in  America— but  we 
must  have  the  moral  courage  to  pursue  the  truth  via  unbiased, 
sound,  scholarly  research  and  recognize  the  fact  public  health 
researchers  have  an  obligation  to  write  their  conclusions  based  on 
objective  data  and  scientific  information  rather  than  on 
emotionalism,  political  expediency,  or  budgetary  considerations. 

Sadly,  the  National  Center  for  Injury  Prevention  and  Control 
(NCIPC)  of  the  CDC  has  from  its  inception  and  has  continued  to 
pursue,  despite  valid  criticism  from  many  quarters,  a  grossly 
politicized  agenda  and  has  abjectly  lost  sight  of  its  mission.  It 
has  become  crystal  clear  that  rather  than  fulfilling  its 
traditional  role,  public  health  has  increasingly  become  a  political 
forum  for  individuals  who  consistently  advocate  politicized  health 
care  policies,  to  the  detriment  of  traditional  public  health  and 
the  public.  In  particular,  the  NCIPC,  in  the  name  of  injury 
prevention  and  control,  has  succumbed  to  idealogy,  forfeiting  its 
mission  and  despoiling  the  function  for  which  it  was  created  by 
Congress . 

I  am  here  today  on  my  own  time  and  at  my  own  expense  because 
I  believe,  as  did  Louis  D.  Brandeis,  former  Supreme  Court  Justice, 
that  the  most  important  office  is  that  of  the  private  citizen,  and 
in  these  times  of  great  uncertainty,  budget  cuts,  crushing 
deficits,  and  a  staggering  national  debt,  we  all  have  an  obligation 
to  see  that  public  funds  are  used  wisely  and  for  the  best  possible 
benefit  to  society.  I  hope  my  being  here  and  providing  you  with 
this  information  will  help  you  accomplish  that  goal. 

I  have  always  been  a  staunch  supporter  of  public  health  in  its 
traditional  role  of  fighting  pestilential  diseases  and  promoting 
health  by  educating  the  public  as  to  hygiene,  sanitation,  and 
preventable  diseases;  but  that  new,  unrecognizable  part  of  public 
health,  incarnated  in  the  NCIPC  has  gone  too  far  as  a  politicized 
agency  with  its  own  gun  control  agenda  and  result-oriented 
research,  losing  sight  of  its  mission,  to  the  detriment  of  the 
public  good. 

The  NCIPC  has  failed  to  do  the  job  with  which  it  was  charged 
by  Congress.  In  the  words  of  Williams  C.  Waters. IV.  MD. ,  Eastern 
Director  of  Doctors  for  Integrity  in  Policy  Research  (a  non-profit 
association  of  physicians  from  academia  and  the  private  sector 
which  monitors  federally-funded  research  to  prevent  flawed 
information  from  impacting  adversely  on  public  policy) : 

"We  believe  that  the  NCIPC  fails  to  do  its  job  because  of 
unscientific  bias...  First  is  the  overt  political  activism  of  the 
NCIPC  staff  and  their  federally-funded  researchers.  Second,  is  that 
there  seems  to  be  a  tacit  assumption— perhaps  even  foundational 
concept— among  many  public  health  researchers  that  firearm 
prohibition/control  provides  a  ready  solution  to  many  of  societal 
ills.  [Moreover] ...  its  research  is  narrow  in  scope... and  performed 
using  abysmally  poor  methodology. . .  There  seems  to  be  a  tendency  on 
the  part  of  those  defending  the  NCIPC  to  simply  reiterate  figures 
depicting  the  problem  of  firearms  violence/injury  as  justification 
for  the  agency's  existence. " (4) 
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DIPR  has  listed  representative  criticisms  regarding  the  NCIPC: 

1.  I  have  already  testified  to  the  fact  that  basic  information  is 
not  accurately  represented  by  the  researchers  of  the  NCIPC; 
research  models  are  inappropriate  to  the  subject  under  study;  and 
let  me  also  reiterate  that  the  conclusions  of  their  research  are 
preordained. 

2.  NCIPC  staff  and  funded  researchers  are  very  active  in  partisan 
meetings  and  organizations  which  are  unequivocally  political  in 
nature.  For  example,  at  the  Handgun  Epidemic  Lowering  Plan  (HELP) 
in  1993  and  in  1995,  NCIPC  researchers  and  staff  were  faculty  for 
this  strategy  conference  in  which  "concerned  professionals"  were 
urged  to  assist  in  making  it  "socially  unacceptable  for  private 
citizens  to  have  guns."  The  conference  was  funded  inappropriately 
(and  perhaps  illegally) in  part  by  the  CDC/NCIPC  funds  which  had 
previously  been  allocated  to  study  rural  and  farm  injuries,  and  the 
only  non-academic  faculty  member  was  Sarah  Brady  of  Handgun 
Control,  Inc.  (HCI) .  Additionally,  the  DIPR  has  also  compiled  a 
long  list  of  comments  by  CDC  researchers  and  staff  reflecting  deep 
bias  in  their  attitudes  about  firearms  that  questions  their  motives 
and  blemishes  their  claims  of  objectivity  in  scientific  research.  / 

3.  NCIPC  funds  are  diverted  to  support  advocacy  publications  and 
activities;  for  instance,  the  Injury  Prevention  Network  Newsletter,  / 
published  by  the  Trauma  Foundation  and  again  supported  by  CDC/NCIPC; 
funds. 

4.  NCIPC  researchers  breach  accepted  practice  in  the  scientific 
community  by  refusing  to  release  their  publicly-funded,  original 
data  to  other  scientists  for  critical  review. (5) 


5.  Finally,  allow  me  to  bring  to  light  the  fact  much  of  the 
preventable  injury  research  done  by  the  CDC/NCIPC  (except,  perhaps, 
for  the  politicized,  flawed  gun  research  I  have  discussed)  is 
redundant,  already  being  adequately  performed  by  other  agencies 
with  more  experience  and  expertise  in  the  field.  For  example,  the 
Dept.  of  Transportation  has  already  a  prevention  program  for 
reducing  automobile-related  injuries.  The  Dept.  of  Labor  has  OSHA 
(Occupational  Safety  and  Health  Administration)  which  conducts 
research  on  injury  prevention  in~~the>  workplace.  The  Dept.  of 
Justice  began  an  initiative  in  1994  that  addresses  specifically 
violence  prevention,  and  in  conjunction  with  other  agencies, 
domestic  violence.  The  Dept.  of  Education  likewise  is  involved  in 
violence  prevention  within  school  systems.  The  Dept  of  Health  and 
Human  Services  is  also  conducting  federally-funded  research  on 
violence  at  a  cost  of  over  $50  million  (FY95;  and  the  equivalent  of 
the  entire  FY96  NCIPC  budget) . 

Because  the  complex  nature  of  violence  in  our  society, 
violence  and  crime  prevention  efforts  should  be  addressed  by  our 
education  and  criminal  justice  systems.  Violence  is  not  a  disease 
and  therefore  it's  not  amenable  to  study  or  treatable  with  the 
traditional  public  health  model  measures. 
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Based  on  these  serious  violations  in  the  pursuit  of 
[un] scientific  research,  and  the  duplicative  and  redundant 
functions  of  the  NCTPC,  it's  my  professional  opinion  this  committee 
should  eliminate  all  funding    for  this  agency  for  FY97. 

This  money  could  be  applied  toward  achieving  a  balanced 
budget,  or  better  yet,  could  be  put  to  use  in  breast  cancer 
research,  against  a  pernicious  disease  that  afflicts  185,000  women 
annually  and  claims  the  lives  of  another  45,000  women  a  year. 
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Mr.  Porter.  Doctor  Faria,  because  of  the  testimony  of  Doctor 
Waters  and  yourself,  and  I  assume  perhaps  others,  normally  what 
we  would  do  is  have  Doctor  Satcher,  the  Director  of  the  CDC,  here 
to  testify  for  the  entire  agency.  What  I  just  asked  my  clerk  to  do 
is  to  ask  Doctor  Satcher  to  have  the  people  from  injury  control  ac- 
company him  so  that  they  can  provide  answers  to  these  charges 
that  you  and  Doctor  Waters  and  perhaps  others  are  making  so  we 
can  get  some  answers.  So  we're  going  to  look  into  it  and  see  what 
their  response  is  to  what  you're  saying. 

Dr.  Faria.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Mrs.  Lowey. 

Mrs.  Lowey.  Thank  you,  Mr.  Chairman.  May  I  just  state  for  the 
record  that  it's  my  understanding  that  CDC  research  is  based  on 
review  by  scientific  experts  from  across  the  Nation,  the  same  proc- 
ess that  NIH  uses  to  fund  scientific  research.  In  addition,  the  re- 
search that  these  witnesses  condemn  is  published  in  peer-reviewed 
scientific  journals.  I  would  just  like  to  share  a  quote  with  you,  Mr. 
Chairman.  A  special  panel  recently  charged  with  reviewing  the 
Center  for  Injury  Prevention  and  Control's  extramural  research 
grants  focused  on  gun  safety  found  that,  "Efforts  have  contributed 
to  an  increased  public  awareness  of  firearm  injuries  as  a  prevent- 
able public  health  problem  and  to  the  application  of  public  health 
research  methods  as  a  way  of  gaining  scientific  understanding  of 
firearm  injury  cause  and  prevention."  It  seems  to  me,  if  we're  inter- 
ested in  preventing  injuries  and  deaths  caused  by  firearms,  we 
should  praise  the  efforts  of  the  Center  rather  than  condemn  it. 
Could  you  comment,  please? 

Dr.  Faria.  As  I  mentioned  before,  I  have  a  lot  of  respect  for  the 
CDC  as  far  as  to  their  traditional  role.  I  am  a  medical  scientist  and 
also  a  medical  historian  and  I  can  testify  to  you  that  through  the 
ages  public  health  has  done  an  excellent  job  in  fighting  pestilential 
diseases  and  diseases  that  truly  are  studied  via  the  public  health 
model,  that  is,  the  epidemiological  model.  But  when  it  comes  to  the 
National  Center  for  Injury  Prevention  and  Control,  we  don't  have 
science,  we  don't  have  unbiased  research.  The  gun  control  research 
is  based  on  "junk"  science,  and  let  me  tell  you  why. 

You  don't  go  about  in  science  to  make  a  statement  and  then  find 
corroborative  evidence  to  support  that  statement,  that  presump- 
tion. You  go  the  other  way  around.  You  gather  facts,  you  test  those 
facts,  and  then  you  make  a  generalization.  That  is  the  way  science 
progresses  through  the  ages.  In  the  NCIPC,  and  I  want  to  make 
sure  that  we  separate  the  rest  of  the  CDC  that  is  doing  a  lot  of 
good  work  on  infectious  disease,  I  have  nothing  but  praise  for  them 
and  what  they  are  doing  there,  it  is  this  arm  that  has  become  a 
politicized  arm,  I  don't  have  any  other  conclusion,  but  it  has  be- 
come an  arm  of  the  gun  control  lobby.  I  have  yet  to  see  a  published 
report  that  has  been  funded  by  the  NCIPC  in  which  any  benefits 
of  firearms  in  the  hands  of  law-abiding  citizens  had  been  pub- 
lished, even  though  they  are  there.  I  am  also  aware  of  very  good 
studies,  because  I'm  an  editor,  that  have  been  peer-reviewed  exten- 
sively that  have  been  written  and  co-authored  by  30  scientists  and 
yet  this  study  has  been  declined  publication  in  the  medical  lit- 
erature because  the  results  did  not  square  with  what  was  expected 
of  that  research.  In  other  words,  if  you  don't  conclude  that  guns  are 
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bad  and  that  they  need  to  be  eradicated  because  they  are  a  "public 
health  menace,"  they  are  not  published. 

Mrs.  Lowey.  In  conclusion,  Mr.  Chairman,  there  certainly  seems 
to  be  a  real  difference  of  opinion  here.  I  welcome  the  testimony  of 
Doctor  Satcher.  I  guess  there  are  as  many  experts  published  in 
these  journals  that  would  disagree  with  you.  In  my  judgment,  cer- 
tainly in  the  area  where  I  come  from,  violence  is  a  public  health 
emergency  and  the  numbers  of  cases  of  people  who  are  brought 
into  the  emergency  rooms  as  a  result  of  gunshot  wounds  does  make 
this  a  public  health  emergency.  So  I  welcome  the  work  that  the 
CDC  is  doing  in  this  particular  division.  And  I  respectfully  thank 
you  for  your  testimony  but  I  certainly  look  forward  to  seeing  the 
testimony  from  Doctor  Satcher.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Thank  you,  Mrs.  Lowey.  I  might  say  that  we  are 
supposedly  half  way  through  the  afternoon  session  and  we've  cov- 
ered two  of  nine  witnesses.  So  we  have  quite  a  ways  to  go  yet. 

Mr.  Dickey.  Is  that  another  way  of  saying  I  can't  ask  questions? 

Mr.  Porter.  If  you  choose  to  interpret  it  that  way,  yes.  [Laugh- 
ter.] 

Mr.  Dickey.  Well,  I'm  objecting. 

Mr.  Porter.  Do  you  have  another  question? 

Mr.  Dickey.  Yes,  sir.  Thank  you,  Mr.  Chairman.  Why  would  the 
CDC  risk  its  reputation  by  allowing  this  arm  to  become  a  political 
sounding  board?  How  does  that  relate? 

Dr.  Faria.  Well,  one  is  ideology.  The  other  one  is  where  the 
money  is,  that  is  where  the  government  money  is  going  is  for  gun 
control.  The  NCIPC  is  getting  now  close  to  $50  million  a  year  to 
do  this  kind  of  gun  control  research  and  I  think  that  suffices  to  say 
that  it  provides  enough  incentive  for  them  to  do  so. 

Mr.  Dickey.  Thank  you,  sir. 

Mr.  Porter.  Doctor  Faria,  I  think  we  would  all  agree  though 
that  there  is  a  serious  problem  in  our  country  with  gun  injuries. 
They  cost  our  society  enormous  amounts  of  money  and  therefore  it 
has  to  be  a  public  concern.  Whether  the  science  is  biased  science 
or  not  is  a  question  we  must  look  into,  I  agree  with  that.  Whether 
this  is  a  serious  problem  for  our  country  or  not,  I  think  there  is 
no  doubt  of  that.  The  question  is  how  you  lessen  the  amount  of  it 
in  our  society  or  hopefully  eliminate  it.  But  that's  an  answer  that 
ought  to  come  out  of  the  science. 

Mr.  Dickey.  Mr.  Chairman,  let  me  ask  a  question  about  that. 
The  automobile  is  also  an  instrument  that  causes  enormous  injury 
and  death. 

Mr.  Porter.  Yes,  and  we  do  a  lot  to  control  how  automobiles  are 
used. 

Mr.  Dickey.  Does  CDC  study  that?  I  don't  know,  does  it  study 
automobiles? 

Mr.  Porter.  It  studies  injuries  resulting  from  automobiles,  yes. 
Sure. 

Mr.  Miller.  I'm  confused  by  why  the  CDC  is  involved  in  this. 

Mr.  Porter.  We're  the  appropriators,  not  the  authorizers.  They'll 
have  to  answer  that  question  for  you,  Dan. 

Mr.  Miller.  How  much  detail  is  in  the  authorization  in  that 
area? 

Mr.  Porter.  I  don't  know.  Mr.  Hoyer? 
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Mr.  Hoyer.  The  reason  they're  involved  in  it,  I'd  tell  my  friend 
from  Florida,  is  because,  as  the  Chairman  indicated,  you're  talking 
about  millions  and  millions  and  millions  and  millions  of  dollars  as 
a  result  of  the  injuries  that  are  sustained  on  a  daily  and  nightly 
basis  by  American  citizens.  Now,  I  agree  with  some  of  what's  been 
said  and  I  disagree  with  others,  but  the  rationale  for  getting  into 
this  was  to  see  if  from  a  scientific/medical  standpoint  we  could  de- 
termine how  this  could  be  lessened.  That's  essentially  the  answer 
to  your  question,  I  think. 

Mr.  Miller.  I'm  confused  why  the  CDC  is  doing  it.  I'm  one  who 
voted  for  the  banning  of  assault  weapons  so  I'm  not  necessarily  on 
the  same  side,  but  it  doesn't  seem  like  CDC's  responsibility. 

Mr.  Hoyer.  CDC  has  been  very  focused  on  traumatic  injury, 
however  sustained.  You  asked  about  automobiles,  Jay.  CDC  has  fo- 
cused on  trauma,  and  obviously  some  of  the  largest,  most  repetitive 
traumatic  injuries  that  occur  on  a  daily  basis  in  America  are  a  re- 
sult of  weapons,  not  just  handguns,  but  other  weapons  that  are 
costing  us  a  lot  of  money  in  emergency  rooms  throughout  the  coun- 
try. 

Mr.  Miller.  But  the  CDC  shouldn't  be  getting  into  better  driving 
classes.  It  sounds  like  the  CDC  may  be  getting — well,  I  look  for- 
ward to  their  testimony. 

Mr.  Porter.  Let  me  urge  the  members  who  are  here  today  and 
others  to  be  present  for  the  CDC  hearing  and  we  can  examine  this 
question. 


Wednesday,  March  6,  1996. 

WITNESS 

DON  B.  KATES,  JR.,  ATTORNEY 

Mr.  Porter.  Don  B.  Kates,  Jr.,  attorney  and  criminologist  associ- 
ated with  the  Pacific  Research  Institute  for  Public  Policy  and  a 
civil  liberties  lawyer  practicing  in  the  San  Francisco  Bay  area,  tes- 
tifying regarding  the  National  Center  for  Injury  Prevention  and 
Control.  Mr.  Kates. 

Mr.  Kates.  Thank  you,  Mr.  Chairman.  Last  year  the  Tennessee 
Law  Review  published  an  evaluation  of  public  health  research  on 
firearms.  It  was  written  by  me  and  three  professors  from  Harvard 
and  Columbia  Medical  Schools.  The  problems  we  found  are  sug- 
gested by  the  fact  that  the  CDC  harps  on  banning  guns  to  reduce 
gun  accidents  yet  never  mentions  that  over  the  last  fifteen  years 
when  handguns  increased  173  percent  fatal  gun  accidents  fell  by 
two-thirds.  Now,  if  their  agenda,  their  real  agenda  were  simply  re- 
ducing gun  death,  surely  the  CDC  ought  to  focus  on  this. 

Here  we  have  an  enormous  decrease  in  gun  death.  If  we  could 
isolate  the  reasons,  maybe  we  could  reduce  gun  death  further.  But 
the  CDC  has  not  focused  on  it,  has  not  produced  any  discussion  of 
it  whatever  because,  in  fact,  their  agenda  is  only  to  reduce  gun 
death  through  banning  guns  and  they  are  not  interested  in  any 
other  issue. 

When  the  issue  of  gun  safety  training  comes  up,  their  response 
is  there's  no  point  discussing  that.  There  are  no  studies  that  prove 
gun  safety  training  reduces  death.  Well,  that's  what  they're  sup- 
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posed  to  study.  Why  are  there  no  studies?  A  two-thirds  reduction 
in  death,  no  studies,  and  their  response  to  that  is,  well,  there  aren't 
any  studies.  The  reason  there  aren't  any  studies  is  because  the 
CDC  is  not  interested  in  studying  anything  that  reduces  gun  death 
except  banning  guns. 

Their  response  to  our  evaluation  is  typical — one  sentence  in  an 
article  defending  themselves.  It  dismisses  our  83  pages  and  368 
footnotes  in  one  sentence  saying,  well,  we're  against  gun  control.  Ir- 
relevant and  false.  I  am  denounced  by  the  gun  lobby  for  supporting 
various  controls  it  opposes.  I'm  a  liberal.  My  background  is  in  pov- 
erty and  civil  rights  law.  I  was  a  law  clerk  to  William  Kuntzler, 
a  professor  of  constitutional  and  criminal  law.  The  difference  be- 
tween us  and  what  passes  for  scholarship  in  the  CDC  is  that  while 
its  articles  never  acknowledge  contrary  scholarship,  we  had  the  law 
review  invite  everyone  we  criticized  to  respond.  When  I  gave  a 
speech  in  Atlanta  with  the  CDC  people  in  the  audience  I  personally 
invited  them  to  respond.  There  has  been  not  one  taker.  They  will 
come  here  at  your  request  and  they  will  give  you  a  bunch  of  state- 
ments unsupported  by  footnotes,  but  they  will  not  submit  an  article 
where  their  footnotes  have  to  be  checked. 

The  reason  for  their  default  goes  beyond  not  having  any  answer 
to  this.  They  don't  feel  the  need  to  have  an  answer.  They  work 
from  an  unshakable  faith  in  banning  guns.  Our  evaluation  doesn't 
support  that  faith,  so  we're  wrong.  They  don't  have  to  look  at  our 
article,  they  just  look  at  the  conclusion.  The  conclusion  is  wrong, 
therefore  the  article  must  be  wrong.  For  that  reason,  we  find  false- 
hoods like  the  CDC  reporting  to  Congress  that  murder  rates  have 
parallelled  rising  handgun  sales,  even  though  in  fact  the  murder 
rates  have  stayed  stable  and  handgun  sales  have  increased  173 
percent.  That  is  not  really  a  lie;  it  is  a  statement  of  faith.  They 
know  that  more  guns  cause  more  death,  so  they  don't  have  to  check 
whether  there  was  more  death,  they  just  say  there  was. 

Likewise,  the  principal  person  who  receives  money  from  them  is 
Doctor  Kellermann.  Doctor  Kellermann  knows  that  "restricting  ac- 
cess to  handguns  could  substantially  reduce  our  annual  rate  of 
homicides."  So  he  cites  a  National  Institute  of  Justice  study  as  sup- 
porting that  even  though  what  that  study  says  is,  "There  is  no  per- 
suasive evidence  that  supports  this  view."  Incidentally,  Representa- 
tive Lowey,  that  appeared  in  a  peer-edited  medical  journal.  An- 
other statement  that  appeared  is  by  the  NCIPC  director  Doctor 
Rosenberg.  He  knows  having  guns  causes  people  to  do  terrible 
things,  so  he  solemnly  asserts  that  murderers  and  even  robbers  are 
not  criminals  but  ourselves,  even  though  all  of  the  statistical  evi- 
dence shows  that  murderers  are  overwhelmingly  highly  aberrant 
people.  I  have  a  few  more  examples  of  statements  appearing  in 
peer-reviewed  medical  journals. 

This  article  is  full  of  false  statements,  all  of  which  appeared  in 
peer-reviewed  medical  journals.  The  problem  with  peer  review  is 
that  if  the  only  people  who  review  you  think  exactly  as  you  do, 
there  will  be  no  legitimate  peer  review.  Thank  you.  I'd  be  happy 
to  receive  questions. 

[The  prepared  statement  follows:] 
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*  Don  B.  Kates  is  a  criminologist  associated  with  the  Pacific 
Research  Institute  for  Public  Policy  and  a  civil  liberties  lawyer 
practicing  in  the  San  Francisco  Bay  area.  His  publications  related 
to  gun  control  include  the  leading  work  on  the  constitutional  right 
to  arms  (MICHIGAN  LAW  REVIEW,  1982)  ,  the  entry  on  that  right  in  the 
ENCYCLOPEDIA  OF  THE  AMERICAN  CONSTITUTION  (1986)  and  an  evaluation 
of  the  defensive  value  of  firearms  in  the  AMERICAN  JOURNAL  OF 
CRIMINAL  LAW  (1991) .  He  co-authored  a  recent  article  evaluating  the 
medical  and  public  health  literature  on  firearms  and  gun  control. 
"Guns  and  Public  Health:  Epidemic  of  Violence  or  Pandemic  of 
Propaganda",  62  TENN.  L.  REV.  513  (1995). 
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I  am  here  to  discuss  our  recent  review  of  the  public  health 
literature  on  firearms.  I  am  the  principal  author,  the  co-authors 
being  professors  from  Harvard  and  Columbia  Medical  Schools.1 

SUMMARY 

While  our  evaluation  did.  not  focus  specially  on  the  CDC  and 
its  NCIPC,  we  did  evaluate  its  (their)  work  in  reviewing  the  public 
health  literature  generally.  Regrettably,  we  found  NCIPC-connected 
work  in  the  firearms  area  very  disappointing.  To  briefly  summarize 
points  expanded  on  below,  in  work  done  or  funded  by  NCIPC: 

1)  Crucial  facts  and  issues  are  never  unmentioned, 
apparently  because  mentioning  them  would  undercut  or 
imperil  preordained  conclusions.  2)  Likewise  the  standard 
criminological  source  has  never  been  cited.2  3)  Sources 
are  sometimes  cited  for  points  diametrically  opposite  to 
what  they  actually  say,  but  never  for  facts  that  undercut 
NCICP's  desired  conclusions.  4)  Scholars  seeking  to  check 
conclusions  purportedly  based  on  NCICP-funded  research 
are  routinely  denied  access  to  the  data  —  though  its 
collection  was  publicly  funded,  and  such  denial  deprives 
that  research  of  any  scientific  credibility  whatever. 

Our  evaluation  runs  83  pages  with  368  footnotes.  I  urge  the 
Subcommittee  to  ask  the  NCIPC  and  those  it  has  funded  to  answer  our 
findings  in  similar  detail.  It  bears  emphasis  that,  at  my  urging, 
the  TENNESSEE  LAW  REVIEW  invited  all  those  whose  work  we  evaluated 
adversely  to  reply.  None  of  them  have  accepted  this  invitation  — 
even  though  I  personally  reiterated  it  to  Dr.  Arthur  Kellermann  and 
the  CDC's  James  Mercy  who  were  both  in  the  audience  when  I  spoke  at 
Emory  University  in  October,  1995. 

If  there  is  some  error  or  unfairness  in  our  evaluation,  why 
won't  they  answer  and  expose  it? 

DISCUSSION3 

Though  enormous,  the  NCIPC-connected  literature  on  firearms 
exhibits  vast  lacunae.  The  recurrent  theme  is  that  homicide  is  a 
direct  result  of  gun  availability  to  responsible,  law  abiding 
adults.   If  that  were  the  case,  the  c.   110%  increase  in  handguns 


1  My  co-authors  are  Harvard  Medical  School  Professors  Edwin 
Cassem  and  George  Murray,  Columbia  Medical  School  Professor  John  K. 
Lattimer  and  North  Carolina  State  University  bio-statistician  Henry 
Schaffer . 

2  The  criminological  survey  work  which  is  universally  hailed 
as  the  definitive  study  is  Gary  Kleck,  POINT  BLANK:  GUNS  AND 
VIOLENCE  IN  AMERICA  (N.Y.,  Aldine,  1991).  See  scholarly  reviews 
cited  in  our  article,   62  TENN.  L.  REV.  at  542-43. 

3  Numbers  appearing  in  brackets  are  page  references  to  our 
TENNESSEE  LAW  REVIEW  article. 
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over  the  past  two  decades  should  have  coincided  with  a  c.  110% 
increase  in  homicide.  But  homicide  did  not  increase  110%  or  100%  or 
even  50%  or  25%  or  10%.  Homicide  actually  decreased  slightly.  [572] 
NCIPC-connected  studies  explain  this  embarrassing  inconsistency 
with  their  preordained  view  by  suppressing  all  mention  of  it.  In 
not  one  of  the  innumerable  NCIPC-connected  studies  focussing  on  the 
role  of  firearms  in  violence  will  there  be  found  long-term  homicide 
data  correlating  homicide  trends  with  gun  ownership  trend  data 
nationally.  This  remarkable  omission  of  data  —  data  that  should  be 
of  primary  interest  —  is  guite  inexplicable. 

There  is  a  simple  reason  why  a  110%  increases  in  gun  ownership 
among  the  ordinary  citizenry  failed  to  produce  increased  homicide. 
Ordinary  citizens  aren't  the  problem.  Homicide  studies  uniformly 
find  perpetrators  are  extreme  aberrants  with  lifelong  histories  of 
violence  and  other  crime,  psychopathology  and  substance  abuse. 
[579-84]  As  gun  ownership  among  ordinary  citizens  does  not  promote 
violence,  neither  is  it  realistic  to  believe  that  gun  laws  will 
reduce  it.  Violent  aberrants  are  not  going  to  obey  gun  laws.4  So, 
blaming  killings  by  aberrants  on  ordinary  gun  owners  is  erroneous 
and  attempting  to  disarm  them  is  futile.  NCIPC's  response  to  the 
well-established  facts  about  the  aberrance  of  murderers  is  never  to 
mention  in  any  firearms  study  it  does  or  funds.  Worse  yet,  the 
NCIPC's  head,  Dr.  Mark  Rosenberg,  wantonly  misrepresents  the  facts. 
He  claims  that  ordinary  citizens  are  primarily  responsible  not  just 
for  murder,  but  for  robbery  and  rape  as  well,5  the  implication 
being  that  if  only  they  were  disarmed  most  rapes,  robberies  and 
murders  would  never  occur. 

When  the  extreme  aberrance  of  murderers  and  other  criminals  is 
realized,  the  failure  of  rising  general  gun  ownership  to  increase 
the  murder  rate  ceases  to  be  surprising.  Because  the  overwhelming 
majority  of  citizens  are  not  violent  aberrants,  there  is  no  reason 
why  their  owning  guns  would  increase  homicide  or  other  violence.  A 
concomitant  fact  —  concomitantly  never  mentioned  in  any  NCIPC- 
connected  article  —  is  that  studies  trying  to  link  gun  ownership 
to  violence  rates  find  no  correlation  or  a  negative  one,  i.e.,  that 
cities  and  counties  with  high  gun  ownership  suffer  less  homicide 
and  other  violence  than  demographically  comparable  areas  with  lower 


Of  course  this  is  no  reason  not  to  have  gun  laws  directed 
against  such  violent  aberrants.  It  bears  emphasis  that  neither  I 
nor  any  of  my  co-authors  are  opposed  to  gun  control  per  se.  We  are 
just  realistic  about  the  limited  potential  gun  control  can  have  in 
reducing  violent  crime. 

5  "...  most  of  the  perpetrators  of  violence  are  not  criminals 
by  trade  or  profession.  The  victims  and  perpetrators  are  ourselves 
—  ordinary  citizens,  students,  professionals,  and  even  public 
health  workers."  Quoting  ROSENBERG,  M.L.  (1984)  "Violence  as  a 
Public  Health  Problem:  A  New  Role  for  CDC  and  a  New  Alliance  with 
Educators."  Educational  Horizons  62  (Summer):  124-127  (emphasis 
added) . 
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gun  ownership.6 

Without  mentioning  the  20  year  correlation  between  increases 
in  handguns  and  a  decreasing  or  flat  rate  of  homicide,  the  NCIPC 
literature  concentrates  on  the  one  exception.  That  is  the  tragic 
rise  in  homicide  among  young  urban  black  men  which  is  so  severe 
that  it  has  largely  eclipsed  the  decline  in  most  other  groups.  To 
focus  some  attention  on  that  tragic  exception  is  not  unreasonable. 
What  is  unreasonable,  not  to  mention  dishonest,  is  the  omitting  the 
data  which  refutes  the  preordained  conclusion  in  all  those  studies 
that  it  is  widespread  gun  ownership  which  is  to  blame  for  inner 
city  homicide.  The  evidence  is  conclusive  that  urban  blacks  have 
the  lowest  rate  of  gun  ownership  of  any  national  group.  The  highest 
rate  is  for  rural  whites  and  rural  blacks  —  who  nevertheless  have 
the  lowest  homicide  rate.  [570-76]  If  gun  availability  is  the  key 
(or  any  factor  at  all) ,  how  can  it  be  that  urban  young  black  men 
who  have  the  least  access  to  guns  have  a  homicide  rate  almost  900% 
higher  than  rural  young  black  men  who  have  far  greater  access  to 
firearms? 

FATAL  GUN  ACCIDENTS 
Coincident  with  the  enormous  increase  in  handgun  ownership  has 
been  a  2/3rds  decline  in  fatal  gun  accidents.  The  probable  reason 
is  that  handguns  are  far  less  susceptible  to  accidental  discharge 
than  rifles  and  shotguns  and  far  less  deadly  when  discharged.  We 
estimate  that  c.  1,400  additional  accidental  deaths  would  occur 
each  year  if  people  kept  loaded  long  guns  for  home  defense  instead 
of  handguns.  [567-70  and  Table  2]  Though  the  NCIPC  does  purport  to 
study  gun  accidents,  no  NCIPC-connected  publication  has  mentioned 
the  phenomenal  decline  in  accidental  gun  deaths.  More  important,  no 
research  has  been  directed  at  determining  why  fatal  accidents  have 
declined  so  precipitately  and  how  best  to  capitalize  on  and  extend 
the  decline.  This  lack  of  research  is  irreconcilable  with  NCIPC *s 
charter  to  reduce  death.  But  it  seems  that  NCIPC  is  not  interested 
in  any  mechanism  for  reducing  gun  death  which  does  not  involve 
decreasing  gun  ownership.  [556-561] 

SUICIDE 

NCICP  publications  tout  banning  guns  as  the  preferred  means  of 
reducing  suicide  while  never  mentioning  that  suicide  is  enormously 
more  prevalent  in  most  of  the  European  nations  in  which  guns  are 
banned  or  far  less  available.  NCIPC  publications  stress  the  c.  7.5% 
increase  in  suicide  among  young  American  men  during  the  1980s,  yet 
fail  to  mention  the  c.  78%  increase  in  such  suicide  in  England  in 
the  same  period.   [561-65  and  Table  1] 

KELLERMANN,   SLOAN,   ET  AL. 
Let  me  now  move  from  the  general  defects  of  NCIPC-connected 


6  In  addition  to  the  seven  national  and  local  studies  we  cited 
(fn.  248)  see  86  J.  CRIM.  L.  CRIMINOL.  at  218  and  n.  30  citing  a 
1995  survey  of  Chicago  and  its  suburbs. 
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publications  to  those  of  specific  ones.  I  focus  on  the  work  of  Drs. 
John  Sloan  and  Arthur  Kellermann  because  the  CDC  has  funded  a 
series  of  research  projects  by  them.  Moreover,  in  a  recent  popular 
article  defending  its  record,  CDC  Director  David  Satcher  showcases 
Sloan  and  Kellermann  articles  as  shining  examples  of  NCIPC-funded 
work  —  work  which  the  CDC  itself  deems  "excellent  to  outstanding." 
[David  Satcher,  "Gunning  for  Research",  WASHINGTON  POST,  Nov.  5, 
1995. ] 

Understandably,  Dr.  Satcher  neglects  to  mention  our  own  and 
other  less  favorable  evaluations  of  this  body  of  work,  or  of  the 
NCIPC-connected  literature  on  firearms  in  general.  We  discussed  all 
the  Sloan  and  (or)  Kellermann  articles,  analyzing  the  latest  in 
great  detail.  That  analysis,  principally  authored  by  Professor 
Schaffer,  a  biostatistician,  concluded  that  the  paper  "continues  a 
long  series  of  widely  publicized  advocacy  studies  [which]  would  be 
more  appropriately  cited  in  a  statistics  text  as  a  cautionary 
example  of  multiple  statistical  errors."  [584-95] 

Remarkably,  we  documented  multiple  invocations  by  Drs.  Sloan 
and  Kellermann  of  studies  supposedly  supporting  their  conclusions 
when  what  those  studies  actually  said  was  diametrically  opposite. 
A  1992  Kellermann  article  cites  as  showing  "limiting  access  to 
firearms  could  prevent  many  suicides"  a  study  which  concluded  the 
opposite  —  that  if  people  don't  have  guns  they  just  kill 
themselves  some  other  way.  [529]  A  1988  Sloan-Kellermann  article 
miscites  UNDER  THE  GUN,  the  exhaustive  National  Institute  of 
Justice-funded  study  of  gun  control,  as  supporting  Sloan  and 
Kellermann  that  "restricting  access  to  handguns  could  substantially 
reduce  our  annual  rate  of  homicide."  But  what  the  NIJ  analysis  by 
Wright  &  Rossi  actually  concluded  was:  "There  is  no  persuasive 
evidence  that  supports  this  view. "[547]' 

The  single  greatest  problem  with  the  Sloan-Kellermann  articles 
is  their  refusal  to  reveal  the  data  which  any  of  their  studies 
generated  and  which  supposedly  justify  their  (uniformly  anti-gun) 
conclusions.  By  thus  impairing  the  ability  of  other  scholars  to 
evaluate  their  work  they  deprive  its  conclusions  of  any  credibility 
whatever.7  Yet  NCIPC  supports  them  in  treating  data  collected  with 
public  funds  as  a  private  preserve  of  authors  seeking  to  shield 
their  conclusions  from  scientific  scrutiny. 

Sloan-Kellermann  articles  funded  by  NCIPC  have  simplistically 
compared  homicide  and  suicide  in  Seattle,  WA  and  Vancouver,  British 
Columbia.  Ignoring  all  relevant  differences  between  the  cities, 
Sloan  and  Kellermann,  et  al.  concluded  strict  Canadian  anti-handgun 
laws    are    responsible    for   Vancouver   having    lower   homicide  and 


Sloan  and  Kellermann  adamantly  refuse  requests  for  the  data 
underlying  any  of  their  NCIPC-funded  research  on  gun  ownership  and 
control.  See  Daniel  D.  Polsby,  "Firearms  Costs,  Firearms  Benefits 
and  the  Limits  of  Knowledge,"  86  J.  CRIM  L.  &  CRIMINOL.  207-220  and 
227-230  (1995)  at  210  and  David  B.  Kopel,  "Guns,  Germs  and  Science: 
Public  Health  Approaches  to  Gun  Control,"  84  J.  MED.  ASS'N  GA.  269, 
271  ("a  gross  deviation  from  appropriate  scientific  standards."). 
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suicide  rates.  Compare  NCIPC's  evaluation  of  these  studies 
("excellent  to  outstanding")  to  the  evaluation  given  by  the  leading 
American  analyst  of  gun  control,  Prof.  Gary  Kleck  of  the  Florida 
State  School  of  Criminology: 

There  were  only  two  cities  studied,  one  Canadian,  one 
U.S.  There  are  literally  thousands  of  differences  across 
cities  that  could  account  for  violence  rates,  and  these 
authors  just  arbitrarily  seized  on  gun  levels  and  gun 
control  levels  as  being  what  caused  the  difference.  It's 
the  sort  of  research  that  never  should  have  seen  the 
light  of  day. 

In  comparison  to  these  shoddy  two-city  comparisons,  Sloan  and 
Kellermann's  conclusion  that  Canadian  anti-gun  law  produce  lower 
homicide  is  contradicted  by  three  methodologically  sophisticated 
studies  of  all  data  for  Canada  and  the  U.S.  [549]  Significantly, 
Sloan  was  personally  aware  of  at  least  one  of  these  other  studies 
which  was  brought  to  his  attention  by  the  author,  when  they  were 
both  teaching  the  University  of  Washington.  Sloan,  et  al.  "dealt" 
with  the  fact  that  a  larger,  vastly  superior  data  set  contradicted 
their  article's  conclusion  by  just  not  disclosing  that  fact.  [550- 
51] 

CONCLUSION 

But  for  the  five  page  space  limitation  I  could  continue  citing 
methodological  incompetence  and  selective  and  deceptive  misuse  of 
statistics  in  NCICP-connected  work  on  firearms  for  many  pages.  Let 
me  instead  just  quote  our  general  conclusion.  There  publications 
"are  so  biased  and  contain  so  many  errors  of  fact,  logic  and 
procedure  that  we  can  not  regard  them  as  having  a  legitimate  claim 
to  be  treated  as  contributions  to  a  scholarly  or  scientific 
literature. " 

If  this  seems  harsh,  it  is  no  harsher  than  the  evaluations  of 
other  scholars.  Since  so  much  of  the  Sloan-Kellermann  work  focusses 
on  Canada,  let  me  cite  the  evaluation  of  a  Canadian  criminologist, 
Prof.  Gary  Mauser  of  Simon  Fraser  University.  He  cites  one  of  their 
articles  as  "A  particularly  egregious  example"  of  a  literature  that 
"abuses  scholarship,  inventing,  selecting,  or  misinterpreting  data 
to  validate  a  priori  conclusions."  [553]  Citing  two  other  Sloan  and 
Kellermann  papers  the  CDC  funded,  a  SUNY-Buffalo  economist,  Prof. 
Lawrence  Southwick,  asserts:  "Generally  the  level  of  analysis  done 
on  each  side  of  [the  gun  control]  debate  is  of  a  low  quality.  .  .  The 
papers  published  in  the  medical  literature  (which  are  uniformly 
anti-gun)  are  particularly  poor  science." 

Our  evaluation  is  supported  by  350+  footnotes  which  have  been 
ornately  checked  (as  was  our  80+  page  text)  by  the  TENNESSEE  LAW 
REVIEW.  I  invite,  indeed  entreat,  the  Subcommittee  to  have  its 
staff  check  out  our  conclusions.  The  facts  speak  for  themselves.  So 
does  the  refusal  of  any  of  those  we  evaluated  so  harshly  to  even 
try  to  refute  our  work  in  an  article  the  LAW  REVIEW  would  submit  to 
the  same  rigorous  scrutiny. 
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Mr.  Porter.  Thank  you,  Mr.  Kates. 

Any  member  of  the  subcommittee  have  questions?  Mr.  Hoyer? 
Mr.  Hoyer.  Mr.  Kates,  that's  just  your  article? 
Mr.  Kates.  That's  just  my  article. 

Mr.  Hoyer.  And  this  is,  I  take  it,  I  have  not  looked  at  this,  but 
your  article  is  here  and  I  presume  there  are  other  views? 

Mr.  Kates.  Not  on  this  particular  issue.  There  were  a  bunch  of 
articles  by  a  bunch  of  experts  on  gun  control.  The  Law  Review  so- 
licited articles  from  a  bunch  of  experts  on  various  aspects.  There 
is  no  other  discussion  of  the  medical/health  literature,  and  indeed 
you  will  find  none  anywhere.  Certainly  the  defenders  of  that  lit- 
erature have  seen  no  need  to  write  any  defense  of  it. 

Mr.  Porter.  Thank  you,  Mr.  Kates. 

Mr.  Kates.  Thank  you. 


Wednesday,  March  6,  1996. 

WITNESS 

TIMOTHY  WHEELER,  M.D.,  DOCTORS  FOR  RESPONSIBLE  GUN  OWNER- 
SHIP 

Mr.  Porter.  Doctor  Timothy  Wheeler,  M.D.,  a  practicing  surgeon 
in  Fontana,  California,  and  director  of  Doctors  for  Responsible  Gun 
Ownership,  testifying  regarding  the  National  Center  for  Injury  Pre- 
vention and  Control.  Doctor  Wheeler. 

Dr.  Wheeler.  Mr.  Chairman,  members  of  the  subcommittee,  my 
name  is  Tim  Wheeler.  I  want  to  thank  the  subcommittee  and  its 
members  for  allowing  me  to  express  the  views  of  our  organization 
today. 

I  am  a  full-time  surgeon  practicing  in  Fontana,  California.  I  am 
also  the  director  of  Doctors  for  Responsible  Gun  Ownership,  a 
project  of  the  Claremont  Institute.  We  are  a  nationwide  network  of 
over  500  physicians  and  other  health  professionals  who  support  the 
safe  and  lawful  use  of  firearms. 

Why  would  a  group  of  doctors  and  scientists  be  concerned  about 
firearms?  Because  we've  heard  prominent  physicians,  who  we  used 
to  respect,  proclaim  firearms  to  be  a  public  health  menace,  much 
the  same  as  a  dangerous  germ.  Frankly,  we've  been  concerned  to 
see  these  doctors  speak  with  a  great  deal  of  emotion  but  with  very 
little  real  knowledge  about  firearms. 

Americans  have  always  place  a  great  deal  of  trust  in  their  sci- 
entists to  do  their  job  honestly,  always  to  guide  us  toward  a  bright- 
er future.  Until  now,  they've  always  respected  the  Centers  for  Dis- 
ease Control  and  Prevention.  But  we've  seen  that  value  diminish 
since  the  creation  in  1991  of  the  CDC's  National  Center  for  Injury 
Prevention  and  Control.  Only  five  years  old,  and  a  newcomer  to 
firearms  research,  the  NCIPC  and  its  staff  have  strangely  ignored 
the  huge  body  of  criminology  and  sociology  evidence  about  firearms 
built  up  over  the  last  twenty  years.  This  research  comes  from  re- 
spected academic  criminologists,  and  some  of  them  are  supported 
by  Federal  grants.  We  wonder  then,  why  do  we  never  see  these  val- 
uable studies  acknowledged  by  the  NCIPC  and  its  chosen  research- 
ers? 
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Our  group  concludes  it  is  because  the  criminology  literature 
mostly  refutes  the  NCIPC's  anti-gun  philosophy.  This  philosophy  is 
not  a  fiction,  as  you've  heard,  it's  well  documented.  An  example  is 
the  flawed  research  of  Doctor  Arthur  Kellermann,  who  was  men- 
tioned by  our  last  speaker.  Doctor  Kellermann  is  a  recipient  of  over 
$1.7  million  of  CDC  grant  money.  His  1993  article  on  guns  in  the 
home  as  a  risk  factor  for  homicide  is  an  example  of  how  heartfelt 
beliefs  concerning  controversial  issues  can  color  the  judgement  of 
even  the  best  scientist.  This  article  purports  to  study  gun  owners, 
but  instead  it  studies  a  few  hundred  homicide  victims  as  a  sample. 
Excluded  from  consideration  were  the  hundreds  of  thousands  of  re- 
sponsible gun  owners  in  the  same  geographical  study  area  who, 
like  most  gun  owners,  did  not  become  homicide  victims. 

The  other  major  flaw  of  this  CDC-supported  article  was  the  fail- 
ure to  factor  in  the  uses  of  guns  in  scaring  off  criminals.  We  know 
that  fewer  than  1  percent  of  all  the  protective  uses  of  firearms  re- 
sult in  the  death  of  the  attacker.  This  article  therefore  grossly 
underestimates  the  life-saving  and  injury-preventing  utility  of  fire- 
arms kept  at  home.  Mistakes  like  these  would  not  normally  pass 
the  scrutiny  of  scientific  peer  review,  but  the  CDC  has  continued 
to  fund  this  author's  work. 

But  the  most  dramatic  evidence  of  the  CDC's  involvement  in 
anti-gun  advocacy,  as  you  have  seen  already,  is  the  spring  1995 
issue  of  the  Injury  Prevention  Network  Newsletter.  This  newsletter 
is  published  by  the  Trauma  Foundation,  a  San  Francisco  group  de- 
voted to  gun  prohibition.  This  newsletter  urges  readers  to  "organize 
a  picket  at  gun  manufacturing  sites.  And  work  for  campaign  fi- 
nance reform  to  weaken  the  gun  lobby's  political  clout."  And  on  the 
same  page  where  the  editor  cruelly  implicates  gun  owners  in  the 
Oklahoma  City  bombing,  these  words  appear:  "This  newsletter  was 
supported  in  part  by  a  grant  from  the  Centers  for  Disease  Control 
and  Prevention."  This  is  not  science.  This  is  tax-supported 
pamphleteering.  We  hope  that  you,  the  members  of  this  sub- 
committee, will  not  let  it  stand. 

Two  issues  are  at  stake  here.  One  is  the  integrity  of  science,  and 
the  other  one  is  the  wrong  of  using  tax  money  to  fund  political  ad- 
vocacy. Americans  should  not  be  made  to  give  their  tax  money  to 
pay  for  political  action  they  do  not  support.  I  ask  you  instead  to 
restore  integrity  to  the  CDC.  I  urge  you  to  withdraw  funding  for 
the  National  Center  for  Injury  Prevention  and  Control  until  Ameri- 
cans can  be  sure  that  it  has  renounced  the  passions  of  politics  for 
the  honesty  of  science.  Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Congressman  Obey,  and  members  of  the  Subcommittee,  my 
name  is  Timothy  Wheeler.  I  want  to  thank  this  Subcommittee  and  its 
members  for  allowing  me  to  express  my  views  today. 

I  am  a  full-time  ear,  nose,  and  throat  surgeon  practicing  in  Fontana, 
California.  I  am  also  the  Director  of  Doctors  for  Responsible  Gun 
Ownership.  We  are  a  nationwide  network  of  over  five  hundred  physicians 
and  other  health  professionals  who  support  the  safe  and  lawful  use  of 
firearms.  We  are  a  project  of  The  Claremont  Institute,  a  policy  analysis  think 
tank  in  Claremont,  California.  Our  members  come  from  academia,  the 
military,  private  practice,  and  medical  school  student  bodies. 

Why  would  a  group  of  doctors  and  scientists  be  concerned  with  firearms? 
Because  we  have  seen  a  change  in  the  way  organized  medicine  views  guns 
and  citizens  who  own  guns.  We  have  heard  prominent  physicians,  whose 
judgment  in  medical  matters  we  used  to  respect,  proclaim  firearms  to  be  a 
public  health  menace,  much  the  same  as  a  virulent  germ.  Many  of  the 
members  of  Doctors  for  Responsible  Gun  Ownership  in  addition  to  their 
scientific  education  have  military  or  civilian  training  in  the  safe  and  proper 
use  of  firearms.  Frankly,  we  have  been  concerned  to  see  these  medical  gun 
prohibitionists  speak  with  a  great  deal  of  emotion  but  with  little  real 
knowledge  of  firearms. 

Americans  have  always  placed  a  great  deal  of  trust  in  their  scientists  to  do 
their  job  honestly,  always  to  guide  us  toward  a  brighter  future.  With  that 
trust,  they  have  valued  the  Centers  for  Disease  Control  and  Prevention.  But 
we  have  seen  that  value  diminish  since  the  creation  in  1991  of  the  CDC's 
National  Center  for  Injury  Prevention  and  Control.  Only  five  years  old,  and  a 
newcomer  to  firearms  research,  the  NCIPC  and  its  staff  have  strangely 
ignored  the  huge  body  of  criminology  and  sociology  research  about  guns  built 
up  over  the  last  twenty  years.  This  research  comes  from  respected  academic 
criminologists,  some  supported  by  federal  grants.  Why  then,  do  we  rarely  if " 
ever  see  these  valuable  studies  acknowledged  by  the  NCIPC  and  its  chosen 
researchers?  We  conclude  it  is  because  the  criminology  literature  mostly 
disagrees  with  the  NCIPC 's  antigun  philosophy. 
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This  philosophy  is  not  a  fiction,  but  is  well-documented  in  the  actions  of  the 
agency  and  its  staff.  An  example  is  the  flawed  research  of  Dr.  Arthur 
Kellermann,  a  recipient  of  over  1 .7  million  dollars  of  CDC  grant  money.  His 
1993  article  on  guns  in  the  home  as  a  risk  factor  for  homicide  is  an  example 
of  how  heartfelt  beliefs  about  controversial  issues  can  color  even  the  best 
scientist's  judgment.  The  article  purports  to  study  gun  owners,  but  instead 
uses  a  few  hundred  homicide  victims  as  a  sample.  Automatically  excluded 
from  consideration  were  the  hundreds  of  thousands  of  responsible  gun  owners 
in  the  same  geographical  study  area  who,  like  most  gun  owners,  did  not 
become  homicide  victims. 

The  other  major  flaw  of  this  CDC-supported  article  was  the  failure  to  factor 
in  the  uses  of  guns  in  scaring  off  criminals.  Fewer  than  1%  of  all  protective 
uses  of  firearms  result  in  the  death  of  the  attacker.  The  article  therefore 
grossly  underestimates  the  life-saving  and  injury-preventing  utility  of  firearms 
kept  at  home.  Methodological  mistakes  like  these  would  not  normally  pass 
the  scrutiny  of  scientific  peer  review,  but  the  CDC  has  continued  to  fund  this 
author's  work. 

Even  more  revealing  are  the  spoken  and  written  words  of  the  NCIPC's  staff. 
In  winter  1993  the  Center's  present  director  Dr.  Mark  Rosenberg  and  four 
other  senior  staff  members  wrote  a  CDC  pamphlet  entitled  "Public  Health 
Policy  for  Preventing  Violence".  The  authors  seek  an  answer  to  the  question 
"How  frequently  are  guns  used  to  successfully  ward  off  potentially  violent 
attacks?".  A  university  criminologist  in  a  position  of  responsibility  similar  to 
the  NCIPC  director  would  at  least  have  known  that  this  question  has  been 
exhaustively  researched  and  answered  by  criminologists.  Researchers  in 
criminology,  the  real  experts  in  the  study  of  crime,  have  done  at  least  eight 
independent  studies  of  this  question  over  the  last  twenty  years.  The  best 
estimates  consistently  put  the  answer  between  600,000  and  900,000 
defensive  uses  of  firearms  every  year.  More  recent  reports  have  put  the 
figure  even  higher.  We  have  to  wonder  why  the  authors,  who  by  their  titles 
could  be  considered  front-line  experts  in  the  field,  would  not  know  of  the 
relevant  criminology  literature  on  the  subject. 
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In  the  same  publication  the  authors  recommend  two  strategies  for  preventing 
firearm  injuries:  allowing  only  police,  guards,  and  the  military  to  have  guns, 
or  the  outright  prohibition  of  gun  ownership. 

Dr.  Rosenberg  further  reveals  his  plans  for  gun  owners  in  an  interview  in  the 
December  9,  1993  issue  of  Rolling  Stone  magazine.  He  states  that  he 
"envisions  a  long  term  campaign,  similar  to  tobacco  use  and  auto  safety,  to 
convince  Americans  that  guns  are,  first  and  foremost,  a  public  health 
menace".  This  blanket  condemnation  of  decent  gun  owning  Americans  is  the 
polar  opposite  of  scientific  objectivity.  It  sounds  like  what  it  is:  pure  political 
advocacy.  Americans  don't  need  convincing  by  true  believers,  they  need  the 
facts  determined  by  true  scientists. 

But  the  most  dramatic  evidence  of  the  CDC's  involvement  in  antigun 
advocacy  is  the  Spring  1 995  issue  of  the  Injury  Prevention  Network 
Newsletter.  This  newsletter  is  published  by  the  Trauma  Foundation,  a  San 
Francisco  group  devoted  to  gun  prohibition.  The  newsletter  exhorts  readers 
to  "organize  a  picket  at  gun  manufacturing  sites"  and  to  "work  for  campaign 
finance  reform  to  weaken  the  gun  lobby's  political  clout".  And  on  the  same 
page  where  the  editor  cruelly  implicates  gun  owners  in  the  Oklahoma  City 
bombing,  the  words  appear,  "this  newsletter  was  supported  in  part  by  Grant 
#R49/CCR903697-06  from  the  Centers  for  Disease  Control  and  Prevention". 
This  is  not  science.  This  is  tax-supported  pamphleteering.  And  we  hope  that 
you,  the  members  of  this  Subcommittee,  will  not  let  it  stand. 

Two  principles  are  at  stake  here:  the  integrity  of  science  and  the  impropriety 
of  using  tax  money  to  fund  political  advocacy.  Science  in  the  service  of 
politics  has  a  poor  record.  We  would  be  wise  to  keep  them  separate. 

Americans  have  always  maintained  freedom  of  political  expression,  and  the 
heartfelt  beliefs  of  gun  prohibitionists  are  no  exception.  But  Americans 
should  not  be  made  to  give  their  tax  money  to  pay  for  political  action  they  do 
not  support. 
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I  ask  you  instead  to  restore  integrity  to  the  CDC.  I  urge  you  to  withdraw 
funding  for  the  National  Center  for  Injury  Prevention  and  Control  until 
Americans  can  be  sure  that  it  has  renounced  the  passions  of  politics  for  the 
solid  honesty  of  science,  properly  done. 
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Mr.  Porter.  Thank  you,  Doctor  Wheeler. 

Does  any  member  care  to  question?  Mr.  Riggs? 

Mr.  RlGGS,  Mr.  Chairman,  this  is  more  a  question  really  of  you 
than  our  witness.  I  am  just  curious  whether  CDC's  National  Center 
for  Injury  Prevention  and  Control  intends  to  use  any  portion  of 
their  current  fiscal  year  appropriation  to  continue  this  sort  of  re- 
search. 

Mr.  Hoyer.  Mr.  Chairman,  will  you  yield  on  that? 

Mr.  Porter.  Well,  the  gentleman  has  the  time.  I  would  yield. 

Mr.  Riggs.  I'd  be  happy  to  yield  to  the  gentleman. 

Mr.  Hoyer.  It's  my  understanding,  Doctor  Wheeler,  that  the 
CDC  determined  that  this  would  have  been  an  inappropriate  ex- 
penditure of  money,  did  not  authorize  the  expenditure  of  money  for 
that  pamphlet,  and  in  fact  in  that  pamphlet  there  is  a  disclaimer 
that  none  of  the  views  expressed  therein  represent  the  views  of  the 
CDC.  So,  as  I  understand  it,  Federal  funds  were  denied  for  that 
pamphlet.  Are  you  aware  of  that? 

Dr.  Wheeler.  I  was  not  aware  that  Federal  funds  were  denied 
after  the  fact.  I  believe  that  the  Injury  Prevention  Network  News- 
letter really  illustrates  conclusively  to  the  subcommittee  what  the 
real  agenda  of  the  NCIPC  is.  We  are  no  longer  able  to  ignore  it. 
We  think  that  the  evidence  is  overwhelming  that  the  leaders  of  the 
CDC,  even  though  they  are  people  of  good  faith  and  good  will, 
clearly  have  a  political  agenda  here  and  it  is  contaminating  their 
science. 

Mr.  Hoyer.  Doctor,  if  they  concluded  that  this  was,  in  fact,  as 
you  concluded,  an  inappropriate  expenditure,  and  have  so  con- 
cluded, that  would,  I  think,  diminish  the  assertion  that  they  think 
this  money  ought  to  be  spent  for  this  purpose,  wouldn't  it? 

Dr.  Wheeler.  Congressman  Hoyer,  yes,  it  certainly  would.  On 
the  other  hand,  I  have  difficulty  imagining  how  the  Centers  for 
Disease  Control  would,  for  example,  even  consider  giving  a  grant 
to  the  National  Rifle  Association,  for  example. 

Mr.  Hoyer.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Mr.  Dickey? 

Mr.  Dickey.  Doctor  Wheeler,  are  you  familiar  with  a  little  town 
called  Kennesaw,  Georgia  and  the  experience  they  had  with  gun 
control? 

Dr.  Wheeler.  Yes,  sir,  I  am. 

Mr.  Dickey.  Why  don't  you  tell  this  panel  what  happened  there. 
I  think  there  was  a  67  percent  reduction  in  violence  the  first  year, 
something  like  that. 

Dr.  Wheeler.  Kennesaw  is  famous  to  those  who  follow  these 
matters  because  Kennesaw,  Georgia,  my  understanding  is  that 
they  passed  a  city  ordinance  that  required  its  citizens  to  own  fire- 
arms and  to  have  them  in  the  home.  Since  then,  it  is  my  under- 
standing that  the  violent  crime  rate  has  essentially  plummeted  and 
it  has  become  one  of  the  safest  communities  to  live  in. 

Mr.  Dickey.  And  that  means  less  people  going  to  the  emergency 
room,  doesn't  it? 

Dr.  Wheeler.  Yes,  sir,  it  would. 

Mr.  Dickey.  Less  injuries. 

Dr.  Wheeler.  Yes,  since  most  injuries  are  the  result  of  violent 
criminal  actions.  Yes,  sir. 
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Mr.  Dickey.  Now  let  me  see  if  you're  consistent  on  this.  Would 
you  advocate  a  grant  to  study  the  Kennesaw  situation  to  come 
through  the  CDC? 

Dr.  Wheeler.  If  the  CDC  were  to  continue  this  research,  I  be- 
lieve that  would  be  a  valid  area  of  study.  Here  is  an  island  of  ex- 
ception to  their  orthodoxy  that  clearly  shows  that  firearm  owner- 
ship by  regular  citizens  is  not  the  awful  threat  to  our  safety  that 
it  is  made  out  to  be. 

Mr.  Dickey.  But  what  in  the  world  are  we  doing  spending  money 
from  CDC  to  study  something  like  that?  That's  not  science,  is  it? 

Dr.  Wheeler.  That's  correct,  Congressman  Dickey. 

Mr.  Dickey.  But  if  they're  doing  it  on  the  other  side,  you  think 
we  ought  to  balance  it  with  that? 

Dr.  Wheeler.  If  that  were  the  case,  I  think  it  would  only  be  fair 
to  study  the  matter  judiciously  and  equally,  yes. 

Mr.  Dickey.  Well,  I  might  disagree  with  you  on  that  because  I 
don't  think  we  should  be  spending  scientific  money  to  study  either 
side  of  the  issue. 

Mr.  Porter.  Thank  you,  Doctor  Wheeler. 


Wednesday,  March  6,  1996. 

WITNESS 

LAWRENCE  JARVIK,  Ph.D.,  CAPITAL  RESEARCH  CENTER 

Mr.  Porter.  Our  next  witness  is  Lawrence  Jarvik,  Ph.D.,  Cul- 
tural Studies  Fellow,  Capital  Research  Center,  testifying  regarding 
the  Corporation  for  Public  Broadcasting.  Doctor  Jarvik,  nice  to  see 
you  again. 

Mr.  Jarvik.  Thank  you  for  having  me  here,  Mr.  Chairman.  It's 
an  honor  to  be  back  and  I  appreciate  the  invitation  from  you  and 
the  committee.  I  am  Cultural  Studies  Fellow  at  the  Capital  Re- 
search Center  and  editor  of  Foundation  Watch.  With  the  permis- 
sion of  the  subcommittee,  I  would  ask  that  my  full  statement  be 
included  in  the  record.  I've  tried  to  cut  it  down  to  five  minutes. 

Last  year,  the  Speaker  of  the  House  announced  he  would  zero 
out  the  Federal  subsidy  for  public  broadcasting.  The  Speaker's  first 
position  has  withstood  the  test  of  time.  Events  have  shown  public 
broadcasting  does  have  other  sources  of  revenue  which  can  replace 
its  Federal  subsidy.  And  according  to  "MediaNomics,"  private  dona- 
tions increased  substantially  after  Congress  cut  CPB's  annual  ap- 
propriation last  year.  To  give  one  dramatic  example,  Santa  Monica, 
California's  NPR  station  KCRW  raised  $1,090,000  in  a  February 
pledge  drive  last  year,  a  26  percent  increase  over  the  previous  year. 
And  I  have  a  little  chart  which  shows  for  the  three  quarters  of  last 
year,  every  quarter  had  an  increase  over  the  previous  quarter.  In 
March,  it  was  15.3  percent  increase;  in  August,  it  was  16  percent 
increase;  and  in  December,  it  was  a  7  percent  increase. 

PBS  has  also  announced  a  number  of  new  business  deals  includ- 
ing a  $75  million  arrangement  with  Reader's  Digest.  PBS  program 
producers  have  also  begun  new  ventures.  Children's  Television 
Workshop,  CTW,  producers  of  Sesame  Street,  announced  they 
would  start  a  new  cable  channel  for  children.  And  CTW  continues 
business  and  licensing  endeavors  which  result  in  gross  sales  of  all 
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sorts  of  things  of  about  $1  billion  in  related  merchandise,  and  gross 
revenues  to  CTW  of  about  $100  million.  Some  of  it  comes  from 
their  magazine  which  is  tied  into  the  show. 

Yet,  despite  revelations  about  Chinese  human  rights  violations 
by  Harry  Wu  and  others,  Sesame  Street  products  can  still  be  found 
today  clearly  marked  "Made  In  China."  I  was  in  a  store  in  McLean 
over  the  weekend  and  I  saw  some  little  toys  stamped  "Made  In 
China"  with  Big  Bird  on  them.  China  bans  political  dissent,  per- 
secutes Christians,  forces  women  to  have  abortions,  and  operates 
orphanages  which  are  unhealthy  for  children,  which  was  on  60 
Minutes  not  long  ago.  AFL-CIO  spokeswoman  Chyrol  Graeve  has 
noted,  "toy  workers  are  paid  less  than  a  dollar  an  hour."  Neverthe- 
less, CTW  continues  to  pay  top  executives  six  figure  salaries  while 
licensing  to  companies  who  manufacture  there.  Somebody  in  Brent 
Mosell's  office  said  we  should  call  it  Children's  Television  Sweat- 
shop instead  of  Children's  Television  Workshop. 

Had  Congress  followed  through  on  the  Speakers  original  privat- 
ization plan,  public  broadcasting  might  be  self-sufficient  today  and 
Congress  wouldn't  have  to  deal  with  this  issue. 

CPB  has  not  been  reauthorized  due  to  its  own  failures  to  ensure 
the  integrity  of  the  public  broadcasting  system,  maintain  balance, 
objectivity,  guarantee  managerial  competence.  CPB  does  not  de- 
serve a  trust  fund  because  it  has  lost  its  call  on  the  public  trust. 
Some  examples:  PBS's  so-called  "Democracy  Project"  has  been  more 
like  the  Democrat  project,  incredibly  PBS  does  not  feel  the  slightest 
obligation  to  have  even  a  token  Republican  executive  in  its  pro- 
gramming chain  of  command.  This  is  supposed  to  be  a  nonpartisan 
federally-subsidized  institution.  PBS's  so-called  "National  Issues 
Convention"  was  a  pseudo-event  which  wasted  some  $4  million. 
President  Clinton  and  Senator  Dole  and  Pat  Buchanan,  the  major 
frontrunners,  didn't  even  show  up.  I  believe  $2  million  of  that  came 
from  PBS's  budget. 

PBS  has  still  not  set  up  an  independent  fact  checking  or  stand- 
ards of  practices  department  despite  a  personal  promise  from  PBS 
president  Irv  Duggin  to  Andrea  Levin,  head  of  the  Committee  for 
Accuracy  in  Middle  East  Reporting  in  America,  who  recently  was 
traveling  to  Israel  and  I  haven't  been  able  to  be  in  touch  and  I  hope 
she's  all  right,  with  Alex  Saffin,  who  was  here  last  year. 

PBS  rejected  Covering  Cuba,  a  documentary  by  Augustin 
Blazquez,  who  is  with  us  in  the  audience  today.  It  criticized  the 
mainstream  media  infatuation  with  Castro.  PBS  would  not  show  it. 
For  months  it  was  denied.  And  then  only  a  few  weeks  ago  Castro's 
planes  shot  down  American  citizens  in  an  incident  which  confirmed 
Blazquez'  thesis  in  his  film.  PBS  rejected  the  Family  Research 
Council's  Children  of  Table  34,  which  exposed  allegations  of  child 
sexual  abuse  in  Doctor  Kinsey's  research.  This  resulted  in  introduc- 
tion of  legislation  here  in  the  House,  it  was  in  the  Washington  Post 
Style  Section,  but  it  wasn't  good  enough  for  PBS. 

Frontline  has  also  aired  a  number  of  troubling  documentaries 
which  CPB  has  paid  for.  For  example,  the  "Long  March  of  Newt 
Gingrich"  on  Frontline  which  contained  a  heckler  making  offensive 
and  possibly  obscene  remarks.  Another  program  about  killings  at 
an  abortion  clinic  in  which  four-letter  words  were  used  without 
being  bleeped — I  couldn't  believe  it  when  I  heard  it — and  which  a 
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number  of  women  complained  to  the  New  York  Times  that  their 
views  had  been  excluded  because  of  anti-Catholic  bias.  Another 
about  campaign  contributions,  "So  You  Want  to  Buy  a  President." 
It  was  so  unbalanced  that  David  Broder  condemned  it  in  the  Wash- 
ington  Post. 

Let  me  summarize  with  the  one  example  I  care  most  strongly 
about,  the  rest  will  be  in  the  record.  PBS  has  still  not  aired  an  epi- 
sode of  "The  American  Experience"  to  correct  the  Holocaust  revi- 
sionism in  "Liberators:  Fighting  on  Two  Fronts  in  World  War  II." 
Colonel  Moncrief,  Jr.,  the  senior  surviving  officer  of  the  Sixth  Ar- 
mored Division  who  actually  was  present  at  the  liberation  of  Bu- 
chenwald,  repeatedly  asked  PBS  to  air  something  to  correct  the 
historical  record.  He  came  to  Washington,  I  met  with  him,  Con- 
gressman Hefley  met  him,  Senator  Pressler's  staff  met  with  him. 
If  I  could  find  the  soldiers  who  liberated  Buchenwald,  so  could 
PBS.  Thank  you. 

[The  prepared  statement  follows:] 
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Cultural  Studies  Fellow 
Capital  Research  Center 
Washington,  DC 

for  the 

Subcommittee  on  Appropriations  for 
Labor,  Health  and  Human  Services,  and  Education 

March  6, 1996 

Mr.  Chairman,  and  members  of  the  subcommittee,  thank  you  for  inviting  me  to  testify  today  regarding 
the  appropriation  for  the  Corporation  for  Public  Broadcasting  (CPB)  for  Fiscal  Year  1999. 1  am  Cultural  Studies 
Fellow  at  the  Capital  Research  Center  and  editor  of  Foundation  Watch,  a  newsletter  which  covers  the  activities 
of  philanthropic  foundations  such  as  those  which  support  PBS  and  NPR. 

Last  year,  when  I  testified  before  this  subcommittee,  the  Speaker  of  the  House  had  just  announced  that 
in  order  to  help  balance  the  budget  and  reduce  the  federal  deficit,  he  would  "zero  out"  the  federal  subsidy  for 
public  broadcasting  —  because  it  was  an  unnecessary  Federal  expenditure.  The  Speaker  was  right  then,  and  his 
statement  has  withstood  the  test  of  time.  Events  have  shown  that  public  broadcasting  has  other  sources  of 
revenue  which,  if  properly  utilized,  can  more  than  make  up  for  the  small  fraction  of  the  budget  provided  by  the 
Federal  government  through  the  CPB.  According  to  "MediaNomics,"  (a  publication  of  Brent  Bozell's  Media 
Research  Center)  an  analysis  by  editor  Tim  Lamer  of  PBS's  reported  fundraising  totals  reveals  that  after  Con- 
gress cut  the  federal  payment  to  PBS  last  year,  overall  revenues  to  local  stations  from  private  donors  increased 
substantially  —  more  than  making  up  for  the  reduction  in  federal  spending,  at  no  cost  to  the  American  taxpayer. 

According  to  Lamer,  for  example,  Santa  Monica  California's  NPR  station,  KCRW.  raised  $1.09  million 
in  a  single  February  pledge  drive,  a  26  percent  rise  over  the  previous  year.  Arkansas  Educational  Television 
surpasssed  its  $350,000  fundraising  goal  —  while  reducing  pledge  breaks  by  10  percent.  KRMA,  in  Denver, 
Colorado,  reported  a  13  percent  uptick,  and  WETA  in  Washington,  DC  announced  62  percent  of  a  $1  million 
drive  came  from  new  members.  KCET,  Los  Angeles  released  a  figure  of  $1.68  million,  some  $205,000  more 
than  in  1994.  Overall,  March  1995  pledges  were  12.9  percent  higher  than  in  1994,  and  total  dollars  pledged 
were  up  by  15.3  percent.  Lamer  notes  private  foundations  also  increased  their  contributions.  In  1994  Chicago's 
MacArthur  Foundation  gave  $1,295,470.  Last  year  it  provided  $4,139,700.  The  Mott  Foundation  gave  $590,000 
in  1994,  $935,000  in  1995.  The  Pew  Charitable  Trusts  increased  its  contribution  level  from  $2,740,000  in  1994 
to  $3,896,000  in  1995. 

And  successful  private  fundraising  continues.  Just  this  week,  for  example,  Channel  26  reported  some 
$177,820  in  pledges,  including  over  $35,000  from  an  airing  of  a  Peter,  Paul,  and  Mary  concert  film,  and  what 
the  Washington  Post  called  an  "astounding"  $94,389  from  a  one-night-only  "Les  Miserables  in  Concert."  In 
New  York,  the  same  program  netted  $400,000  in  only  3  1/2  hours.  PBS  has  been  proud  to  announce  a  number 
of  lucrative  business  deals,  most  notably  as  $75  million  agreement  with  Reader's  Digest  to  produce  new  pro- 
grams for  the  network. 

PBS  program  producers  have  also  managed  to  make  a  number  of  new  deals,  with  Children's  Television 
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Workshop  (CTW),  producers  ol  Sesame  Street,  announcing  the  start  of  a  children's  cable  channel,  for  example. 
One  might  remind  the  subcommittee  that  Children's  Television  Workshop  continues  its  lucrative  licensing, 
merchandising,  and  other  fundraising  endeavors  which  result  in  gross  sales  of  almost  a  billion  dollars  a  year  in 
related  merchandise,  and  gross  revenues  to  CTW  of  approximately  $100  million  annually. 

Despite  recent  revelations  about  Chinese  human  rights  violations  by  activists  such  as  Harry  Wu  — 
whom  I  was  honored  to  meet  at  a  Progress  and  Freedom  Foundation  reception  —  "Sesame  Street"  products  can 
be  found  today  on  the  shelves  clearly  marked  "Made  In  China."  China  still  bans  political  dissent,  persecutes 
Christians,  forces  women  to  have  abortions,  and  operates  orphanages  which  are  unhealthy  for  children.  And,  as 
AFL-CIO  spokeswoman  Chyrol  Graeve  has  noted,  "toy  workers  are  paid  less  than  a  dollar  an  hour."  More  than 
250  Asian  toy  workers  have  lost  their  lives  in  the  past  two  years  as  the  result  of  fires  and  other  industrial  acci- 
dents. Nevertheless,  Children's  Television  Workshop  continues  to  pay  its  top  executives  six  figure  salaries 
while  licensing  to  toy  companies  who  manufacture  in  Asia.  It  is  highly  questionable  whether  a  reasonable  case 
can  be  made  that  enterprises  with  such  manifest  insensitivity  to  human  rights  violations  deserve  continued 
federal  subsidy  at  any  level. 

There  can  be  no  doubt  that  had  Congress  followed  through  on  the  original  privatization  plan  endorsed  at 
the  time  by  the  entire  Congressional  leadership  including  Appropriations  Committee  Chairman  Livingston  and 
Senate  Commerce  Committee  Chairman  Pressler  —  and  still  evident  in  the  public  positions  taken  by  the  Dole 
and  Buchanan  campaigns,  for  example  —  public  broadcasting  might  have  been  fully  self-sufficient  today.  We 
would  not  need  to  be  spending  time  discussing  appropriation  levels  for  1999,  some  three  years  hence,  for  an 
entity  which  has  not  been  reauthorized. 

In  large  measure  CPB  has  not  been  reauthorized  due  to  its  own  failures  to  insure  the  integrity  of  the 
public  broadcasting  system,  maintain  its  balance,  oversee  its  objectivity,  or  guarantee  its  managerial  compe- 
tence. CPB's  record  was  called  "contempt  of  Congress"  in  an  issue  of  Comint:  A  Journal  About  Public  Media 
last  year.  Nothing  has  transpired  to  change  that  evaluation.  Certainly,  CPB  does  not  deserve  any  sort  of  "trust 
fund"  because  it  has  lost  its  nght  to  the  public  trust  through  its  own  mismanagement. 

Evidence  of  CPB's  failure  to  exercise  effective  oversight  of  the  public  broadcasting  system  has  been 
widely  reported  over  the  last  year.  Some  examples  of  problems  which  CPB  has  failed  to  resolve  are: 

*  As  I  reported  in  the  premiere  issue  of  Foundation  Watch,  (February,  1996)  PBS's  so-called  "Democ- 
racy Project"  has  been  more  like  the  Democrat  project.  I  could  not  get  the  name  of  a  single  Republican  staffer  in 
a  decision-making  job  dealing  with  coverage  of  the  1996  election  at  PBS  from  the  director  of  the  project,  who 
happens  to  be  the  wife  of  a  Clinton  political  appointee  in  the  State  Department.  In  what  seems  like  deliberate 
challenge  to  even  the  appearance  of  balance  and  objectivity  as  required  by  law,  PBS's  new  director  of  commu- 
nications is  the  former  political  director  for  the  Clinton  White  House.  Incredibly,  PBS  does  not  feel  the  slightest 
obligation  for  even  a  token  Republican  executive  in  the  programming  department. 

*  PBS's  so-called  "National  Issues  Convention"  was  rife  with  the  appearance  of  conflict-of-interest  and 
misrepresentation  of  its  goals  and  methods.  Misleading  at  best  in  its  claim  to  be  a  "deliberative  poll"  —  former 
CBS  polling  chief  Warren  Mitofsky  declared  it  "was  not  deliberative  and  not  a  poll"  —  false  and  deceptive  at 
worst,  PBS  had  sponsored  a  "pseudo-event"  which  wasted  some  $4  million  dollars,  approximately  half  of  which 
is  reportedly  straight  from  the  PBS  budget.  PBS  also  provided  some  nine  hours  of  valuable  airtime  which  could 
have  produced  additional  revenue  streams  to  the  network. 

*  PBS  rejected  The  Children  of  Table  34,  a  documentary  produced  in  cooperation  with  the  Family 
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Research  Council  (FRC),  about  the  controversy  over  the  use  of  underage  children  for  sex  research  by  Dr. 
Kinsey.  The  story  was  reported  in  The  Washington  Post  Style  section.  But  PBS  declined  to  help  the  Family 
Research  Council  to  bring  this  case  before  the  American  public.  Yet,  as  Robert  Knight,  director  of  Cultural 
Studies  for  the  FRC  points  out,  PBS  stations  repeated  Tales  of  the  City,  a  program  many  found  highly  offensive 
for  its  use  of  profanity,  glamorization  of  drug  use,  and  sexual  promiscuity. 

*  PBS  rejected  Covering  Cuba,  and  independent  film  by  Augustin  Blazquez,  which  detailed  the  main- 
stream media's  infatuation  with  Fidel  Castro  since  1959.  He  first  offered  his  picture  in  October,  1995  and 
Blazquez  volunteered  to  re-edit  the  film  to  meet  PBS  standards.  Despite  numerous  pro-Castro  films  on  PBS, 
and  an  obvious  need  for  balance  in  this  regard,  Blazquez  was  not  given  a  chance  to  air  his  picture  on  PBS. 
Ironically,  only  a  few  weeks  ago,  Castro's  planes  shot  down  American  citizens  in  an  incident  which  confirmed 
Blazquez's  depiction  of  the  Cuban  dictator  and  his  policies. 

*  PBS  has  still  not  aired  an  episode  of  The  American  Experience  to  correct  "Holocaust  revisionism"  in 
Liberators:  Fighting  on  Two  Fronts  in  World  War  II.  Congressman  Laughlin  of  Texas  has  delivered  a  speech 
denouncing  this  hoax  on  the  House  floor.  Colonel  James  Moncrief,  Jr.  —  the  senior  surviving  officer  of  the 
Sixth  Armored  Division  which  actually  liberated  Buchenwald  —  presented  written  testimony  to  the  authorizing 
subcommittee  asking  that  PBS  correct  the  historical  record.  I  personally  met  with  Congressman  Joel  Hefley  of 
Colorado  and  Col.  Moncrief  right  here  in  the  Rayburn  Building  to  discuss  this  problem.  Colonel  Moncrief  has 
written  numerous  letters  to  PBS  and  CPB,  yet  the  network  still  refuses  to  air  a  documentary  about  the  actual 
liberators  of  the  Nazi  camps.  If  I  could  find  them  —  and  I  introduced  Col.  Moncrief  to  a  senior  staffer  on  Sena- 
tor Pressler's  Commerce  Committee  as  well  —  so  could  PBS.  CPB  has  done  nothing  whatever  in  this  case, 
despite  its  legal  obligation  to  insure  the  excellence  and  integrity  of  public  broadcasting,  and  the  offer  of  Col. 
Moncrief  s  help. 

*  Frontline  has  aired  a  number  of  troubling  documentaries  in  the  past  year,  including  a  show  about  the 
Speaker  of  the  House  which  included  gratuitous  footage  of  a  heckler  making  offensive  and  possibly  obscene 
remarks  about  allegations  of  sexual  indiscretions;  another  program  about  killings  at  an  abortion  clinic  in  which 
four-letter  words  were  used  without  being  bleeped,  and  in  relation  to  which  a  number  of  women  came  forward 
to  allege  (in  a  story  reported  by  Peter  Steinfels  in  the  New  York  Times)  that  their  point-of-view  had  been  omitted 
by  the  producers  as  a  symptom  of  anti-Catholic  bias;  and  a  third  program  this  year,  about  campaign  contribu- 
tions, which  was  so  unbalanced  that  even  liberal  columnist  David  Broder  condemned  it  in  The  Washington  Post 
for  presenting  a  distorted  portrayal  of  both  the  Clinton  administration  and  Congress.  Neither  CPB  nor  PBS  have 
announced  any  balancing  programming  for  any  of  these  cases. 

At  NPR,  the  situation  has  not  been  any  better.  Some  examples  give  evidence  of  CPB  failure  to  provide 
reasonable  oversight: 

*  NPR  commentator  Andrei  Codrescru  declared  that  some  basic  evangelical  Christian  beliefs  were 
"crap"  and  that  he  hoped  four  million  believers  would  be  "evaporated."  Although  after  protests,  did  NPR  issue  a 
lame  apology,  Christian  Coalition  executive  director  Ralph  Reed's  request  for  two  minutes  of  NPR  airtime  to 
reply  to  the  attack  was  flatly  refused.  No  editors  or  executives  have  been  publicly  disciplined  for  permitting  the 
commentary  on  the  air. 

In  a  letter  dated  February  27,  1996,  Rev.  Donald  Wildmon  of  the  American  Family  Association  wrote 
that  "it  is  absurd  for  the  government  to  be  in  the  public  broadcasting  business. ..There  are  more  than  1300 
Christian  broadcasters  in  America.  Our  government  will  not  give  them  one  penny.  But  we  readily  give  those 
billions  to  PBS,  NPR  and  CPB.  This  is  nothing  more  than  censorship  by  the  government,  to  fund  one  perspec- 
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tive  and  not  another.. .It  is  time  for  PBS,  NPR,  and  CPB  to  get  off  the  government  welfare  dole  and  get  out  and 
raise  their  money  like  other  broadcasters  do." 

*  NPR  has  not  yet  asked  for  a  refund  of  commentary  fees  paid  to  convicted  murderer  Mumia  Abu-Jamal 
for  his  Live  from  Death  Row,  the  book  based  on  these  un-aired  programs  (because  of  protests  from  critics  such 
as  Senator  Dole)  v/hich  is  being  sold  commercially. 

*  NPR  stations  recently  broadcast  "Blacklisted"  —  at  a  cost  of  $160,00,  half  of  which  was  paid  by  CPB 
itself.  The  three-part  series  was  produced  by  the  son  of  screenwriter  Gordon  Kahn,  and  portrayed  his  father  as 
"unjustly  persecuted,"  by  anti-Communists,  as  Accuracy  in  Media's  Reed  Irvine  notes,  in  "an  extreme  form  of 
the  sanitized  obituary."  Irvine  points  out  that  Kahn,  as  a  Communist  Party  member,  was  "part  of  Stalin's  secret 
team  in  Hollywood.. .no  more  decent  and  honest  than  Hitler's  favorite  movie  maker,  Leni  Riefenstahl."  Accord- 
ing to  Irvine,  "Communists  were  trying  to  impose  upon  America  and  the  world  a  system  that  was  at  least  as 
evil,  oppressive  and  dangerous  as  the  Nazism  we  fought  a  war  to  defeat  and  destroy." 

"Kahn  and  his  comrades  failed  to  bring  about  the  triumph  of  Communism,"  says  Irvine.  "It  is  not  they, 
but  those  who  worked  to  stop  them  that  NPR  should  honor."  As  of  this  date,  I  am  not  aware  of  any  three-hour 
NPR  series  presenting  Reed  Irvine's  point  of  view,  or  honoring  anti-Communists  in  Hollywood  such  as  former 
President  Ronald  Reagan. 

Unfortunately,  time  does  not  permit  mentioning  all  the  outstanding  problems  in  public  broadcasting.  Let 
me  just  conclude  with  the  scandal  reported  in  the  Washington  Post  recently,  where  an  innocent  member  of  the 
CPB  board  of  directors  who  had  been  concerned  with  questions  of  financial  mismanagement  found  herself 
smeared  as  a  sex  harasser  after  confidential  personnel  documents  were  leaked  to  reporters.  CPB  spent  an  esti- 
mated $20,000  on  lawyers  "investigating"  this  matter,  yet  never  managed  to  get  around  to  asking  the  alleged 
perpetrator  what  had  happened,  nor  giving  that  person  the  right  to  self  defense. 

Yet  CPB  has  never  managed  to  explain  precisely  how  the  documents  got  to  the  press,  nor  how  manage- 
ment could  justify  the  expenditure  of  tax  dollars  when  no  formal  complaint  of  sexual  harassment  had  ever  been 
filed.  This  widely  reported  case  is  evidence  that  there  is  something  very  wrong  in  public  broadcasting,  suffi- 
ciently wrong  that  even  thinking  about  funding  for  the  year  1999  should  simply  be  postponed  pending  the 
outcome  of  an  investigation  into  how  CPB  treats  such  questions  as  allegations  of  sexual  harassment,  and  what 
efforts  are  made  to  preserve  the  privacy  of  personnel  files. 

In  addition,  articles  in  the  Sunday  Times  of  London  contained  allegations  attributed  to  CPB  officials  — 
which  were  later  found  to  be  without  a  basis  in  fact  —  against  the  First  Lady.  As  of  this  date,  1  have  not  been 
able  to  find  out  who  made  the  charges,  which  were  characterized  at  the  time  by  CPB  board  member  Victor  Gold 
as  part  of  a  "smear."  Insofar  as  CPB  is  required  to  maintain  the  integrity  of  news  and  current  affairs  program- 
ming for  PBS,  NPR.  and  Pacifica,  CPB  should  determine  who  was  behind  this  "smear,"  and  invoke  appropriate 
sanctions.  If  CPB  will  not  do  this.  Congress  has  an  obligation  to  investigate  this  matter,  which  is  a  serious 
blemish  on  the  character  and  trustworthiness  of  public  broadcasting. 

Until  such  basic  questions  as  those  above  have  been  fully  answered  by  CPB,  it  certainly  should  not 
receive  any  advanced  appropriation.  There  are  two  years  for  CPB  to  resolve  these  concerns  by  1998,  when 
appropriations  for  1 999  are  to  be  determined  by  Congress.  The  intervening  period  should  be  used  by  Congress 
to  fully  exercise  its  oversight  responsibilities.  I  remain  confident  any  reasonable  review  will  conclude  that 
continued  federal  funding  for  the  Corporation  for  Public  Broadcasting  is  unnecessary,  unwise,  and  contrary  to 
the  best  interests  of  the  American  public  and  public  broadcasting  itself. 
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Mr.  Porter.  Doctor  Jarvik,  undoubtedly  you  are  aware  that  last 
week  the  authorizing  committee  submitted  legislation  that  would 
authorize  CPB  as  an  independent  agency  with  independent  sources 
of  revenue  no  longer  subject  to  appropriation,  and  would  also  give 
CPB  some  additional  authority  that  they  don't  have  now  to  provide 
more  policing.  Most  of  the  things  youVe  talked  about  are  what  PBS 
has  done,  you  might  as  well  have  talked  about  what  NPR  has  done. 
But  CPB  needs  more  authority  to  handle  those  types  of  biases,  if 
that's  what  you're  describing  them  as  I  assume. 

Mr.  Jarvik.  If  that's  a  question,  I  have  looked  over  the  bill  and 
I  think  it  does  have  some  good  things.  I  think  the  swaps  of  chan- 
nels, the  ability  to  raise  outside  revenue,  all  of  that  is  very  good. 
Unfortunately,  anything  involving  the  Corporation  for  Public 
Broadcasting  causes  grave  concern.  Their  track  record  has  been 
very  bad.  And  at  a  time  when  we're  trying  to  send  things  back  to 
the  States  and  devolve  things  to  local  level,  if  a  university  wanted 
to  sell  its  frequency  and  use  the  money  to  endow  scholarships  for 
poor  students,  say,  I  don't  see  why  Washington  would  have  to  be 
involved  with  that,  why  you  would  need  the  Corporation  for  Public 
Broadcasting  in  that. 

I  don't  think  the  authority  is  the  issue  here.  In  1992  I  was  kept 
informed  of  the  changes  being  made  presumably  to  give  authority 
to  CPB.  There  is  full  authority  for  CPB  in  the  law  right  now  to  bal- 
ance and  supervise  public  broadcasting;  it's  an  obligation  in  fact. 
To  take  the  example  of  the  Pacifica  case  where  Senator  Dole  spoke 
to  the  public  radio  conference  because  people  were  saying  anti-se- 
mitic,  anti-white,  anti-Asian,  ant i -christian  things  subsidized  by 
the  taxpayer.  And  there  was  a  confrontation.  Vic  Gold  asked  them 
to  do  something  about  it  and  Sheila  Tate,  who  was  chairman  at  the 
time,  and  Richard  Carlson — this  isn't  a  Democrat  or  a  Republican 
thing,  and  in  my  written  testimony  I  defend  the  First  Lady.  I've 
talked  to  Roy  Neil,  I've  talked  to  Diane  Blair.  However  you  write 
it  in  authorizing  legislation,  the  problem  is  actually  living  up  to  its 
obligations. 

Mr.  Porter.  I  would  say  that  at  this  point  your  testimony  might 
be  more  relevant  at  the  authorizing  hearing.  They  will  have  further 
hearings  I  assume  on  this. 

Mr.  Jarvik.  Well,  I  thank  you.  I  must  say  I  am  grateful  to  testify 
here. 

Mr.  Porter.  We're  happy  to  have  you  here,  don't  get  me  wrong. 

Mr.  Jarvik.  I  was  never  invited  by  Chairman  Fields  in  any  way 
to  comment  at  any  stage. 

Mr.  Porter.  Well,  we're  delighted  to  have  your  testimony  here. 
I  think  if  the  legislation  is  adopted,  then  obviously  the  matter  will 
after  the  year  2000  be  out  of  our  hands  because  it  won't  be  subject 
to  appropriations  any  longer.  But  we  thank  you  for  coming  today. 
We  appreciate  your  testimony. 

Mrs.  Lowey? 

Mrs.  Lowey.  Mr.  Chairman,  I  just  want  to  address  one  point. 
We've  had  an  extensive  debate  on  this  issue  certainly  in  past  ses- 
sions and  I  don't  want  to  enter  into  the  debate  today,  but  I  think 
it's  important  to  clarify  for  the  record  that  the  $1  billion  that  Mr. 
Jarvik  refers  to  is  the  total  dollars  that  J.C.  Penney,  WalMart,  and 
the  other  stores  are  making  and  that  the  percent  that  CTW  gets 
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is  about  $18  million.  So  the  $1  billion  is  not  really  accurate  and 
I  just  wanted  to  state  that  for  the  record,  Thank  you. 
Mr.  Porter.  Thank  you,  Doctor  Jarvik. 

The  second  bell  has  rung.  The  subcommittee  will  stand  in  recess 
for  ten  minutes  in  order  to  allow  the  members  to  vote  and  then  we 
will  return. 

[Recess.] 


Wednesday,  March  6,  1996. 

WITNESS 

DENIS  P.  DOYLE,  HERITAGE  FOUNDATION 

Mr.  Porter.  The  subcommittee  will  come  to  order.  The  next  wit- 
ness is  Denis  P.  Doyle,  Senior  Fellow  in  Education,  the  Heritage 
Foundation,  testifying  regarding  rethinking  Title  I. 

Mr.  Doyle.  Mr.  Chairman,  it's  a  pleasure  to  be  here.  Thank  you 
for  having  me.  I  have  prepared  remarks  which  I  will  ask  for  per- 
mission to  submit  to  the  committee  for  inclusion  in  the  record.  I 
will  speak  from  notes  to  spare  you  the  length. 

I  thought  it  might  be  interesting,  given  the  fact  that  this  is  still 
a  fairly  new  Congress,  to  go  back  and  look  at  the  historical  record 
about  Title  I  to  refresh  our  collective  memories  about  where  the 
program  came  from  and  why  it's  important.  It's  about  thirty  years 
old,  enacted  in  1965  under  Mr.  Johnson's  mandate  as  the  leader  of 
the  Great  Society,  and  it  spends  about  $6  billion  a  year.  It  reaches 
almost  every  congressional  district  in  the  Nation.  The  bad  news  is 
it  has  what  researchers  refer  to  as  "little  or  no  sustaining  effects." 
That  is  to  say,  it's  purpose  is  to  improve  the  education  performance 
of  poor  children,  not  just  black  and  minority  as  the  public  might 
think,  but  all  poor  children,  white  as  well  as  black  and  minority, 
across  the  country,  largely  concentrated  in  urban  and  rural  areas, 
the  suburban  areas  being  somewhat  more  affluent.  It  does  not  in 
fact  in  any  systematic  way  improve  the  performance,  at  least  so  far 
as  we  can  tell  from  research.  It  is  an  issue  which  is  now  before  tha 
Senate  and  Mr.  Jeffords  committee  is  looking  into  this  same  set  of 
questions,  though  it  is  a  matter  of  interest  to  both  Houses  of  the 
Congress. 

I  think  it  is  probably  interesting,  I  hope  it  is,  to  you,  at  least  it 
was  to  me,  to  reflect  a  bit  on  where  the  program  came  from.  Mr. 
Johnson  when  he  became  President,  you  remember,  in  a  flurry  of 
activity  enacted  an  extraordinary  series  of  legislative  bills.  The 
most  difficult  in  some  respects  was  education.  There  had  been  for 
150  years  strong,  deep,  even  vehement  opposition  to  a  Federal  role 
in  education  really  based  on  three  areas,  as  I  characterize  it  in  my 
research,  what  I  call  race,  religion,  and  region,  to  give  it  a  nice  al- 
literation. 

The  issue  of  race  was  solved  very  quickly,  as  it  were,  at  least  in- 
tellectually by  the  Brown  decision  a  decade  before  in  1954.  No 
longer  was  there  the  fear  on  the  part  of  some  that  a  Federal  role 
would  lead  to  or  lead  away  from  racial  integration.  That  issue  was 
settled  by  the  court. 

The  issue  of  religion  was  more  pronounced  and  remains  with  us 
to  this  day,  and  that  is  a  pervasive  fear  on  the  part  of  some  Ameri- 
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cans  that  a  Federal  role  would  lead  to  support  of  religiously  affili- 
ated schools,  among  many  other  Americans  was  the  fear  that  ex- 
actly the  opposite  would  happen,  that  Title  1  or  programs  like  it 
would  deny  benefits  to  children  who  attend  religiously  affiliated 
schools.  The  compromise  achieved  by  Mr.  Johnson  was  deliver  the 
vote  to  the  big  city  Democrats  on  behalf  of  Federal  aid  to  education 
on  the  condition  that  Title  1  benefits  would  be  extended  to  young- 
sters who  attended  religiously  affiliated  schools.  Not  to  put  too  fine 
a  point  it,  the  issue  was  Catholic  schools  and  Lutheran  schools,  the 
two  biggest  providers  of  non-public  education.  The  big  city  Demo- 
crats withheld  their  votes  until  that  deal  was  struck,  Mr.  Johnson 
agreed,  and  the  rest  is  history. 

Twenty  years  go  by  in  kind  of  a  fast  forward  and  in  Aguilar  v. 
Felton,  the  Supreme  Court  case  which  has  a  bearing  in  this  discus- 
sion, the  U.S.  Supreme  Court  in  a  five  to  four  vote  struck  down  the 
twenty  years  of  relatively  effective  cooperation  between  the  public 
and  private  sectors  in  which  private  schools,  again  principally 
Catholic  and  Lutheran  schools,  had  received  benefits  through  pro- 
grams to  provide  reading  and  mathematics  programs  for  their  poor 
students  who  were  enrolled  in  those  schools.  An  interesting  foot- 
note, the  case  was  litigated  by  A.  Dick  Howard  of  the  UVA  School 
of  Law.  He  predicted  correctly  that  the  swing  vote  would  be  Mr. 
Justice  Powell.  He  argued  the  case  to  Mr.  Powell  and  Mr.  Powell 
in  his  concurrent  opinion  pleads  with  the  Congress  in  striking  this 
down  to  go  back  and  fashion  a  constitutionally  defensible  remedy, 
one  that  would  withstand  the  judicial  scrutiny,  one  which  Mr.  Pow- 
ell suggests  would  be  a  voucher  program  or  a  voucher-like  program, 
which  is  what  I'm  here  to  encourage  you  to  do  today. 

The  reason  being  that  the  bureaucracies  that  deal  with  Aguilar 
implementation,  not  only  such  big  school  systems  as  the  city  of 
New  York,  have  really  reached  their  wits  end.  They  find  that  they 
can  no  longer  comply  with  the  court  provisions  in  any  sensible  or 
rational  way.  By  way  of  illustration,  last  year  the  city  of  New  York 
spent  $16  million  buying  buses  and  computers  to  sanitize  a  provi- 
sion of  Title  1  services  for  children  in  religiously  affiliated  school, 
of  whom  in  New  York  they  are  largely  Catholic  and  Jewish  young- 
sters. The  purpose  is  to  avoid  excessive  entanglement.  The  city  of 
New  York  will  drive  a  bus  up  to  the  school  grounds  and  the  kids 
stepping  off  the  school  grounds  onto  the  first  step  of  the  bus  are 
magically  enthroned  in  a  safe  or  neutral  zone  so  there  is  no  longer 
excessive  entanglement.  This  would  be  funny  if  it  were  not  true.  It 
is  a  Kafkaesque  bureaucratic  response.  To  give  you  one  other  illus- 
tration, Title  1  computers  can  be  made  available  to  youngsters  in 
religiously  affiliated  schools  so  long  as  the  computers  are  disabled 
and  can  be  used  only  for  Title  1  activity.  For  a  Nation  founded  on 
principles  of  religious  toleration,  religious  freedom  to  become  ac- 
tively hostile  to  youngsters  in  religious  settings  it  seems  to  me  to 
be  nothing  short  of  bizarre. 

What  do  we  know  about  why  Title  1  doesn't  seem  to  have  sus- 
taining effects?  Not  very  much  but  we  do  know  why  schools  in  gen- 
eral don't  seem  to  have  sustaining  effects,  and  that  is  that  big 
giant  anonymous  bureaucratic  institutions  do  not  work  very  well 
for  anybody,  rich  or  poor,  black  or  white,  east  or  west,  north  or 
south.  And  the  work  of  people  like  James  Coleman,  the  genera- 
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tion's  leading  research  sociologist  now  unfortunately  dead,  but  his 
seminal  work  I  think  proved  conclusively  that  poor  youngsters,  and 
particularly  poor  black  youngsters,  do  better  in  parochial  schools 
than  they  do  in  public  schools.  His  research  findings  of  course  are 
questioned,  everyone's  are,  but  the  overwhelming  thrust  of  the  re- 
search is  so  convincing  and  so  persuasive  that  I  think  no  one  can 
successfully  challenge  his  preliminary  finding  and  overall  finding 
that  these  small  schools  in  fact  do  a  better  job.  The  do  a  better  job 
for  a  lot  of  obvious  reasons — they  are  small  to  begin  with,  they  are 
focused,  they  have  high  academic  standards,  they  have  high  expec- 
tations for  all  their  students,  they  treat  all  students  of  all  races 
with  equal  dignity  and  respect,  they  expect  all  of  them  to  achieve, 
and  in  fact  they  do  achieve. 

The  reason  I  would  submit  that  Chapter  1  is  not  working  is  it 
is  simply  an  overlay  program  on  an  existing  system  of  public 
schools  that  themselves  aren't  working.  Title  1  was  conceived  origi- 
nally in  a  fever  of  optimism  and  excitement,  experimentation  and 
hope  to  improve  the  lot  of  poor  children.  It  has  not  done  so.  It 
seems  to  be  clearly  now  the  opportunity  of  the  Congress  to  do 
something  about  it.  And  the  thing  to  do  about  it  is  to  create  at 
least  on  a  trial  basis  the  opportunity  to  have  chapter  1  vouchers. 

Mr.  Porter.  Mr.  Doyle,  you've  reached  your  five  minute  limit.  If 
you  could  summarize  very  quickly.  I  have  a  question  or  two  and 
perhaps  other  members  do  as  well. 

Mr.  Doyle.  All  right.  Let  me  simply  close  at  this  point  and  en- 
courage you  to  glance  at  the  testimony.  I've  written  a  rather  long 
book  on  this,  five  other  books  on  education  and  will  be  happy  to 
provide  additional  information  to  the  committee  if  it  would  be  use- 
ful to  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  members  of  the  Committee,  I  am  pleased  to  have  the  opportunity  to 
appear  before  you  today  as  you  consider  proposals  to  change  funding  for  the  several 
education  programs  supported  by  the  federal  government.  As  a  point  of  departure,  I 
was  struck  by  the  Thursday,  February  29,  1 996  Wall  Street Journal  report  that  the 
Congress  has  identified  more  than  750  education  programs  in  various  departments  and 
agencies  of  the  Federal  government,  a  number  well  beyond  the  scope  of  my  five  minute 
presentation  today.  Indeed,  I  will  limit  my  comments  to  one  program,  the  largest  and 
most  ambitious  in  the  federal  arsenal,  Title  I. 

As  you  and  your  colleagues  know,  Title  I  was  an  invention  of  President  Johnson's  Great 
Society.  Enacted  in  1965  with  great  fanfare,  it  was  designed  to  reach  poor  children 
across  the  board,  from  all  geographic  regions,  of  all  races  and  ethnic  groups,  in  all 
school  settings:  public,  private  non-sectarian,  and  private,  religious  schools.  The  terms 
of  its  enactment  were  so  unusual  that  they  bear  re -examination. 

Until  President  Johnson's  elevation  to  the  presidency,  no  president  had  even  attempted  a 
major,  federal  education  program  for  elementary  schools.  Americans  were  skeptical, 
even  hostile  to  the  idea  of  federal  encroachment  on  education.  Local  control  was  a 
tradition  as  old  and  as  venerable  as  the  Republic,  and  citizens  of  both  parties  and  all 
regions  guarded  their  prerogative  jealously.  While  President  Eisenhower  had  adopted  a 
number  of  education  programs  in  response  to  Sputnik,  reflecting  a  tradition  one  and 
one-half  centuries  old,  the  nation  as  a  whole  was  reluctant  to  support  general  programs 
of  federal  aid  to  elementary  and  secondary  schools. 

In  addition  to  the  robust  and  long  standing  commitment  to  local  control,  another  factor 
was  at  work:  if  there  were  federal  aid  available,  would  it  be  for  all  children,  without 
regard  to  whether  they  attended  public  or  non-public  school,  or  would  it  be  restricted 
to  public  schools  only?  Not  to  put  too  fine  a  point  on  it,  the  question  was  whether  or 
not  poor  children  in  Catholic  schools  would  receive  aid  on  an  equal  footing  with 
children  in  public  schools. 

This  is  not  an  academic  point.  Indeed,  the  whole  fate  of  the  federal  role  in  education 
hinged  on  this  issue  alone.  The  decision  of  the  Congress,  at  the  urging  of  the  President, 
was  that  all  eligible  children  should  receive  federal  support  whether  they  attended 
public  or  private  school.  Interestingly,  this  issue  was  raised  by  and  the  decisive  votes 
cast  by  big  city  democrats.  Indeed,  they  withheld  their  votes  subject  to  meeting  the 
condition  that  all  poor  children  must  be  eligible,  not  just  public  school  children.  This 
was  an  historic  and  honorable  compromise.  Federal  aid  to  public  schools  would  not 
have  become  a  reality  without  it.  In  this  case,  at  least,  the  nation's  public  schools'  best 
friends  were  private  schools. 

Let  me  provide  some  sense  of  scale.  Between  1966  and  1995  the  federal  government 
spent  nearly  one  hundred  billion  dollars  on  education  aid  to  the  disadvantaged,  of 
which  the  vast  majority  was  for  Title  I;  about  three  percent  of  that  money  made  its  way 
to  support  privates  school  students,  the  fact  that  they  make  up  about  twelve  percent  of 
total  enrollment  notwithstanding.  Even  though  private  school  support  had  lead  to 
enactment  of  Title  I,  public  school  officials  across  the  nation  were  slow  to  include 
private  schools  in  Title  I  programs  yet  Title  I  represented  the  greatest  single  windfall  for 
public  schools  in  their  history.  It  is  important  to  re -emphasize  this  little  noted  fact:  the 
windfall  was  thanks  to  and  at  the  expense  of  private  schools.  But  public  school  officials 
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had  short  memories  and  a  weakly  developed  sense  of  obligation  to  their  counterparts  in 
private  schools. 

Even  though  the  public  schools  had  been  slow  to  respond,  respond  they  finally  did  and 
the  relationship  that  emerged,  if  not  cordial,  was  correct.  And  in  spite  of  significant 
bureaucratic  hurdles,  Title  I  funds  for  private  school  children  flowed.  Not  in  amounts 
as  large  as  might  have  been  expected,  but  the  program,  limited  though  it  was,  worked. 

Twenty-five  year  later,  the  portion  of  Title  I  that  supported  private  school  children  was 
virtually  destroyed,  first  by  action  of  the  Court  in  Aguilar  v.  Felton,  then  by 
Congressional  inaction.  And  public  school  officials  never  raised  their  voices  to  support 
private  education.  The  Court  struck  down  twenty-five  years  of  a  relatively  successful 
program  through  which  private  school  students  received  limited  services  by  ruling  that 
the  practices  by  which  Title  I  funds  were  delivered  to  non -public  schools  created 
"excessive  entanglement  between  church  and  state,"  thus  violating  the  constitutional 
ban  against  public  support  for  religion. 

Today,  the  number  of  private  school  children  served  by  Title  I  has  fallen  significantly 
and  the  cost  of  services  to  them  has  risen  dramatically.  The  reason?  The  extraordinary 
lengths  to  which  the  Aguilar  decision  has  driven  even  well  intentioned  school  districts. 
New  York  City,  for  example,  with  the  largest  Title  I  program  in  the  country,  has  been 
using  Title  I  busses  (something  like  bookmobiles  of  old)  to  bring  Title  I  services  to 
eligible  private  school  students.  No  longer  permitted  (by  Aguilar)  to  send  public  school 
teachers  into  Catholic  (and  other  religious)  schools,  the  busses  pull  up  at  the  curb 
(which  is  public  space)  and  the  children  leave  their  school  as  they  set  foot  in  this  mobile 
class  room. 

In  addition  to  busses,  Title  I  "infrastructure"  for  non-public  school  students  includes 
computers  that  are  programmed  to  work  only  with  Title  I  programs  in  them.  Imagine, 
a  computer  with  a  "v"  chip  that  prohibits  children  in  religious  schools  from  studying 
anything  except  secular  subjectsl 

If  it  were  not  true  it  would  be  funny.  New  York  City  reports  that  $16  million  of  its  Title 
I  funds  will  go  for  infrastructure  not  instruction.  It  isja  Kafaesque  solution  to  a  problem 
created  by  a  Court  unable  to  make  sense  out  of  its  ownlristory  of  tortured 
interpretations  of  the  constitutional  requirement  that  church  and  state  be  separated.  In 
striking  down  the  practices  that  lead  to  the  Aguilar  decision,  the  court  put  the  ball 
back  in  Congress'  hands,  not  implicitly,  as  all  decisions  do,  but  explicitly  and 
deliberately. 

The  Court  invited  the  Congress  to  fashion  a  constitutionally  defensible  method  of 
funding  children  who  attend  non -public  schools.  In  particular,  Mr.  Justice  Powell, 
writing  in  his  concurring  opinion,  makes  the  point  that  if  Congress  could  develop  a 
strategy  for  helping  children  in  denominational  schools  -  without  using  public  schools 
-  the  court  would  be  likely  to  accept  it.  Congress  could  create  a  Title  I  voucher  system, 
an  approach  that  would  survive  judicial  scrutiny.  That  the  Congress  did  not  respond  to 
this  invitation  is  public  knowledge. 

The  reason  for  it  is  not.  The  public  schools  —  which  had  been  the  principal 
beneficiaries  of  Title  I  over  the  years  —  refused  to  come  to  the  aid  of  their  private  school 
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compatriots,  whose  initial  support  had  permitted  the  program  to  come  into  existence  in 
the  beginning. 

It  is  time  for  the  worm  to  turn. 

It  is  now  widely  recognized  that  there  are  two  major  problems  with  Title  I;  the  first  and 
in  some  respects  most  formidable  is  that  the  program  does  not  produce  what 
researchers  call  "sustaining  effects."  Put  most  bluntly,  Title  I  does  not  appear  to  make  a 
difference  in  the  lives  of  children.  While  the  program  appears  to  do  no  harm  (the  first 
test  for  any  helping  service  as  all  physicians  know)  it  is  not  clear  that  it  does  much 
good.  Or  if  it  does  do  much  good,  it  is  not  clear  for  whom  and  in  what  circumstances. 
The  fact  that  Title  I  does  not  do  what  it  was  intended  to  do  —  significantly  improve  the 
academic  performance  of  low  income  and  low  achieving  students  —  means  that  the 
current  program  configuration  can  no  longer  be  defended. 

Ironically,  there  is  a  growing  body  of  evidence  about  what  does  make  a  difference  in 
the  education  of  poor  children:  researchers  and  practitioners  both  know  that  a  school 
with  a  shared  culture,  a  shared  commitment  to  academic  excellence  makes  a  difference. 
They  know  that  expectations  make  a  difference.  They  know  that  high  standards  make  a 
difference.  They  know  that  a  safe  and  orderly  learning  environment  makes  a 
difference.  Most  important,  it  is  clear  that  religiously  affiliated  schools  share  all  these 
characteristics.  The  work  of  James  Coleman,  perhaps  the  nation's  most  important 
research  sociologist  (who  died  only  recently)  makes  the  point  unequivocally.  Poor 
youngsters    particularly  poor  black  youngsters  --  do  better  in  parochial  school  than 
in  public  school. 

Critics  assert  that  Coleman's  work  is  flawed;  no  doubt  it  is  in  some  small  ways.  But  the 
overall  findings  have  not  been  challenged.  Indeed,  in  any  other  field  --  housing,  health, 
transportation  the  environment  --  findings  as  robust  as  Coleman's  would  form  the  basis 
of  new  policy.  As  they  should  for  Title  I.  Originally  launched  as  a  demonstration,  fueled 
as  much  by  hope  as  fact,  Title  I  should  continue  to  be  the  source  of  flexibility  and 
innovation,  not  a  program  cast  in  the  concrete  of  the  Great  Society. 

Indeed,  both  the  spirit  of  Title  I,  and  research  of  the  kind  produced  by  James  Coleman, 
presents  the  Congress  with  the  opportunity  --  nay,  the  obligation  --  to  make  significant 
program  changes.  I  will  return  to  those  later.  The  second  problem  is  that  schools 
across  the  country  --  but  most  notably  New  York  --  are  at  their  wits  end  With  Aguilar 
compliance.  It  is  so  clumsy  and  bureaucratic  --  and  so  obviously  so  --  that  not  even 
these  giant  bureaucracies  can  any  longer  tolerate  it.  As  a  consequence  they  are  seeking 
relief.  New  York  is  going  to  Court  to  get  Aguilar  overturned.  According  to  Education 
Week,  Secretary  Riley  supports  New  York  City. 

In  this  connection  they  have  some  reason  to  be  optimistic.  This  court  has  changed  since 
Aguilar  and  now  appears  ready  to  change  its  decision.  Five  justices  have  expressed  an 
interest  in  doing  so.  (As  Senator  Daniel  Patrick  Moynihan  reminds  us  in  his  wonderful 
article,  What  Do  You  Do  When  the  Supreme  Court  is  Wrong?  You  wait,  as  the  Court's 
"most  enduring  practice  is  to  reverse  itself.") 

In  an  energetic  and  robust  democracy,  however,  the  possibility,  even  the  probability,  of 
the  Court  reversing  itself  should  offer  only  scant  comfort.  In  particular,  the  Congress 
has  within  its  power  the  opportunity  and  the  capacity  to  do  the  right  thing  on  its  own; 
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it  which  case  the  Court  can  simply  ratify  the  action  at  some  later  date.  More  to  the 
point,  the  Court  is  a  blunt  instrument  and  the  Congress  can  legislate  with  some 
precision. 

To  be  precise,  the  Court  will  not  institute  aid  to  individuals,  but  the  Congress  can.  The 
best  that  could  be  expected  from  the  Court,  with  no  new  statute  to  interpret,  in 
reversing  Aguilar  is  a  return  to  the  status  quo  ante  bellum.  That  is  not  good  enough. 
It  is  time  to  return  to  first  principles.  Indeed,  the  only  intellectually  defensible  federal 
role  in  education  is  one  in  which  Uncle  Sam  supports  all  Americans  equally.  The  US 
Congress  has  no  more  interest  in  a  narrow  program  of  support  for  public  schools  qua 
public  schools,  than  it  would  have  in  a  program  detrimental  to  public  schools.  The 
Congressional  test  should  be  neutrality  and  equal  treatment  of  equals.  Just  as  the 
original  Title  I  legislation  was  based  on  the  conviction  that  all  poor  children  --  no 
matter  whether  they  attend  government  or  private  school  --  should  be  beneficiaries  of 
federal  largess. 

That  is  the  principle  of  the  GI  Bill;  it  should  be  no  less  a  principle  in  lower  education. 
Indeed,  in  a  little  known  footnote  to  the  GI  Bill,  service  men  and  women  were  eligible  to 
use  their  GI  Bill  benefits  to  complete  high  school  and  some  significant  number  did  just 

that. 

Tne  guiding  principle  for  Title  I  reform,  then,  should  be  reconnecting  the  Title  I 
program  to  its  true  beneficiaries,  students,  not  schools.  As  it  is,  Title  I  now  commits 
more  than  $1,000  to  each  eligible  child;  if  that  money  were  available  as  a  Title  I  voucher 
it  would  permit  children  to  select  schools  that  best  serve  their  needs,  public,  private 
non-sectarian,  or  private  religious.  Now  a  thousand  dollars  a  child  may  not  sound  like 
much  in  the  public  sector  --  particularly  in  cities  like  Washington  DC  where  per  pupil 
expenditures  are  about  ten  thousand  dollars  a  year  in  public  school.  But  the  facts  of  the 
private  school  world  are  quite  different. 

True,  the  First  Child's  private  school  costs  well  over  ten  thousand  dollars  a  year  but  that 
is  the  exception,  not  the  rule,  in  the  world  of  private  schools.  Nationally  there  are 
about  28,000  private  schools  and  they  are,  on  average,  low  cost  institutions.  For 
example,  in  1990  average  tuition  in  Catholic  secondary  schools  was  $2,878  per  year 
and  average  tuition  in  Catholic  elementary  schools  was  $1,243;  average  tuition  in  non- 
Catholic  private  secondary  schools  was  $4,395  and  $1,780  in  private  elementary 
schools.  In  the  private  school  world,  one-thousand  dollars  is  a  lot  of  money.  (By  way 
of  contrast,  average  per  pupil  expenditures  in  public  schools  in  1990  were  $6,472  in 
secondary  schools  and  $5,177  in  elementary  schools.) 

As  you  know,  a  number  of  communities  across  the  country  are  trying  vouchers  or 
voucher  like  mechanisms  to  see  if  they  will  make  a  difference  in  the  lives  of  children. 
The  two  most  notable  examples  are  Milwaukee  WI  and  Cleveland  OH;  in  those 
communities  --  in  any  community  anywhere  in  the  nation  --  flexible  Title  I  funding 
(letting  dollars  follow  children)  could  make  an  enormous  difference.  In  this  connection 
beware  the  critics;  unhappily,  in  schools  as  in  other  parts  of  public  life,  self-interest  is 
paramount.  At  minimum  even  the  most  ardent  member  of  a  special  interest  group 
should  be  pressed  hard  as  to  why  the  Congress  should  not,  at  minimum,  permit  states 
and  localities  to  use  their  Title  I  funds  as  vouchers. 
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I  want  to  close  with  two  final  points.  First,  no  program  could  be  more  appropriate  to 
the  pedagogical  needs  of  today;  public  schools  in  our  big  cities  have  become 
bureaucratic  nightmares,  often  frightening  places  to  teach  in  or  attend.  Teachers  are  as 
much  losers  in  this  equation  as  students.  Title  I  vouchers  would  free  the  teacher  as  they 
freed  the  student.  At  issue  is  not  competition  for  Title  I  vouchers  (though  there  would 
be  some  and  it  would  be  welcome).  One-thousand  dollars  a  child  will  not  unleash 
massive  competitive  pressures.  What  it  will  do  is  permit  families  to  choose  schools  that 
are  consistent  with  their  values.  And  it  will  permit  teachers,  who  ultimately  manage 
these  resources,  to  do  so  with  more  professional  autonomy  and  flexibility. 

Second,  it  is  by  now  universally  recognized  that  the  nation  faces  a  moral  as  well  as  a 
public  school  crisis.  Not  surprisingly,  the  two  issues  are  intertwined,  inextricably. 
They  cannot  be  separated.  From  the  time  of  the  ancient  Greeks  to  the  present, 
thoughtful  men  and  women  have  known  that  the  single  most  important  purpose  of 
schooling  is  character  formation,  to  turn  boys  and  girls  into  men  and  women  who 
know  right  from  wrong,  good  from  bad.  Successful  schools  impart  the  values  of 
democratic  capitalism  --  honesty,  self-respect,  respect  for  others,  tolerance,  enterprise, 
diligence,  moderation,  forbearance,  courage.  It  is  precisely  to  these  issues  that  religious 
schools  are  most  committed. 

The  most  recent  report  of  the  Public  Agenda  Foundation  indicates  that  Americans  across 
the  board  prefer  private  to  public  schools;  families  with  the  resources  have  long  acted 
on  this.  Witness  the  First  Child.  Witness  the  behavior  of  members  of  Congress,  of 
whom  about  one -third  use  private  schools.  Witness  the  behavior  of  public  school 
teachers.  Of  those  with  the  means  (twice  the  median  family  income)  as  many  as  half  -- 
in  big  cities  --  enroll  their  children  in  private  schools. 

The  effect  of  Aguilar  has  been  to  actively  discourage  poor  children  from  attending 
non -government  schools  by  penalizing  them  if  they  do.  The  price  of  Aguilar  is  to  lose 
benefits,  or  make  it  so  awkward  to  claim  them  that  it  is  hardly  worth  the  candle.  It  is  a 
bizarre  commentary  on  modern  times  that  a  nation  founded  on  a  commitment  to 
religious  freedom  would  produce  policies  actively  hostile  to  religion.  More  bizarre  yet 
that  the  burden  should  fall  most  heavily  on  the  poor. 

This  Congress  has  before  it  an  historic  opportunity:  convert  Title  I  into  a  voucher 
program.  Let  poor  families  --  not  bureaucrats  --  decide  where  their  children  will  go  to 
school,  government  or  non -government,  secular  or  non-secular  as  the  case  may  be. 

-  end  - 


For  a  more  complete  discussion  of  these  issues,  see  Separation  of  Church  and  Child:  The 
Constitution  and  Federal  Aid  to  the  Schools,  Vitullo- Martin,  Thomas  and  Cooper,  Bruce, 
with  a  foreword  by  Denis  P.  Doyle,  Hudson  Institute,  1987. 
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Mr.  Porter.  Mr.  Doyle,  I  think  some  of  the  members  of  the  sub- 
committee, including  the  Chairman,  certainly  agree  with  you  that 
Title  1  has  not  been  effectual  in  achieving  the  ends  for  which  it 
was  designed.  This  of  course  is  not  the  authorizing  committee  nor 
can  we  create  any  kind  of  a  different  program.  All  we  can  do  is 
fund  or  not  fund.  What  do  you  say  in  response  to  the  argument 
made  most  recently  that  Title  1  has  just  been  reauthorized  in  1994 
and  changes  in  the  new  law  are  going  to  make  a  better  Title  1  and 
therefore  better  results? 

Mr.  Doyle.  I  think  not.  The  evidence  so  far  is  it  does  not  make 
much  difference.  The  recent  report  on  it  has  suggested  that  is  in 
fact  the  case.  It  is  being  spread  more  thinly  over  more  children  in 
bigger  school  settings  and  I  think  probably  just  the  opposite  is 
needed,  more  intensive  treatment  of  individual  youngsters.  I  might 
just  add  that  $1,000  a  child,  which  is  about  what  Title  1  authoriza- 
tion would  be  worth,  is  a  lot  of  money  in  a  private  school  setting, 
not  a  lot  of  money  in  a  public  school  setting.  A  typical  Catholic 
school  in  Washington,  D.C.  charges  about  $1300  a  year  at  the  ele- 
mentary level.  The  typical  child  in  Washington,  D.C.  in  the  public 
school  is  having  about  $10,000  spent  on  him  or  her  with  almost  no 
measurable  impact. 

Mr.  Porter.  Are  you  aware  of  what  has  been  done  recently  in 
my  home  State  of  Illinois  regarding  the  Chicago  public  schools? 

Mr.  Doyle.  I've  not  followed  with  care,  although  I'm  a  product 
of  those  schools  and  have  two  diplomas,  8th  grade  and  12th  grade, 
signed  by  Benjamin  Willis. 

Mr.  Porter.  The  general  assembly  last  year  eliminated  the  Chi- 
cago Board  of  Education  entirely  which  was  by  many  accounts  a 
heavily  bureaucratic-laden  place  of  waste  and  put  the  office  of  the 
Mayor  of  the  city  of  Chicago  in  charge  of  the  Chicago  public 
schools.  The  Mayor  has  dug  into  this  with  the  same  gusto  that  he 
used  to  dig  into  the  Chicago  colleges.  He  put  Ronald  J.  Gidwitz,  the 
president  of  Helene-Curtis,  in  charge  of  the  Board  of  Higher  Edu- 
cation in  Chicago  and  it  did  wondrous  things  to  improve  Chicago 
colleges.  Now  they  are  intending  to  do  the  same  thing.  Do  you 
think  that  will  be  enough,  or  do  you  think  the  flaws  are  so  deep 
that  it  will  be  impossible? 

Mr.  Doyle.  I  think  the  flaws  are  very  deep  but  not  impossible. 
I'm  optimistic  about  the  public  schools.  Over  the  long  haul  they  are 
large,  robust,  an  underlying  vigor  there.  The  teaching  force  is  prob- 
ably better  than  we  deserve,  energetic  and  resourceful.  The  leader- 
ship is  not  always  what  one  would  hope  for.  I  would  think  that  in 
the  case  of  Chicago,  if  Mr.  Daley  and  the  Chicago  citizenry  did 
have  Title  1  vouchers  at  their  disposal,  they  would  be  able  to  wield 
much  more  scalpel-like  precision  as  they  begin  to  think  about 
school  reform.  The  money  would  flow  to  either  private  or  public 
schools.  Public  schools  that  did  a  good  job  would  get  their  Title  1 
vouchers.  It  would  provide  increased  professional  opportunities  for 
teachers  and  for  administrators,  and  I  think  it  would  significantly 
strengthen  the  hand  of  Chicagoans  who  are  concerned  about  school 
reform. 

Mr.  Porter.  Mr.  Riggs,  do  you  have  a  question? 
Mr.  RiGGS.  Mr.  Chairman,  I  might  just  say  that  I  had  the  oppor- 
tunity to  meet  the  new  superintendent  of  Chicago  public  schools 
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when  I  went  on  Jesse  Jackson's  show  and  found  him  to  be  a  very 
impressive  and  dynamic  man.  I  would  also  like  to  note,  Mr.  Chair- 
man, since  I  do  serve  on  the  policy  committee,  that  I  share  your 
concerns  that  Title  1  has  effectively  become  sort  of  an  operating 
subsidy  for  public  school  districts  including  the  100  most  affluent 
school  districts  in  the  country.  We  have  drifted  far  away  from  the 
original  congressional  intent  which  was  to  provide  targeted  Federal 
taxpayer  assistance  to  economically  and  educationally  disadvan- 
taged young  people.  So  we  look  forward  to  working  with  you,  sir, 
and  the  Heritage  Foundation  to  see  if  we  can  bring  about  some 
changes  to  this  program  that  would  redirect  those  monies  to  where 
they're  most  needed. 
Mr.  Porter.  Mr.  Miller? 

Mr.  Miller.  Mr.  Chairman,  I  was  on  the  authorizing  committee 
when  we  reauthorized  Title  1.  Actually,  President  Clinton  tried  to 
target  the  money  back  to  the  way  it  was  originally  designed.  But 
just  about  every  congressional  district  in  the  country  relies  on  that 
money  and  so  once  you  get  attached  to  it,  it's  hard  to  give  it  up, 
and  that's  the  concern  that  people  have.  But  we  have  this  pot  of 
money  for  education,  and  although  it  is  not  a  large  part  in  the  total 
amount  of  money  for  K  through  12,  Title  1  of  course  is  the  largest 
amount  of  it.  Are  you  advocating  the  voucher  direction  for  Title  1? 
Look  at  the  total  pot  of  money  we  have  for  K  through  12.  How 
would  you  use  that  money? 

Mr.  Doyle.  As  a  researcher,  I  would  strongly  urge  the  Congress 
to  maintain  an  active  data-gathering  research  capability.  It  is  es- 
sential not  only  for  me  but  for  the  Nation's  governors  to  have  ac- 
cess to  comparative  information  about  how  kids  are  doing  and  how 
they've  done  historically.  And  for  the  rest  of  it,  Title  1 
voucherization  would  send  a  very  clear  message  to  the  public  at 
large  and  the  educators  in  particular  that  the  family  was  the 
central  element  of  interest  and  that  the  child  was  being  supported 
and  that  was  really  what  the  Congress  cared  about.  For  the  rest 
of  it  at  the  elementary  and  secondary  level,  I  would  recommend  the 
block  grants,  block  granting  the  whole  amount  that's  left  over  and 
consolidating  this  huge  number  of  small  special  interest  programs 
and  letting  the  States  and  localities  make  informed  decisions  about 
how  to  spend  that  money  on  their  own.  The  fact  is  that  education 
is  in  the  national  interest  and  it's  the  State's  responsibility,  as  re- 
gards most  State  Constitutions.  But  it  is  quintessentially  a  local 
and  family  affair  and  the  best  teachers  and  the  best  principals  now 
recognize  that.  There  is  not  very  much  that  a  remote  bureaucracy 
can  do  except  to  cajole  and  exhort  and  egg  people  on.  So  I  think 
the  closer  you  bring  the  money  to  the  action  the  more  good  it  will 
do. 
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Mr.  Porter.  Mr.  Doyle,  thank  you  very  much  for  your  testimony. 
We  very  much  appreciate  it. 
Mr,  Miller  will  assume  the  Chair. 


Wednesday,  March  6,  1996. 
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MARK  WILSON,  HERITAGE  FOUNDATION 

Mr.  Miller  [presiding].  Mr.  Wilson,  welcome. 

Mr.  WILSON.  Mr.  Chairman  and  members  of  the  subcommittee, 
I  would  like  to  thank  you  for  inviting  me  here  to  testify  on  1997 
appropriations  for  the  Department  of  Labor.  Let  me  say  at  the  out- 
set that  the  views  that  I'm  expressing  today  are  my  own  and  do 
not  necessarily  reflect  those  of  the  Heritage  Foundation.  I'd  like  to 
summarize  the  two  main  points  that  I'll  make  today  and  then 
elaborate  on  some  specific  ideas. 

First,  and  most  importantly,  as  Congress  moves  towards  a  bal- 
anced budget,  it  needs  to  have  a  vision  of  what  the  primary  func- 
tions of  the  Department  of  Labor  will  be  in  the  next  century.  The 
appropriations  process  should  be  focused  on  accomplishing  that  vi- 
sion instead  of  just  incremental  changes  plus  or  minus  one  way  or 
the  other.  Smaller  budgets  without  fundamental  reforms  in  the  De- 
partment of  Labor  will  only  paralyze  the  existing  bureaucratic 
structure  in  DOL  and  open  the  door  to  charges,  as  I'm  sure  you're 
hearing  now,  that  there  are  not  enough  resources  to  do  everything 
that  DOL  is  currently  responsible  for  or  should  be  responsible  for 
in  the  next  century. 

Second,  balancing  the  Federal  budget  in  the  next  seven  years  is 
going  to  require  top-to-bottom  reorganizations.  Americans  want 
Congress  to  pursue  each  opportunity  to  consolidate  administrative 
overhead  and  end  duplicative  costs.  Examining  DOL's  seven  major 
areas  of  functional  responsibilities  reveals  that  program  consolida- 
tion and  elimination,  devolving  Federal  functions  to  the  States,  and 
redefining  the  Federal  Government's  role  in  the  workplace  health 
and  safety  can  achieve  DOL's  underlying  responsibilities  while  re- 
ducing job-killing  regulations  and  improving  workplace  health  and 
safety. 

For  the  sake  of  time,  I  will  skip  over  some  of  my  prepared  testi- 
mony and  jump  right  into  some  areas  where  I  would  suggest  some 
specific  recommendations. 

The  primary  functions  of  reforming  the  Department  of  Labor 
should  be  to  reduce  excessive  burdens  on  businesses  and  job-cre- 
ation, particularly  now  with  all  the  downsizing,  while  maintaining 
workplace  health  and  safety;  and  improving  labor  market  flexibil- 
ity, while  maintaining  basic  employment  protections. 

The  objectives  can  best  be  achieved  I  believe  by  eventually  clos- 
ing down  the  Department  of  Labor,  moving  certain  key  national 
functions  of  the  Department  into  sub-cabinet  agencies  or  other  De- 
partments. Other  functions  that  are  not  national  in  scope  should 
be  devolved  to  the  States,  or  in  some  cases  to  the  private  sector. 

Today,  75  percent  of  the  Department  of  Labor's  budget  is  in- 
volved in  the  unemployment  insurance  and  employment  service 
areas.  The  financing  and  funding  for  this  program  function  area, 
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the  major  part  of  DOL's  budget,  should  be  devolved  to  the  States 
and  this  would  enable  them  to  effectively  decrease  the  duration  of 
unemployment  through  a  variety  of  State  initiatives,  reduce  payroll 
taxes,  and  increase  jobs.  The  UI  taxes  are  a  direct  tax  on  jobs,  as 
we  all  know,  and  the  more  jobs  we  can  get  the  better  off  this  coun- 
try will  be. 

Congress  should  also  devolve  the  Federal  Extended  Benefit  pro- 
gram, and  provide  incentives  to  States  to  overhaul  and  integrate 
employment  services  to  reduce  the  duration  of  unemployment  pay- 
ments by  moving  unemployed  workers  into  new  jobs  more  quickly. 
I  think  that  the  second  half  of  this  initiative  should  be  actually  de- 
volving the  UI  system  and  the  ES  system  completely  to  the  States. 

Moving  on,  finish  consolidating  all  job  training  programs  into 
State  block  grants.  The  Careers  Act  and  the  Workforce  Involve- 
ment Act  are  in  conference  right  now.  They  made  a  good  start;  70- 
plus  programs  of  160,  150,  180,  depending  on  who  you  listen  to, 
programs  have  been  consolidated.  Congress  should  go  further  and 
make  another  effort  to  consolidate  additional  programs  and  block 
grant  them  to  the  States. 

Most  importantly,  Congress  should  reform  the  Occupational  Safe- 
ty and  Health  Administration  and  even  consider  combining  it  with 
MSHA.  No  where  else  in  DOL  is  reform  so  important  to  American 
workers.  OSHA's  current  regulatory  and  enforcement  process  is 
needlessly  killing  and  injuring  workers.  Reducing  OSHA's  budget 
without  fundamental  reform  will  only  paralyze  OSHA  and  lock  in 
a  system  that  is  failing  American  workers  and  taxpayers.  Redefin- 
ing Government's  role  in  workplace  health  and  safety  should 
refocus  the  responsibility  for  ensuring  workplace  health  and  safety 
on  employers  and  employees.  Common  sense  regulations  and  com- 
pliance assistance  combined  with  competitive  market  pressures  to 
increase  productivity,  keep  skilled  workers,  and  minimize  legal  and 
insurance  costs  will  do  more  to  increase  workplace  health  and  safe- 
ty than  any  army  of  Government  inspectors  and  lawyers. 

I'd  like  to  see  the  Bureau  of  Labor  Statistics  and  the  Census  Bu- 
reau combined  to  create  a  new  sub-cabinet  agency.  A  new  Bureau 
of  National  Statistics,  or  whatever  you  want  to  call  it,  will  enable 
these  agencies  to  achieve  economies  of  scale,  and  make  it  possible 
to  develop  and  carry  out  a  systematic  effort  to  combine  surveys  and 
develop  comprehensive  research  that  we  so  badly  need. 

At  this  point,  I  will  conclude  my  remarks.  I  would  be  glad  to  en- 
tertain any  questions  you  might  have. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee,  thank  you  for  inviting  me  here  today  to 
comment  on  fiscal  year  1997  appropriations  for  the  Department  of  Labor.  Let  me  say  at 
the  outset  that  the  views  I  am  expressing  today  are  my  own  and  do  not  necessarily  reflect 
those  of  The  Heritage  Foundation.  I  will  summarize  the  two  main  points  I  want  to  make 
today,  and  then  elaborate  on  some  specific  ideas. 

First  and  most  importantly:  As  Congress  moves  towards  a  balanced  budget,  it  needs  to 
have  a  vision  of  what  primary  functions  the  Department  of  Labor  (DoL)  will  have  in  the 
next  century.  The  appropriations  process  should  be  focused  on  accomplishing  that  vision 
instead  of  on  incremental  budgetary  changes.  Smaller  budgets  without  fundamental 
reforms  will  only  paralyze  the  existing  bureaucratic  culture  at  DoL  and  open  the  door  to 
charges  that  there  are  not  enough  resources  to  do  everything  DoL  is  currently  responsible 
for. 

Second:  Balancing  the  federal  budget  in  the  next  seven  years  will  require  top-to-bottom 
reorganizations.  Americans  want  Congress  to  pursue  each  opportunity  to  consolidate 
administrative  overhead  and  end  duplicative  costs.  Examining  DoL's  seven  major 
functional  responsibilities  reveals  that  program  consolidation  and  elimination,  devolving 
federal  functions  to  the  states,  and  redefining  the  federal  government's  role  in  workplace 
safety  and  health  can  achieve  DoL's  underlying  responsibilities  while  reducing  job- 
killing  regulations  and  improving  workplace  safety  and  health. 

The  104th  Congress  has  a  rare  opportunity  to  initiate  fundamental  reforms  in  the 
administration  and  enforcement  of  America's  labor  laws.  The  primary  objectives  of  this 
reform  should  be  to  reduce  excessive  burdens  on  businesses  and  job  creation,  while 
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maintaining  workplace  health  and  safety;  and  improving  labor  market  flexibility,  while 
maintaining  basic  employment  protections. 

These  objectives  can  best  be  achieved  by  eventually  closing  DoL,  and  moving  certain  key 
national  functions  of  the  Department  into  sub-cabinet  agencies  or  other  Departments. 
Other  functions  that  are  not  national  in  scope  should  be  devolved  to  the  states,  or  in  some 
cases  to  the  private  sector.  Obsolete,  ineffective,  and  wasteful  rules  and  programs  should 
be  repealed  or  closed  down.  Examining  DoL's  seven  major  functions  reveals  that  the 
administration  and  enforcement  of  American  labor  laws  can  and  should  be  reformed.  To 
do  this,  Congress  should  take  the  following  steps: 

y  Devolve  financing  and  funding  for  the  Unemployment  System  and  Employment 
Service  to  the  states.  This  would  enable  states  to  effectively  decrease  the  duration  of 
unemployment,  reduce  payroll  taxes  and  increase  jobs.  Congress  also  should  devolve 
the  Federal  Extended  Benefit  program,  and  provide  incentives  for  states  to  overhaul 
and  integrate  employment  services  to  reduce  the  duration  of  unemployment  payments 
by  moving  the  unemployed  into  new  jobs  more  quickly.  States  should  also  have  the 
option  to  begin  exploring  privatizing  unemployment  insurance.  Any  remaining 
federal  administrative  functions  should  be  transferred  to  the  Treasury  Department. 

y  Finish  consolidating  all  job  training  programs  into  state  block  grants.  This  would 
eliminate  the  maze  of  federal  categorical  programs,  remove  bureaucracy  at  every 
level,  and  provide  states  the  flexibility  to  develop  programs  that  effectively  reduces 
welfare  dependency  and  meets  the  needs  of  laid-off  workers. 

✓  Reform  the  Occupational  Safety  and  Health  Administration  (OSHA)  and 

combine  it  with  the  Mine  Safety  and  Health  Administration  (MSHA).  No  where 
else  in  DoL  is  reform  so  important  to  American  workers.  OSHA's  current  regulatory 
ana!  enforcement  process  is  needlessly  killing  and  injuring  workers.  Reducing 
OSHA's  budget  without  fundamental  reform  will  only  paralyze  OSHA  and  lock  in  a 
system  that  is  failing  American  workers  and  taxpayers.  Redefining  government's  role 
in  workplace  health  and  safety  should  refocus  the  responsibility  for  ensuring 
workplace  safety  and  health  on  employers  and  employees.  Common  sense 
regulations  and  compliance  assistance  combined  with  competitive  market  pressures  to 
increase  productivity,  keep  skilled  workers,  and  minimize  legal  and  insurance  costs 
will  do  more  to  increase  workplace  health  and  safety  than  any  army  of  government 
inspectors  and  lawyers.  Reforming  OSHA  and  consolidating  it  with  MSHA  is  a  win- 
win  for  hard  working  American  taxpayers.  We  will  get  better  workplace  health  and 
safety  for  a  lower  cost. 

/  Transfer  the  Pension  Welfare  and  Benefit  Administration  to  the  Social  Security 
Administration.  Responsibility  for  the  oversight  of  public  and  private  retirement 
programs  is  currently  spreadout  across  three  departments:  Labor,  Treasury,  and 
Health  and  Human  Services.  Congress  should  combine  the  agencies  responsible  for 
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the  oversight  of  public  and  private  retirement  programs  and  begin  exploring  ways  to 
privatize  pension  insurance. 

S  Repeal  and  nullify  outdated  labor  laws,  executive  orders,  and  regulations. 

Congress  should  streamline  labor  regulation  by  eliminating  the  heavy  burden  of 
outdated  or  restrictive  rules.  For  example,  Congress  should  nullify  Executive  Order 
1 1246  and  related  quota  regulations  affecting  federal  contractors  and  subcontractors 
and  eliminate  the  Office  of  Federal  Contract  Compliance  Programs  (OFCCP). 
Congress  also  should  repeal  the  Davis-Bacon  Act  and  the  Service  Contract  Act,  as 
well  as  Section  13(c)  of  the  Urban  Mass  Transportation  Act  of  1964.  Congress  also 
needs  to  reform  the  Fair  Labor  Standards  Act  and  strengthen  the  Portal  to  Portal  Act 
of  1947.  Congress  should  then  transfer  the  remaining  functions  of  Wage  and  Hour 
Division  to  the  Justice  Department. 

/  Combine  the  Bureau  of  Labor  Statistics  with  the  Census  Bureau  within  a  newly 
created  subcabinet  agency,  The  Bureau  of  National  Statistics.  A  new  Bureau  of 
National  Statistics  (BNS)  would  make  it  possible  to  develop  and  carry  out  a 
comprehensive,  systematic  effort  to  combine  surveys  and  develop  economies  of  scale. 
The  BNS  would  also  be  in  a  better  position  to  undertake  the  careful  evaluation  and 
research  needed  to  make  decisions  about  more  efficient  survey  design  and  about  ways 
to  eliminate  duplication  and  reduce  paperwork  and  data  collection  burdens.  Creating  a 
separate  statistical  agency  in  the  federal  government  would  also  insure  the 
independence  from  politics  of  the  government's  data  collection.  Statistical  functions 
of  other  departments  also  should  be  housed  within  the  new  bureau. 

Cabinet  level  status  should  be  reserved  only  for  those  departments  that  provide  core 
national  activities  of  the  federal  government.  The  Department  of  Labor  does  not  fit  this 
description.  Administration  of  the  unemployment  insurance  system,  three-quarters  of 
DoL's  budget,  is  a  state  program  and  should  be  completely  devolved  to  the  states  as  a 
first  step  towards  privatization.  The  maze  of  ineffective  job  training  programs,  should  be 
block  granted  and  rigorously  studied.  OSHA  should  be  significantly  reformed,  combined 
with  MSHA,  and  set  up  as  an  independent  sub-cabinet  agency  free  from  political 
influence.  America's  statistics  would  be  improved  by  combining  the  BLS  with  the 
Bureau  of  Census  as  a  sub-cabinet  agency.  Obsolete,  ineffective,  and  wasteful  rules  and 
programs  should  be  repealed  or  closed  down.  What  remains  of  the  Department  of  Labor, 
less  than  2  percent  of  its  budget,  could  then  be  transferred  to  more  appropriate  cabinet- 
level  agencies  like  HHS,  Treasury,  and  Justice.  Thus  while  DoL  performs  several 
functions  that  will  likely  continue  as  federal  government  responsibilities,  there  is  no 
reason  why  they  warrant  an  independent  department  with  cabinet  level  status. 

Thank  you,  Mr.  Chairman.  I  will  be  pleased  to  answer  any  questions  you  may  have. 
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********************** 

The  Heritage  Foundation  is  an  educational,  501(c)(3)  public  policy  research 
organization,  or  a  "think  tank".  It  is  privately  supported,  and  receives  no  funds  from  any 
government  at  any  level,  nor  does  it  perform  any  government  or  other  contract  work. 

The  Heritage  Foundation  is  the  most  broadly  supported  think  tank  in  the  United 
States.  During  1995  it  had  more  than  240,000  individual,  foundation  and  corporate 
supporters  representing  every  state  in  the  U.S.  Its  1995  contributions  came  from  the 
following  sources: 

government  0% 

individuals  60% 

private  foundations  33% 

corporations/company  foundations  6% 

No  corporation  provided  The  Heritage  Foundation  with  more  than  2%  of  its  1995 
annual  income.  The  top  five  corporate  givers  provided  The  Heritage  Foundation  with 
less  than  5%  of  its  1995  annual  income.  The  Heritage  Foundation's  books  are  audited 
annually  by  the  national  accounting  firm  of  Deloitte  and  Touche.  A  list  of  major  donors 
is  available  from  the  foundation  upon  request. 

Members  of  The  Heritage  Foundation  staff  testify  as  individual  discussing  their 
own  independent  research.  The  views  expressed  are  their  own,  and  do  not  reflect  an 
institutional  position  for  The  Heritage  Foundation  or  its  board  of  trustees. 
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Mr.  Miller.  Thank  you,  Mr.  Wilson.  One  suggestion,  Mr.  Gun- 
derson  from  Wisconsin  was  advocating  combining  Labor  and  Edu- 
cation into  one  department.  The  committee  system  has  education 
and  economic  opportunity.  Do  you  have  an  opinion  about  that? 

Mr.  Wilson.  Combining  two  departments  would  certainly 
achieve  certain  savings  in  terms  of  the  administrative  overhead 
and  duplicative  costs  that  are  involved.  The  agencies  have  similar 
functions  in  many  regards  in  terms  of  their  training  programs  for 
dislocated  workers  and  disadvantaged  workers  and  school-to-work 
programs.  There  are  certain  administrative  savings  that  can  be  in- 
volved there.  I  think  that  this  effort  while  appearing  to  perhaps  fix 
problems  and  save  the  taxpayers  dollars,  as  one  views  what  the 
functions  of  the  Department  of  Education  and  the  Department  of 
Labor  should  really  be  in  the  next  century  as  we  balance  the  budg- 
et, I  think  that  an  effort  to  combine  the  two  will  really  preclude 
sort  of  a  rational  progression  of  moving  towards  really  what  the 
primary  Federal  functions  are  for  the  Department  of  Labor  and,  if 
there  are  any,  for  the  Department  of  Education.  I  think  Denis 
Doyle  probably  could  have  addressed  those  better  than  I.  But  by 
combining  them  early  on  in  the  process,  it  will  preclude  sort  of  a 
rational  devolving  of  the  programs  in  these  two  departments. 

Mr.  Miller.  Combining  the  Bureau  of  Labor  Statistics  and  Cen- 
sus is  a  new  idea  I've  never  heard  suggested  before.  Is  anyone  seri- 
ously looking  at  that,  do  you  know? 

Mr.  Wilson.  It  was  a  recommendation  that  was  made  actually 
by  a  former  commissioner  of  the  Bureau  of  Labor  Statistics,  Janet 
Norwood.  She  wrote  a  book  on  it  that  strongly  recommended  that 
the  Bureau  of  Economic  Analysis  in  the  Commerce  Department  as 
well  as  the  Census  Bureau  be  combined  with  the  Bureau  of  Labor 
Statistics.  I  defer  to  her  expertise  in  this  area.  She  was  a  very  ca- 
pable administrator  of  the  Bureau  of  Labor  Statistics  for  a  number 
of  years. 

Mr.  Miller.  Let  me  ask  you  one  more  quick  question.  You  don't 
mention  anything  about  NLRB.  I  was  a  little  amazed  when  I  first 
came  on  this  committee  last  year  that  NLRB  gets  around  $200  mil- 
lion a  year.  I  didn't  realize  there  was  that  much  money  there.  Do 
you  have  any  comments  about  the  NLRB? 

Mr.  Wilson.  Well,  the  NLRB  does  a  lot  of  things.  They  certainly 
receive  a  lot  of  complaints.  But  I  am  by  no  means  an  expert  in  the 
area  of  the  National  Labor  Relations  Board. 

Mr.  Miller.  Thank  you  very  much,  Mr.  Wilson. 


Wednesday,  March  6,  1996. 

WITNESS 

CHARLES  N.  QUIGLEY,  CENTER  FOR  CIVIC  EDUCATION 

Mr.  Miller.  Mr.  Quigley,  welcome.  Do  you  have  a  guest  with  you 
today  that  you  want  to  introduce? 

Mr.  Quigley.  Thank  you.  I  would  like  to  introduce  my  guest, 
Professor  Fatima  Festush  from  the  Department  of  Political  Science 
and  Literature  originally  at  the  University  of  Sarajevo  in  Bosnia. 
She  is  here  in  Washington  for  the  first  time  seeing  something 
about  democratic  institutions,  seeing  the  Capitol  for  the  first  time, 
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meeting  people,  and  is  helping  us  on  a  program  trying  to  transport 
some  understanding  of  constitutional  government  to  the  schools  of 
Bosnia  through  Sarajevo.  Thank  you  for  recognizing  her. 

Mr.  Miller.  Thank  you  for  bringing  her  today.  Welcome.  Please 
continue. 

Mr.  Quigley.  I  am  Chuck  Quigley,  the  executive  director  of  the 
Center  for  Civic  Education.  I  appreciate  the  opportunity  to  testify 
on  behalf  of  the  national  program  in  civic  education  entitled,  "We 
the  People,  the  Citizen  and  the  Constitution"  which  is  supported  by 
the  Department  of  Education.  As  you  know,  this  program  created 
by  specific  authorization  by  Congress  has  enjoyed  the  continued 
support  of  Congress  and  of  the  Reagan,  Bush,  and  Clinton  adminis- 
trations since  it  was  created  under  the  auspices  of  the  Commission 
on  the  Bicentennial  chaired  by  the  late  Chief  Justice  Warren  Burg- 
er. I  have  submitted  a  written  statement  and  will  briefly  summa- 
rize the  main  parts  of  that  statement  and  try  to  stay  within  my 
five  minute  limit. 

This  program  clearly  and  successfully  addresses  a  national  need 
in  education.  There  is  abundant  evidence  that  there's  widespread 
ignorance  of  politics  and  Government.  This  situation  should  be  a 
matter  of  concern  to  every  American  who  believes  in  Lincoln's 
statement  that  this  should  be  a  Government  of,  by,  and  for  the  peo- 
ple. The  recent  Washington  Post  survey  re-enforces  findings  of  ear- 
lier studies.  It  refers  to  a  knowledge  gap  that  affects  citizens'  atti- 
tudes and  participation  in  politics  and  Government.  Citizens  are 
described  as  democracy's  bystanders  who  don't  know  the  name  of 
the  Vice  President,  their  Representative  in  Congress,  their  Sen- 
ators, many  don't  know  whether  Republicans  or  Democrats  control 
Congress,  they're  confused  by  politics  because  they  don't  know 
enough  basic  facts  to  follow  political  debates.  And  some  say  they 
are  just  not  interested,  don't  follow  it,  don't  care,  and  don't  vote. 

Another  study  recently  of  American  freshmen  showed  that  never 
before  in  30  years  have  more  freshmen  shown  more  apathy  toward 
politics.  Not  long  ago  a  poll  showed  that  Americans  "had  a  confused 
understanding  of  the  Constitution's  most  basic  tenets  and  provi- 
sions." As  evidence  of  that,  the  poll  reported  that  almost  half  the 
respondents  thought  an  excerpt  from  the  Communist  Manifesto 
was  a  part  of  the  Constitution.  This  is  reminiscent  of  a  poll  that 
has  been  taken  time  and  time  again  in  which  the  Bill  of  Rights  is 
put  before  people  in  contemporary  language  and  they  can't  under- 
stand it  and  many  people  think  it's  a  subversive  document.  Of 
course,  in  a  way  it  is  but  it  is  subversive  of  authoritarian  institu- 
tions such  as  those  in  Bosnia,  not  of  the  institutions  here. 

Studies  point  to  a  lack  of  knowledge  as  a  major  cause  of  citizen 
apathy,  alienation,  and  powerlessness.  One  of  the  major  sources  of 
this  lack  of  knowledge  is  the  insufficient  treatment  of  civics  and 
Government  in  our  Nation's  schools.  Too  many  schools,  although 
there  are  some  excellent  schools  doing  excellent  things,  there  are 
far  too  many  that  are  failing  to  provide  the  systematic  and  rigorous 
education  in  civics  and  Government.  This  is  particular  discouraging 
when  it  is  well  known  that  civic  education  can  be  effective,  not  just 
our  program  but  other  worthy  programs  in  the  field.  We  have  stud- 
ies of  our  program,  the  "We  the  People"  program,  that  confirm  that 
as  a  result  of  the  program  students  develop  an  understanding  of 
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the  fundamental  values  and  principles  that  our  American  Constitu- 
tion, an  understanding  that  leads  to  a  reasoned  commitment  to 
those  values  and  principles.  Students  become  more  tolerant  of  op- 
posing views,  they  show  an  increased  interest  in  Government, 
they're  more  astutely  critical  of  political  matters,  they  have  greater 
feelings  of  political  efficacy,  and  they  show  greater  participation  in 
civic  life. 

In  brief,  civic  education  can  help  to  produce  competent  and  re- 
sponsible citizens,  and  the  "We  the  People"  program  has  dem- 
onstrated that  it  does  just  that.  This  is  the  most  extensive  program 
in  civics  and  Government  in  the  United  States.  It  has  the  capacity 
to  reach  every  elementary  school  student  in  public  and  private 
schools  throughout  the  Nation.  During  its  eight  years  it  has 
reached  approximately  20,000,000  students  in  22,000  schools.  It  en- 
joys support  across  the  political  spectrum.  In  this  Congress,  390 
members  of  the  House  have  signed  up  to  assist  and  94  members 
of  the  Senate.  It  is  supported  by  the  Nation's  major  organizations 
representing  public  and  private  schools,  State  and  local  Govern- 
ments, the  ethnic  diversity  of  the  United  States,  as  well  as  major 
professional  organizations. 

As  I  mentioned,  the  program  has  an  international  impact.  Its 
materials  are  being  used  in  the  emerging  democracies  of  the  former 
Soviet  Bloc.  At  the  end  of  this  month,  we  will  be  demonstrating  the 
materials  in  Sarajevo  before  Bosnian  educators  to  see  the  potential 
for  their  use  to  help  develop  a  democratic  political  culture  support- 
ive of  constitutionalism  in  Bosnia. 

Mr.  Chairman,  the  funding  for  this  program  in  fiscal  year  1995 
is  $4,463,000,  which  leverages  an  estimated  $10  to  $1  in  cost-shar- 
ing and  funding  at  the  State  and  local  level.  We  would  appreciate 
funding  at  the  same  level  for  this  current  year  in  order  to  help  us 
maintain  the  program  and,  if  possible,  an  increase  to  $5  million  in 
fiscal  year  1997  to  help  us  provide  greater  support  at  State  and 
local  level  for  the  implementation  of  the  program. 

I'd  like  to  express  my  appreciation  and  that  of  the  Center  and 
all  the  people  in  the  program  for  supporting  it  for  this  period  of 
time.  We  are  aware  of  the  responsibilities  that  accompany  this 
trust  and  are  dedicated  to  their  exemplary  fulfillment.  I  thank  you, 
Mr.  Chairman.  I'd  be  pleased  to  answer  any  questions  you  might 
have. 

[The  prepared  statement  follows:] 
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Before  the  Subcommittee  on  Labor,  Health  and  Human  Services, 
Education  and  Related  Agencies 

Written  testimony  of 
Charles  N.  Quigley,  Executive  Director 
Center  for  Civic  Education 
on  behalf  of 

We  the  People...  The  Citizen  and  the  Constitution 

During  FY  95,  under  the  authority  of  the  Elementary  and  Secondary  Education  Act, 
Congress  provided  an  appropriation  of  $4,463  million  to  the  Department  of  Education  to 
support  the  national  program  in  civic  education  entitled  We  the  People...  The  Citizen  and 
the  Constitution.  By  doing  so,  Congress  continued  and  expanded  the  program  it  had 
created  and  supported  for  eight  years  initially  under  the  auspices  of  the  Commission  on  the 
Bicentennial  of  the  United  States  Constitution  chaired  by  former  Chief  Justice  Warren  E. 
Burger. 


We  at  the  Center  are  pleased  that  the  Subcommittee  and  the  House  of  Representatives  has 
including  funding  of  S3  million  for  this  program  in  FY96  and  that  th?  Senate  Committee 
on  Appropriations  has  recommended  funding  of  $4. 1  million.  We  respectfully  request  that 
the  Subcommittee  on  Labor,  Health  and  Human  Services,  and  Education  include  continued 
funding  for  the  program  at  its  current  level  of  $4,463  million  for  FY96  to  maintain  its 
effectiveness  and  provide  $5  million  for  FY97  to  partially  offset  the  a  sts  of  the  program's 
growth.  The  following  information  is  provided  to  support  this  request. 

Introduction:  The  National  Need  for  Civic  Education 

There  is  widespread  ignorance  and  hostility  regarding  politics  and  government.  The 
pervasive  negativity  towards  politics  and  government  hardly  needs  to  be  documented  It 
cannot  be  tolerated  in  a  government  that  is  supposed  to  be  of,  by,  and  for  the  people. 
Among  the  most  recent  of  the  numerous  studies  that  have  documented  this  problem  is  the 
survey  recently  reported  in  a  series  in  the  Washington  Post  that  was  conducted  by  the 
Princeton  Survey  Research  Association  and  supported  by  the  Washington  Post,  Kaiser 
Family  Foundation,  and  Harvard  University.  Among  other  disturbing  findings  the  report 
points  to  a  "knowledge  gap"  affecting  attitudes  and  participation  in  politics  and 
government.  Citizens  are  described  as  "democracy's  bystanders  who 

■  don't  know  the  name  of  the  vice-president  of  the  United  States,  can't  name  their 
representative  in  Congress  or  their  two  Senators,  and  don't  know  whether  Republicans 
or  Democrats  control  Congress. 

■  are  confused  by  politics  because  they  don't  know  enough  basic  facts  to  follow  a 
substantive  political  debate 

■  are  not  interested  in  politics,  don't  follow  it,  don't  care,  and  don't  vote." 
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Another  highly  respected  survey,  The  American  Freshman,  recently  reported  that,  "Never  before  in 
the  30  years  of  the  survey  have  more  freshman  shown  more  apathy  towards  politics." 

Such  studies  and  the  Center's  research  on  We  the  People...  point  to  a  lack  of  knowledge  as  a  cause  of 
citizen  apathy.  This  lack  of  knowledge  may  be  traced  directly  to  the  insufficient  treatment  of  civics  and 
government  in  our  schools. 

Schools  fail  to  provide  systematic  and  rigorous  education  in  civics  and  government.  Too  often 
civics  and  government  is  not  recognized  as  a  core  discipline  that  should  by  taught  and  assessed 
systematically.  As  a  result  it  is  often  ignored.  People  assume  that  gaining  the  understandings,  skills  and 
dispositions  required  for  competent  and  responsible  citizenship  results  from  the  "entire  school 
experience"  or  from  studies  of  history  and  literature,  etc  This  is  a  faulty  assumption. 

Public  opinion  supports  the  need  for  civic  education.  Findings  reported  in  "Assignment  Incomplete: 
The  Unfinished  Business  of  Education  Reform"  indicate  that  the  general  public  places  a  higher  value  on 
schools  promoting  good  citizenship  than  on  other  core  disciplines  such  as  history,  science,  the  classics, 
sports  and  athletics. 

Civic  education  can  be  effective.  Where  good  civic  education  programs  are  being  implemented,  they 
have  desirable  effects.  Students  involved  in  such  programs  develop  an  understanding  of  the  fundamental 
values  and  principles  of  American  constitutional  democracy  that  leads  to  a  reasoned  commitment  to 
those  values  and  principles.  These  programs  foster  tolerance  of  opposing  views,  increased  interest  in 
government,  more  astute  critical  attention  to  political  matters,  greater  feelings  of  political  efficacy,  and 
greater  participation.  In  bnef,  civic  education  can  help  to  produce  competent  and  responsible  citizens. 
As  evidence,  note  the  summaries  of  evaluations  of  the  We  the  People...  program  that  follow.  Other 
worthy  programs  in  the  field  report  similar  findings. 

Studies  Confirm  the  Effects  of  the  We  the  People—Program 

This  neglect  of  civic  education  in  the  United  States  is  particularly  unfortunate  in  the  light  of  its  historic 
role  as  a  principal  goal  cf  education  and  of  research  findings  such  as  the  following  which  reveal  its 
potential. 

Dr.  Richard  Brody,  Professor,  Department  of  Political  Science  at  Stanford  University,  summarizes  the 
results  of  a  recent  study  of  secondary  education  and  its  effects  on  beliefs,  attitudes,  and  values  essential 
to  a  functioning  democracy.  The  study  revealed  that 

■  Students  using  the  We  the  People...  curriculum  are  more  supportive  of  American  political  values 
than  are  students  in  other  courses  in  civics,  government,  and  American  history. 

■  The  We  the  People...  curriculum  promotes  political  tolerance  by  increasing  self-confidence, 
reducing  political  conformity,  and  by  teaching  students  that  political  ideas  can  be  challenged 
without  being  deprecated. 

■  Students  in  high  school  civics,  government,  and  American  history  courses,  more  than  Americans  at 
large,  are  generally  supportive  of  the  constitutional  rights  and  civil  liberties  of  dissenting  individuals 
and  groups. 
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Earlier  studies  noted  below  have  shown  that  students  participating  in  the  We  the  People...  program 
outperform  other  students  on  tests  of  their  knowledge  of  the  fundamental  principles  and  values  of 
American  constitutional  democracy  and  are  more  likely  to  register  to  vote  and  take  pan  in  civic  affairs 
than  other  students.  Together,  these  studies  make  a  strong  case  for  the  support  by  Congress  and  the 
administration  for  increased  attention  to  education  in  civics  and  government  in  general  and  for  the  We 
the  People...  program  in  particular. 

Extent  of  Participation 

The  We  the  People...  program  is  the  most  extensive  program  in  the  United  States  devoted  to  educating 
young  people  about  their  rights  and  responsibilities  as  citizens  under  the  Constitution  and  Bill  of 
Rights.  The  program  has  the  capacity  to  reach  every  elementary  and  secondary  school  student  in  public 
and  private  schools  across  the  nation. 

During  its  first  eight  academic  years,  the  program  has  involved  an  estimated  20  million  students  in 
22,000  schools  in  an  in-depth  study  of  the  Constitution  and  Bill  of  Rights.  This  year  the  offices  of  390 
U.S.  Representatives  and  94  U.S.  Senators  have  participated  in  the  program  by  assisting  in  the  training 
of  students  and  teachers,  attending  and  presenting  awards  at  competitions,  and/or  signing  and  presenting 
certificates  of  achievement  to  students.  Hundreds  of  businesses  and  professional  and  community 
organizations  also  have  provided  their  assistance  in  the  implementation  of  the  program  in  communities 
throughout  the  nation. 

The  Curriculum 

The  Center  for  Civic  Education  developed  the  We  the  People...  curriculum  in  consultation  with  a 
nonpartisan  group  of  leading  scholars  and  educators.  It  complements  the  regular  school  curriculum  and 
is  designed  for  a  wide  range  of  achievement  levels.  As  a  part  of  the  program,  classes  have  the 
opportunity  to  participate  in  simulated  congressional  hearings  on  the  history  and  contemporary 
application  of  the  Constitution  in  either  a  competitive  or  noncompetitive  setting.  External  evaluations 
such  as  the  study  by  Richard  Brody  noted  above  have  revealed  that  these  hearings  are  unusually 
successful  in  motivating  students  and  enhancing  learning. 

The  We  the  People...  curricular  materials  provide  students  with  a  course  of  instruction  on  the  historical 
development  of  the  U.S.  Constitution  and  the  basic  principles  of  constitutional  democracy.  It  is 
designed  to  foster  civic  competence  and  civic  responsibility  through  the  development  cf 

■  an  understanding  of  the  Constitution  and  Bill  of  Rights  and  the  fundamental  pnnriples  and  values 
they  embody. 

■  an  understanding  of  the  rights  and  responsibilities  of  citizens  in  our  constitutional  democracy. 

The  We  the  People...  curriculum  examines  the  following  topics,  at  levels  appropriate  for  students  from 
upper  elementary  grades  through  high  school: 

■  Political  philosophy.  The  basic  philosophical  ideas  that  influenced  the  development  of  the 
Declaration  of  Independence,  the  Constitution,  and  the  Bill  of  Rights. 

■  History  and  experience.  The  evolution  of  constitutional  government  and  the  histcncal  experiences 
that  influenced  the  development  of  the  Declaration  of  Independence,  the  Constitution,  and  the  Bill 
of  Rights. 
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■  Writing  the  Constitution.  The  principal  issues  and  debates  of  the  Philadelphia  Convention  and  the 
struggle  between  the  Federalists  and  Anti-Federalists  over  ratification. 

■  Establishing  the  government.  The  organization  of  the  new  government  and  the  development  of 
judicial  review. 

■  Protection  of  basic  rights.  The  protection  of  freedom  of  religion,  freedom  of  expression,  due 
process  of  law,  equal  protection  of  the  laws,  and  the  right  to  vote. 

■  Responsibilities  of  citizenship.  The  roles  of  the  citizen  in  our  constitutional  democracy  and  the 
rights  and  responsibilities  of  citizenship. 

The  We  the  People...  curriculum  is  available  at  three  instructional  levels  for  upper  elementary,  middle, 
and  high  schools.  At  each  level,  varied  teaching  strategies  encourage  student  participation  and 
involvement. 

Students  complete  the  curriculum  by  taking  a  test  on  the  history  and  principles  of  the  Constitution  and 
Bill  of  Rights.  Students  who  successfully  pass  the  test  receive  award  certificates,  signed  by  their  member 
of  Congress  or  another  prominent  official. 

Each  year  free  sets  of  the  curricular  materials  are  available  to  each  congressional  district.  Each  set 
includes  all  the  materials  required  to  implement  the  curriculum  in  the  classroom  such  as  student  texts, 
tests,  a  teacher's  guide,  and  instructions  for  conducting  noncompetitive  and  competitive  hearings. 

Results  of  Other  Independent  Evaluations 

In  addition  to  the  study  conducted  by  Professor  Brody  reported  at  the  beginning  of  this  statement,  the 
following  studies  have  provided  evidence  of  the  program's  effectiveness. 

Independent  studies  by  Educational  Testing  Service  (ETS)  have  revealed  that  students  enrolled  in  the 
We  the  People...  program  at  upper  elementary,  middle,  and  high  school  levels  "significantly 
outperformed  comparison  students  on  every  topic  of  the  tests  taken."  Based  on  the  superior 
performance  of  students  at  all  levels,  the  ETS  report  characterized  the  We  the  People...  program,  as  a 
"great  instructional  success"  and  concluded  that  the  "program  achieved  its  major  instructional  goal  of 
increasing  students'  knowledge  of  the  Constitution  and  Bill  of  Rights." 

Even  more  impressive  were  the  findings  of  a  subsequent  test  in  which  ETS  compared  scores  of  a 
random  sample  of  900  high  school  students  who  studied  We  the  People...  with  280  sophomores  and 
juniors  in  political  science  courses  at  a  major  university.  The  high  school  students  outperformed  the 
university  students  in  every  topic  area  and  on  almost  every  test  item.  The  greatest  difference  was  in  the 
area  of  political  philosophy  where  the  participating  high  school  students  scored  14%  higher  than  the 
university  students. 

In  a  study  conducted  in  Clark  County  Schools  in  Nevada,  80%  of  seniors  participating  in  the  program 
registered  to  vote  compared  with  the  school  average  of  37%. 
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Finally,  the  results  of  a  study  supported  by  the  Office  of  Technology  Assessment  and  conducted  by  the 
Council  for  Basic  Education  confirmed  the  effectiveness  of  the  program  in  goal  attainment  and  potential 
use  as  a  model  for  assessing  higher  levels  of  student  learning.  In  her  book  based  on  that  study,  Testing 
for  Learning,  the  author  and  principal  investigator,  Dr.  Ruth  Mitchell,  states: 

The  competition  and  the  preparation  for  it  have  lasting  effects  on  the  students'  learning. 
Teachers  assert  that  the  knowledge  learned  from  the  curriculum  and  the  competition  is  drawn 
on  all  year.  One  teacher  responded  when  asked  if  her  students  quickly  forget  the  material  once 
the  competition  is  over,  'Oh  no,  it  becomes  a  background  for  the  Advanced  Placement  U.S. 
history  class.  Over  and  over  again  they  refer  back  to  such  concepts  as  civic  virtue  or  right  to 
revolution  in  order  to  explain  and  put  in  context  certain  historical  and  modem  events.' 

The  competition  has  enormous  potential  as  a  model  for  the  evaluation  of  history/social  studies 
and  government  classes.  It  is  the  most  imaginative  and  well-organized  social  studies  assessment  I 
know  of— more  impressive  than  current  ideas  at  the  state  level. 

International  Impact 

The  success  of  the  program  has  led  to  interest  in  its  use  as  a  model  for  civic  education  in  other  nations, 
especially  in  emerging  democracies  of  the  former  Soviet  bloc  For  example,  the  Republic  of  Georgia  has 
translated  the  high  school  text  into  the  Georgian  language  for  use  in  high  schools  and  adult  education. 
The  high  school  text  is  being  used  in  Poland,  Slovakia,  and  the  Czech  Republic  in  classes  that  are 
training  English  teachers  in  order  to  provide  them  simultaneously  with  background  in  the  fundamental 
principles,  values,  and  institutions  of  constitutional  democracy  as  developed  in  the  United  States. 
Professors  of  political  science  affiliated  with  the  Federal  Center  for  Political  Education  of  the  Federal 
Republic  of  Germany  are  exploring  the  possibility  of  developing  a  program  for  German  youth  based 
on  the  We  the  People,.,  model,  as  are  the  directors  of  the  Civitas  Association  for  Teaching  Civic 
Knowledge  and  Skills  in  Budapest,  Hungary. 

Under  an  international  exchange  program  supported  by  the  Department  of  Education  with  the 
cooperation  of  the  United  States  Information  Agency,  the  We  the  People...  curricular  materials  are 
being  used  in  programs  in  the  Czech  Republic,  Hungary,  Latvia,  Poland,  and  Russia.  Currently  the 
materials  are  being  reviewed  by  educators  in  Sarajevo  and  the  United  States  to  explore  their  usefulness 
in  supporting  the  forthcoming  elections  in  Bosnia. 

Organizational  Support 

Support  for  the  national  implementation  of  the  program  has  been  received  from  such  prominent 
national  groups  as  the  American  Association  of  School  Administrators,  American  Federation  of 
Teachers,  American  Lawyers  Auxiliary,  Association  for  Supervision  and  Curriculum  Development, 
Council  for  American  Private  Education,  Council  of  Chief  State  School  Officers,  Council  of  the  Great 
City  Schools,  General  Federation  of  Women's  Clubs,  Mexican  American  Legal  Defense  and  Education 
Fund,  National  Association  for  the  Advancement  of  Colored  People,  National  Assocarion  of  Attorneys 
General,  National  Association  of  Counties,  National  Association  of  Elementary  School  Principals, 
National  Association  of  Secondary  School  Principals,  National  Association  of  Towns  and  Townships, 
National  Catholic  Education  Association,  National  Conference  of  State  Legislators,  National  Council 
for  the  Social  Studies,  National  Education  Association,  National  PTA,  National  Schooi  Boards 
Association,  National  School  Public  Relations  Association,  Optimist  International,  and  the  United 
States  Chamber  of  Commerce. 
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Need  for  Additional  Support 

Funding  for  the  program  for  FY  95  is  $4,463  million.  Given  the  current  budget  situation,  the  Center 
would  appreciate  funding  at  the  same  level  for  FY96  in  order  to  maintain  the  effectiveness  of  the 
program  and  funding  of  $5  million  for  FY97  to  provide  greater  assistance  for  the  administration  of  the 
program  on  state  and  local  levels  and  for  the  in-service  training  of  teachers. 

Conclusion 

We  Americans  typically  have  the  same  feelings  of  respect  for  our  Constitution  and  Bill  of  Rights  that 
we  have  for  other  symbols  of  our  free  society  such  as  the  Declaration  of  Independence,  the  Statue  of 
Liberty,  and  the  flag.  Our  feelings  of  attachment  to  these  symbols  are  so  strong  that  others  have 
sometimes  accused  us  of  making  a  secular  religion  of  the  Constitution  and  Bill  of  Rights. 

We  may  venerate  these  documents,  but  all  too  many  of  us  do  not  understand  them.  Moreover,  there  is 
eWdence  that  many  of  us  do  not  support  some  of  the  most  important  provisions  of  the  Constitution 
and  Bill  of  Right;  and  the  principles  and  values  underlying  them. 

A  recent  poll  of  Americans'  understanding  of  the  Constitution  was  summarized  as  indicating  that, 
'Americans  todiy  ha\re  a  confused  understanding  of  the  Constitution's  basic  tenets  and  provisions." 
Almost  half  of  the  respondents  thought  that  an  excerpt  from  the  Communist  Manifesto  was  a 
provision  of  the  Constitution.  This  is  reminiscent  of  a  poll  taken  about  a  decade  ago  in  which  a 
number  of  respondents,  presented  the  Bill  of  Rights  in  contemporary  language,  thought  it  was  a 
Communist  document. 

The  need  to  develop  among  our  youth  an  understanding  of  the  fundamental  principles  and  values  of 
our  constitutional  democracy  is  well  documented  And  it  is  a  continuing  need  as  each  generation  of 
students  must  be  trained  to  fulfill  their  responsibilities  as  citizens.  The  importance  of  developing  such  a 
level  of  understanding  and  commitment  was  noted  eloquently  by  Judge  Learned  Hand  in  an  article  on 
liberty,  published  in  the  Yale  Alumni  Magazine  on  June  6,  1941. 

I  often  wonder  whether  we  do  not  rest  our  hopes  too  much  upon  constitutions,  upon  laws, 
and  upon  cot  its.  These  are  false  hopes;  believe  me,  these  are  false  hopes.  Liberty  lies  in  the 
hearts  of  men  and  women,  when  it  dies  there,  no  constitution,  no  law,  no  court  can  save  it;  no 
constitution,  no  court,  no  law  can  even  do  much  to  help  it.  While  it  lives  there  it  needs  no 
constitution,  no  law,  no  court  to  save  it.... 

The  Center  would  like  once  again  to  express  its  appreciation  to  this  committee  and  the  Congress  for 
their  support  of  this  program.  We  are  aware  of  the  responsibilities  that  accompany  this  trust  and  are 
dedicated  to  their  exemplary  fulfillment. 

Our  experience  in  developing  programs  on  the  Constitution  and  Bill  of  Rights  for  elementary  and 
secondary  schocls  during  the  past  thirty  years  and  in  particular,  our  experience  in  the  development  and 
implementation  of  this  program  convinces  us  of  its  capacity  to  foster  among  our  youth  an 
understanding  of  these  documents  that  will  promote  in  our  citizens  a  reasoned  commitment  to 
constitutional  principles  and  values  and  to  the  preservation  and  improvement  of  our  free  society. 
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Mr.  Miller.  The  President  has  proposed  funding  in  the  past. 
How  long  has  this  program  been  in  existence? 

Mr.  QuiGLEY.  Eight  years.  I've  been  informed  he  is  proposing 
funding  for  fiscal  year  1997  as  well. 

Mr.  Miller.  There  is  a  question  within  the  administration  and 
Congress  when  you  work  with  trillion  dollar  budgets.  That  is  a 
question  of  how  effective  $4  million  can  be  for  280  million  people 
in  this  country. 

Mr.  QuiGLEY.  Secretary  Ted  Bell  said  this  kind  of  program,  he 
was  referring  to  a  predecessor  of  this  program,  got  more  bang  for 
the  buck  than  any  other  program  in  the  Department  of  Education. 
If  you  figure,  $4.5  million  leverages  approximately  $40  million  in 
cost-sharing,  donated  time,  volunteer  services,  that  it  reaches  ap- 
proximately 4  million  students  per  year. 

Mr.  Miller.  How  does  it  reach  them?  How  does  it  reach  those 
students? 

Mr.  QuiGLEY.  This  program  is  administered  in  every  State.  We 
subcontract  to  someone  at  the  State  level.  So  there's  a  coordinator 
in  every  State  and  then  there's  a  coordinator  in  every  congressional 
district.  Those  coordinators  in  each  congressional  district  are  re- 
sponsible for  recruiting  and  training  a  minimum  of  15  teachers  per 
year,  in  some  cases  up  to  30  and  40  teachers  per  year.  We  provide 
free  curricula  materials  under  this  grant  for  each  congressional  dis- 
trict, those  classes.  So,  as  you  can  see,  it  is  a  pyramidal  distribu- 
tion system. 

Mr.  Miller.  Why  would  they  need  this  program  in  addition  to 
what  is  currently  provided  by  the  Department  of  Education  or  the 
local  school  board? 

Mr.  QuiGLEY.  Civics  and  Government  is  typically  neglected,  I  can 
speculate  why.  But  at  the  national,  State,  and  local  level  it  is  typi- 
cally assumed  that  civics  and  Government  is  part  of  the  general  so- 
cial studies  program,  which  is  often  an  amorphous  not  well-defined 
program,  not  rigorously  academic.  For  example,  when  Congress 
passes  funding  to  support  math  and  science,  all  the  money  goes 
into  math  and  science,  a  priority  shift  there,  and  areas  like  civic 
and  Government,  the  arts  and  humanities  and  so  forth  are  ne- 
glected. 

In  a  way,  this  program  is  leveraging  local  attention  and  support 
for  civic  education.  For  example,  the  National  Conference  of  State 
Legislatures  has  endorsed  this  program  and  is  supporting  a  pilot 
program  at  the  middle  school  and  is  sort  of  tagging  onto  this  pro- 
gram a  program  at  the  middle  school  level  which  will  develop 
greater  appreciation  and  understanding  of  State  and  local  Govern- 
ment. The  State  legislatures  and  the  education  committees  of  the 
State  legislatures  are  starting  to  put  money  into  this  type  of  pro- 
gram. For  example,  the  State  of  Utah  is  devoting  $25,000  per  year 
to  the  program.  The  State  of  Arizona  has  just  passed  supportive 
legislation. 

So  although  this  $4.5  million  reaches  a  tremendous  number  of 
teachers  and  students,  but  also  it's  raising  the  level  of  attention  to 
civic  education  at  the  State  and  local  level.  It's  showing  that  it  can 
work,  it  can  have  desirable  effects,  and  so  people  are  moving  more 
toward  paying  specific  attention  to  it. 
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When  the  governors  got  together  in  Charlottesville  to  develop  the 
national  goals,  they  didn't  mention  a  single  thing  about  citizenship 
or  competent  citizenship  in  the  national  goals.  We  had  to  lobby  to 
get  them  in.  It  has  been  Congress  actually  that  has  done  more  be- 
cause in  that  Goals  2000  legislation  they  included  civics  and  Gov- 
ernment as  a  core  academic  discipline.  That's  one  of  the  first  times 
at  the  Federal  level  or  even  State  and  local  level  that's  ever  been 
done. 

Mr.  Miller.  Thank  you.  Mr.  Riggs,  do  you  have  any  questions? 
Mr.  RlGGS.  I  just  didn't  hear  the  part  about  which  line  item  ac- 
count. 

Mr.  Quigley.  It's  civic  education  in  the  Department  of  Education 
under  Educational  Research  at  $4,463,000. 
Mr.  Miller.  Thank  you,  Mr.  Quigley. 


Wednesday,  March  6,  1996. 

WITNESS 

LLOYD  DUXBURY.  NATIONAL  COMMITTEE  TO  PRESERVE  SOCIAL  SE- 
CURITY AND  MEDICARE 

Mr.  Miller.  Mr.  Duxbury,  welcome,  we've  met  before.  You've 
had  an  education  sitting  through  two  hours  of  this,  everything  from 
gun  control  to  civics  education  to  Department  of  Labor  issues.  I  ap- 
preciate your  hanging  in  there. 

Mr.  Duxbury.  I'm  reminded  of  my  service  in  the  appropriations 
committee  in  the  State  legislature,  Mr.  Chairman.  It  is  how  you 
learn  how  the  Government  works  and  that's  the  way  to  learn. 

Mr.  Miller.  That's  right.  Thank  you  very  much  for  coming. 

Mr.  Duxbury.  I  much  appreciate  the  opportunity  to  be  here.  The 
National  Committee  to  Preserve  Social  Security  and  Medicare,  and 
I  am  present  counsel  to  the  organization,  much  appreciates  the  op- 
portunity to  comment  on  the  proposed  appropriations  for  the  Na- 
tional Institutes  of  Health.  As  a  matter  of  fact,  we're  part  of  the 
coalition  that's  supporting  increased  appropriations  for  the  NIH  re- 
search. As  a  grassroots  advocacy  organization  representing  millions 
of  senior  Americans,  we  strongly  support  a  substantial  and  growing 
public  investment  in  basic  biomedical  research.  We  are  pleased 
that  legislation  recently  enacted  will  fund  NIH  at  $11.9  billion  this 
fiscal  year,  which  is  an  increase  of  5.7  percent.  We  urge  the  Con- 
gress to  increase  the  Nation's  investment  in  basic  research  to  a 
level  which  will  allow  NIH  to  sustain  and  hopefully  expand  current 
efforts  in  fiscal  year  1997.  It's  important  that  the  professional  judg- 
ment of  NIH  is  that  it  could  productively  invest  more  in  the  coming 
year. 

Investment  in  medical  research  returns  manyfold  in  improved 
health  and  lower  health  costs,  not  only  for  older  people  of  my  gen- 
eration, and  I'm  into  that  vintage  now,  but  I  think  more  impor- 
tantly it  does  for  the  younger  generation.  As  a  person  74  who  has 
had  some  bumps  along  the  way,  I've  had  cancer  twice,  less  than 
two  months  ago  I  had  a  ruptured  aorta  and  I'm  still  kicking,  but 
I'm  satisfied  that  research  conducted  years  ago  has  benefitted  peo- 
ple of  my  generation  and,  consequently,  down  the  road  I  think  that 
my  children,  grandchildren  and  yours  will  be  benefitted  by  the  re- 
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search  that's  done  now  because  not  all  research  produces  imme- 
diate results.  Prevention,  treatment,  and  cure  of  the  major  causes 
of  illness  and  disability  depend  on  further  discovery  of  the  causes 
and  mechanisms  of  disease.  Hundreds  of  millions  of  health  care 
dollars  can  be  saved  annually  if  ways  are  found  to  delay  or  prevent 
the  onset  of  disorders  such  as  Alzheimer's  disease,  heart  disease, 
cancer,  stroke,  and  diabetes,  and  to  treat  these  and  other  disabling 
and  life-threatening  conditions. 

I  know  that  people  of  my  vintage,  one  of  their  greatest  fears  is 
Alzheimer's.  I'm  sure,  Congressman,  you're  aware  of  that  in  the 
district  that  you  represent  with  a  number  of  constituents  of  ad- 
vanced age.  According  to  the  Alzheimer  Association,  Alzheimer's 
disease  alone  will  cost  the  Government  of  the  United  States  over 
$100  billion  annually  in  direct  and  indirect  costs  related  to  the  care 
and  treatment  of  its  victims. 

At  present,  90  percent  of  all  basic  biomedical  research  conducted 
in  the  United  States  depends  upon  NIH  for  support.  NIH-sponsored 
research  not  only  has  improved  the  quality  of  life,  it  has  also  pro- 
vided economic  returns  of  incalculable  value.  NIH  research  has 
contributed  to  the  growth  of  the  biotechnology  industry  which  last 
year  had  sales  of  $9.3  billion  and  provided  108,000  high-tech  jobs 
to  our  national  economy. 

The  good  news  that  most  Americans  are  living  longer  also  brings 
daunting  new  challenges  for  our  society  and  medical  community. 
Aging  research  in  particular  is  a  sound  investment  as  the  largest 
segment  of  our  population  faces  retirement  age.  And  I  think  that's 
one  of  the  big  points  about  all  of  this,  that  what  is  being  done 
today  in  research  of  tomorrow  may  not  benefit  my  vintage  but  can 
be  of  great  deal  of  benefit  to  those  who  will  be  retiring.  A  strategy 
for  preventing  age-related  disabilities  has  been  noticeably  absent 
from  the  current  debate  over  Medicare's  future.  At  present,  70  per- 
cent of  the  cost  of  Medicare  is  generated  by  only  10  percent  of  the 
Medicare  population — the  chronically  ill  and  disabled.  According  to 
the  Alliance  for  Aging  Research,  with  the  proper  investment  in 
aging  research,  more  than  $250  billion  could  be  saved  annually  if 
the  onset  of  major  aging  diseases  could  just  be  postponed  for  five 
years,  and  that  should  be  a  very  realistic  short-term  goal. 

The  National  Committee  supports  the  concept  of  sustained  public 
financing  for  basic  biomedical  research  and  thanks  the  committee 
for  considering  the  NIH  appropriation  in  light  of  the  need  to  im- 
prove the  health  of  present  and,  more  importantly  even,  future 
generations.  Thank  you,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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The  National  Committee  to  Preserve  Social  Security  and  Medicare 
appreciates  the  opportunity  to  comment  on  proposed  appropriations  for  the 
National  Institutes  of  Health  (NIH).  As  a  grassroots  advocacy  organization 
representing  millions  of  senior  Americans,  we  strongly  support  a  substantial 
and  growing  public  investment  in  basic  biomedical  research.  We  are  pleased 
that  legislation  recendy  enacted  will  fund  NIH  at  $1 1 .9  billion  this  fiscal  year, 
an  increase  of  5.7  percent.  We  urge  the  Congress  to  increase  the  nation's 
investment  in  basic  research  to  a  level  which  will  allow  NIH  to  sustain  and 
hopefully  expand  current  efforts  in  FY  1997.  The  professional  judgment  of 
the  NIH  is  that  it  could  productively  invest  more  in  the  coming  fiscal  year. 

Investment  in  medical  research  returns  manyfold  in  improved  health 
and  lower  health  care  costs.  Prevention,  treatment  and  cure  of  the  major 
causes  of  illness  and  disability  depend  on  further  discovery  of  the  causes  and 
mechanisms  of  disease.  Hundreds  of  millions  of  health  care  dollars  can  be 
saved  annually  if  ways  are  found  to  delay  or  prevent  the  onset  of  disorders 
such  as  Alzheimer's  disease,  heart  disease,  cancer,  stroke  and  diabetes  and  to 
treat  these  and  other  disabling  and  life-threatening  conditions.  According  to 
the  Alzheimer  Association,  Alzheimer's  disease  alone  will  cost  the  United 
States  over  $100  billion  annually  in  direct  and  indirect  costs  related  to  the 
care  and  treatment  of  its  victims. 

At  present,  90  percent  of  all  basic  biomedical  research  conducted  in  the 
United  States  depends  upon  NIH  for  support.  NIH  sponsored  research  not 
only  has  improved  the  quality  of  life,  it  has  also  provided  economic  returns  of 
incalculable  value.  For  example,  NIH  research  has  contributed  to  the  growth 
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of  the  biotechnology  industry  which  last  year  had  sales  of  $9.3  billion  and 
provided  108,000  high-tech  jobs  to  our  national  economy. 

The  good  news  that  most  Americans  are  living  longer  also  brings 
daunting  new  challenges  for  our  society  and  medical  community.  Aging 
research  in  particular  is  a  sound  investment  as  the  largest  segment  of  our 
population  faces  retirement  age.  A  strategy  for  preventing  age-related 
disabilities  has  been  noticeably  absent  from  the  current  debate  over 
Medicare's  future.  At  present,  seventy  percent  of  the  cost  of  Medicare  is 
generated  by  only  ten  percent  of  the  Medicare  population— the  chronically  ill 
and  disabled.  According  to  the  Alliance  for  Aging  Research,  with  the  proper 
Investment  in  aging  research,  more  than  $250  billion  could  be  saved  annually 
if  the  onset  of  major  aging  diseases  could  just  be  postponed  for  five  years— a 
very  realistic  short-term  goal. 

The  National  Committee  supports  the  concept  of  sustained  public 
financing  for  basic  biomedical  research  and  thanks  the  committee  for 
considering  the  NIH  appropriation  in  light  of  the  need  to  improve  the  health  of 
present  and  future  generations. 
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Mr.  Miller.  Thank  you.  As  you  know,  the  NIH  is  a  program  that 
we  look  very  favorably  on.  It  had  its  appropriation  extended  all  the 
way  through  to  September  30th  and  it  is  not  even  part  of  the  CR, 
as  you  know.  Actually,  we  increased  the  amount  of  money  there 
above  what  the  President  requested.  But  it  seems  like  there  is 
never  enough. 

Mr.  Duxbury.  And  we  commend  you  for  that.  You  have  to  make 
the  priorities. 

Mr.  Miller.  We  have  some  tough  decisions.  And  then  Doctor 
Varmus  says  make  the  priorities  with  them.  So  it's  not  easy.  But 
I  commend  you  for  advocating  that  particular  position.  We  appre- 
ciate it. 

Mr.  Duxbury.  We  owe  it  to  our  members  to  be  on  record  in  sup- 
port of  increased  funding  for  NIH  research.  That's  the  reason  we're 
here;  we  want  to  be  reflective  of  our  members. 

Mr.  Miller.  Thank  you  very  much,  Mr.  Duxbury. 

This  hearing  stands  adjourned. 


Thursday,  March  7,  1996. 


WITNESSES 

J.  ALFRED  RIDER,  M.D.  PH.D.,  CHILDREN'S  BRAIN  DISEASES  FOUNDA- 
TION ACCOMPANIED  BY  MICHAEL  JOYCE,  ROSEMARIE  JOYCE,  IAN 
JOYCE  AND  JOEY  JOYCE 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

We  continue  today  with  public  witnesses.  And  our  first  witness 
is  J.  Alfred  Rider,  M.D.,  Ph.D.,  President  of  the  Children's  Brain 
Diseases  Foundation,  accompanied  by  Michael  Joyce,  his  wife  Rose- 
marie  and  twin  sons  Ian  and  Joey. 

Dr.  Rider,  it's  nice  to  see  you  again,  sir. 

Dr.  Rider.  It's  good  to  see  you. 

I'm  J.  Alfred  Rider,  President  of  the  Board  of  Trustees  of  the 
Children's  Brain  Disease  Foundation.  And  this  is  the  19th  time  in 
18  years  we've  been  testifying  before  your  committee.  Mike  Joyce 
is  here  as  a  member  of  our  board  with  his  wife,  Rosemarie.  And 
they  have  a  set  of  twins,  Ian  and  Joey,  with  late  infantile  form. 
And  back  there  is  Mr.  Chris  Campbell,  his  wife,  Kim  and  daughter 
Betsey,  also  with  infantile  form. 

Specifically,  I  would  like  to  address  the  need  for  continued  fund- 
ing at  least  at  the  previous  1994  level,  plus  a  modest  increase  for 
Batten  disease.  Batten  disease  is  a  neurological  disorder  affecting 
the  brains  of  infants,  children  and  young  adults.  It  occurs  once  in 
every  12,000  births.  It  is  the  most  common  neurogenetic  storage 
disease  in  children. 

Although  there  are  four  major  types,  the  usual  case  is  character- 
ized by  motor  and  intellectual  deterioration.  The  sad  part  is,  these 
children  are  all  born  normally.  They  can  do  every  thing  normally 
and  they  slowly  deteriorate.  So  we  do  have  a  window  in  which  we 
could  treat  if  we  get  effective  treatment  . 

They  develop  seizures  and  end  up  in  a  vegetative  state.  The  cost 
of  care  is  tremendous  for  the  families  and  medical  care  and  so 
forth.  Patients  may  live  in  this  deteriorating  state  from  10  to  43 
years.  Changes  that  occur  are  similar  to  what  might  occur  in  the 
aging  person.  Thus,  if  we  could  alter  this  it  possibly  could  affect  the 
associated  senility  in  our  aging  citizens. 

Batten  disease  is  now  recognized  worldwide,  but  continued  re- 
search money  is  needed  to  successfully  advance  the  research  to  de- 
termine the  exact  cause. 

A  major  impetus  to  these  advances  occurred  as  the  direct  result 
of  your  committee's  perseverance  and  interest  which  began  to 
achieve  fruition  in  1991,  that's  only  five  years  ago,  when  for  the 
first  time,  the  committee  recognized  that  not  enough  attention  was 
being  spent  on  Batten  disease,  and  they  directed  the  National  In- 
stitute of  Neurological  Disease  and  Stroke,  the  NINDS,  to  expand 
its  research  in  this  direction. 
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I'm  happy  to  say  that  the  NINDS  heeded  your  requests  and  sug- 
gestions and  actively  solicited  grants.  They  sent  out  official  re- 
quests for  applications  and  a  special  committee  was  established  to 
review  the  Batten  disease  grants,  since  it  was  felt  that  the  usual 
committees  did  not  have  sufficient  expertise  to  make  proper  eval- 
uations. Numerous  applications  were  received  and  a  significant  in- 
crease in  money  was  spent  on  Batten  disease  research.  In  1994, 
$3,272  million  was  spent. 

You'll  be  pleased  and  excited  to  know  that  as  a  direct  result  of 
this,  we've  now  isolated  two  gene  defects  in  the  Batten  form,  one 
for  the  infantile  form  and  one  for  the  juvenile  form.  We  have  two 
to  go,  and  it's  now  possible  to  make  absolute  definitive  diagnosis 
by  a  simple  blood  test.  It's  also  possible  to  identify  carriers  in  two 
forms. 

The  whole  field  has  now  opened  up  for  treatment  by  gene  and 
enzyme  replacement  and  the  possible  prevention  of  two  forms.  I 
daresay  that  nobody  has  gotten  a  better  bang  for  the  buck  than 
you've  gotten  by  sponsoring  Batten  disease  research.  I  think  it  is 
unprecedented  to  have  these  breakthroughs  in  a  matter  of  five 
years. 

In  spite  of  this,  last  year  the  NINDS  spent  only  $2.4  million, 
which  is  22  percent  less  than  in  1994.  We  are  at  a  little  bit  of  a 
loss  to  understand  this  and  afraid  this  might  cast  a  damper  on  the 
whole  research  process.  Our  scientists  are  there,  they're  like  expen- 
sive, finely  tuned,  complicated  scientific  machines.  Like  all  ma- 
chines, they  need  fuel.  Instead  of  traditional  fuels,  these  individ- 
uals need  American  dollars  in  sufficient  amounts  so  that  they  may 
pay  for  expensive  new  scientific  equipment,  as  well  as  being  able 
to  hire  the  technical  help  necessary  to  expedite  the  research. 

As  I  say,  we  are  going  into  now  the  last  two  gene  defects.  We're 
trying  to  find  out  what  the  enzyme  defect  is,  which  should  open  up, 
again,  the  whole  field  to  gene  replacement  and  enzyme  replace- 
ment. The  cost,  we  estimate,  is  about  $475  million  a  year  to  take 
care  of  approximately  300  children  born  with  Batten's  disease  each 
year  who  will  live  an  average  of  10  to  43  years. 

Consequently,  our  recommendations  are  that  although  there 
have  been  two  significant  breakthroughs,  we  are  disappointed  that 
funding  for  1995  was  22  percent  less  than  in  1994.  Consequently, 
we'd  like  to  suggest  that  the  following  wording  that  we  rec- 
ommended last  year  be  used  in  this  year's  appropriation  bill:  "The 
committee  continues  to  be  concerned  with  the  pace  of  research  in 
Batten  disease.  The  committee  believes  the  Institute  should  ac- 
tively solicit  and  encourage  quality  grant  applications  for  Batten 
disease  and  that  it  continue  to  take  the  steps  necessary  to  show 
that  a  vigorous  research  program  is  sustained  and  expanded.  The 
committee  has  provided  that  $3,470  million  within  the  funds  avail- 
able to  the  NINDS  be  spent  on  Batten  disease  research.  This  will 
allow  $3,270  million  for  continuation  and  renewal  and  $100,000  for 
new  grants." 

And  that's  my  presentation,  sir. 

Mr.  Porter.  Dr.  Rider,  thank  you.  There's  very  strong  support 
in  the  Congress.  I  have  a  letter  from  Senator  Rick  Santorum,  an- 
other from  Senator  Joseph  Biden,  another  from  Congressman  Mi- 
chael Castle,  and  Curt  Weldon,  our  colleague  from  Pennsylvania, 
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has  been  very  strongly  supportive  and  helpful  in  this  regard.  Un- 
fortunately, I  was  delayed  and  not  able  to  meet  with  him  this 
morning. 

But  certainly,  there  is  very  great  concern  that  we  do  our  best  to 
provide  funding  for  this  research  into  this  dread  disease  in  this 
year's  appropriation  as  well. 

Can  I  ask  one  question? 

Dr.  Rider.  Sure. 

Mr.  Porter.  With  the  findings  of  genetic  defects,  does  it  nec- 
essarily mean  that  we  will  quickly  be  able  to  find  the  way  to  move 
from  that  finding  into  a  final  solution? 

Dr.  Rider.  I  think  so.  Because  what  we  have  to  do  now  is  find, 
the  gene,  what  does  it  do,  what  is  it  supposed  to  do.  That's  what 
the  big  thrust  is  now.  Once  you  find  that  out,  it  may  be  as  simple 
as  giving  insulin  to  a  diabetic,  for  example. 

Mr.  Porter.  So  from  knowing  nothing  to  where  we  are  now,  how 
far  are  we? 

Dr.  Rider.  Eighty. 

Mr.  Porter.  All  right.  That's  real,  real  progress.  And  we  really 
appreciate  your  coming  here  and,  Mr.  Joyce  and  Mrs.  Joyce,  you've 
been  here  before,  and  have  helped  us  to  understand  the  nature  of 
this  disease  and  how  it  affects  young  children.  And  we  want  to  do 
everything  we  possibly  can  to  give  you  the  resources  that  make  this 
happen,  this  cure  found. 

Mr.  Joyce.  Mr.  Chairman,  can  I  

Mr.  Porter.  Please. 

Mr.  Joyce.  This  is  our  eighth  year  up  here.  And  when  we  walked 
in  here,  this  is  deja  vu  for  me,  because  when  we  first  walked  in 
here,  Ian  and  Joe  were  like  little  Betsey  is  today,  with  the  Camp- 
bell family.  She  can  still  walk,  she  can  still  talk  and  all  that.  And 
Ian  and  Joe  have  been  in  this  state  for  five  years,  and  quite  frank- 
ly, they're  well  past  their  life  expectancy. 

But  in  our  hearts,  we  think  that  they're  holding  on  to  get  this 
late  infantile  form,  which  they  don't  have.  And  I  don't  think  Dr. 
Rider  mentioned  that  he  lost  a  son  to  the  juvenile  form  of  this  dis- 
ease. His  son  died  three  years  ago. 

And  it's  real  important  to  us,  the  committee  has  been  always  to- 
tally supportive  and  we  are  concerned.  We've  tried  not  to  ask  for 
too  much.  But  we're  so  doggoned  close.  And  even  for  our  siblings, 
for  my  son,  Andrew,  and  my  older  son,  Connor,  one  way  to  stop 
this  is  that  we  know  that  we  carry  the  gene  defect. 

And  at  least  in  the  infantile  form  and  the  juvenile  form,  now, 
there's  a  test  that  they  can  test  their  mates  and  find  out  if  there's 
a  chance  they're  going  to  pass  on  this  disease.  And  we  don't  even 
have  that  yet. 

So  we're  still  in  the  dark  ages,  and  we  really  would  appreciate 
the  committee  just  letting  NINDS  know,  look,  this  is  still  very  im- 
portant to  us,  we're  so  close,  and  we  could  put  an  end  to  this  trag- 
edy. 

Mr.  Porter.  While  we  leave  these  decisions  to  science,  as  we 
should,  we  sure  have  strong  feelings  about  them,  and  we  do  let 
them  know  the  depth  of  our  feeling.  And  we  will  do  that. 

Mr.  Joyce.  We  deeply  appreciate  that,  sir. 

Mr.  Porter.  Thank  you. 
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Dr.  Rider.  Let  me  just  say  hello  to  Mr.  Campbell  and  his  wife, 
from  Norristown,  Pennsylvania. 

Mr.  Campbell.  We  appreciate  your  time.  Just  a  year  ago,  at  Hal- 
loween, Betsey  was  walking  and  able  to  go  around  trick  or  treating 
with  us.  And  they've  been  dealing  with  this  for  a  long,  long  time. 
It's  only  been  a  year  for  us. 

Mr.  Porter.  How  old  is  Betsey  now? 

Mr.  Campbell.  She's  six  and  a  half  now.  She  was  normal  at 
about  three  and  a  half,  and  at  five  and  a  half  was  diagnosed  with 
the  disease.  At  Christmas  of  1994,  she  was  walking  and  talking, 
until  February  1995,  and  now  in  this  situation  here. 

And  we  hope  you  can  help  us  out  here,  so  little  Betsey  can  walk 
and  talk  again.  We  appreciate  your  help. 

Mr.  Porter.  Mr.  and  Mrs.  Campbell,  we'll  absolutely  do  our  best. 
Thank  you  all  for  being  here.  Thank  you  for  testifying. 

[The  prepared  statement  follows:] 


1017 


Name: 
Address: 


J.  Alfred  Rider,  M.D.,  Ph.D. 

350  Parnassus  Avenue,  Suite  900 

San  Francisco,  CA  94117 

Children's  Brain  Diseases  Foundation 


Affiliation: 


House  Appropriations  Subcommittee  on  Labor, 
Health  and  Human  Services  Education  and  Related 
Agencies 

March  7,  1996 
10:00  a.m. 


I  am  Doctor  J.  Alfred  Rider,  President  of  the  Board  of  Trustees  of 
the  Children's  Brain  Diseases  Foundation.  It  is  a  pleasure  to  testify  for 
the  19th  time  in  the  last  18  years  before  your  committee.  I  also  have 
with  me  Mr.  Michael  Joyce  a  member  of  our  Board  of  Trustees,  and 
his  wife,  Rosemarie,  who  are  the  parents  of  a  set  of  twins,  Ian  and 
Joey,  with  the  late  infantile  form  of  Batten  disease,  and  Mr.  Christopher 
Campbell,  his  wife,  Kim,  and  their  daughter,  Betsy,  also  with  the  late 
infantile  form  of  Batten  disease.  I  am  speaking  on  behalf  of  the 
Children's  Brain  Diseases  Foundation,  the  Batten  disease  Support  and 
Research  Association  and  the  thousands  of  children  and  their  families 
who  are  affected  with  Batten  disease. 

Specifically,  I  would  like  to  address  the  need  for  continued 
funding  at  least  at  the  previous  1994  level  plus  a  modest  increase  for 
Batten  disease.  Batten  disease  is  a  neurological  disorder  affecting  the 
brains  of  infants,  children  and  young  adults.  It  occurs  once  in  every 
12,500  births.  There  are  approximately  440,000  carriers  of  this 
disorder  in  the  United  States.  It  is  the  most  common  neuro-qenetic 
storage  disease  in  children.  Although  there  are  four  major  types  of 
Batten  disease,  the  usual  case  is  characterized  by  motor  and 
intellectual  deterioration,  visual  loss,  behavioral  changes,  the  onset  of 
progressively  severe  seizures  and  terminates  in  death  in  a  vegetative 
state.  This  irreversibly  severe  illness  constitutes  an  enormous  nursing 
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and  financial  burden  to  families  with  afflicted  children.  Patients  may 
live  in  a  deteriorating  state,  from  10  to  43  years.  The  changes  that 
occur  in  the  brain  in  these  children  are  quite  similar  to  many  of  the 
changes  that  occur  in  the  aging  person.  Thus,  effective  treatment  for 
Batten  disease  may  also  allow  us  to  alter  the  aging  process  and  age 
associated  senility  in  our  aging  citizens. 

Batten  disease  is  now  recognized  world  wide,  but  continued 
research  money  is  needed  to  successfully  advance  the  research  to 
determine  the  exact  cause  of  this  disease. 

The  Children's  Brain  Diseases  Foundation,  begun  in  1968,  has 
had  a  direct  role  in  stimulating  interest  in  Batten  disease  world  wide  by 
granting  money  to  various  investigators.  The  Foundation  has 
sponsored  five  world  wide  symposiums;  the  most  recent  in  Newark, 
New  Jersey,  May  1994.  The  next  international  symposium  will  be  held 
in  Helsinki,  Finland  in  June  of  this  year.  There  are  now  over  100 
investigators  world  wide.  Their  work  must  continue  to  be  encouraged 
and  supported. 

A  major  impetus  to  these  advances  occurred  as  the  direct  result 
of  your  committee's  perseverance  and  interest  which  began  to  achieve 
fruition  in  1991  when  for  the  first  time,  the  committee  recognized  that 
not  enough  attention  was  being  spent  on  Batten  disease,  and  they 
directed  the  National  Institute  of  Neurological  Disease  and  Stroke 
(NINDS)  to  expand  its  research  in  this  direction. 

I  am  happy  to  say  that  the  NINDS  heeded  your  requests  and 
suggestions  and  actively  solicited  research  grants  for  Batten  disease 
by  sending  out  an  official  Request  for  Applications  (RFA).  A  special 
committee  was  established  to  review  Batten  disease  grants  since  it 
was  felt  that  the  usual  committees  did  not  have  sufficient  expertise  to 
make  proper  evaluations.  Numerous  applications  were  received  and  a 
significant  increase  in  money  was  spent  on  Batten  disease  research. 
In  1994,  $3,272,699  was  spent. 
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You  will  be  pleased  and  excited  to  know  that  this  has  resulted  in 
the  unprecedented  findings  of  gene  localization  in  two  of  the  forms  of 
Batten  disease  in  1995.  A  group  in  Finland,  in  collaboration  with  the 
University  of  Texas,  have  isolated  the  gene  defect;  mutations  in  the 
palmitoyl  protein  thioesterase  gene  localized  on  chromosome  1  p32, 
causing  the  infantile  form  of  Batten  disease.  The  International  Batten 
disease  Consortium,  consisting  of  researchers  from  Massachusetts 
General  Hospital;  Harvard  Medical  School;  Duke  University  Medical 
Center;  Women  and  Children's  Hospital,  Australia;  Leiden  University, 
The  Netherlands;  Los  Alamos  National  Laboratory  and  the  University 
College  Medical  School,  London,  England,  have  isolated  the  genetic 
defect  in  the  juvenile  form  of  Batten  disease  and  have  found  it  to  be  on 
chromosome  16p12. 

It  is  now  possible  to  make  an  absolute  definitive  diagnosis  by  a 
simple  blood  test,  and  it  is  also  possible  to  identify  carriers  in  the  two 
forms.  The  whole  field  is  now  opened  up  for  treatment  by  gene  and 
enzyme  replacement,  and  the  possible  prevention  of  two  forms  of  the 
disease  by  genetic  counseling,  including  in  vitro  fertilization. 

In  spite  of  these  two  unprecedented  major  significant 
breakthroughs,  the  NINDS  in  FY  1995  has  only  spent  $2,481,583  on 
research  grants.  This  is  22%  less  than  the  $3,272,699  in  FY  1994.  We 
are  at  a  loss  to  understand  this  and  are  afraid  that  this  may  cast  a 
damper  on  the  whole  research  process.  Our  scientists  are  there.  They 
are  like  expensive  finely  tuned  complicated  scientific  machines  and 
like  all  machines,  they  need  fuel.  Instead  of  traditional  fuels,  these 
individuals  need  American  dollars  in  sufficient  amounts  so  that  they 
may  pay  for  their  expensive  new  scientific  equipment  as  well  as  being 
able  to  hire  the  technical  help  necessary  to  expedite  the  research. 

Much  needs  to  be  done.  The  exact  genetic  defect  in  the  late 
infantile  and  adult  forms  of  Batten  disease  must  be  isolated.  The 
enzyme  defects  resulting  from  gene  abnormalities  in  all  four  types 
must  be  determined.  This  should  then  lead  to  definitive  therapy  by 
gene  replacement  or  specific  enzyme  therapy.  Several  laboratories  are 
already  set  up  to  make  definitive  diagnosis  in  the  infantile  and  juvenile 
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forms  of  Batten  disease. 

We  are  cognizant  of  the  difficulty  in  getting  funds  for  research. 
However,  the  amount  requested  is  a  small  price  to  pay  to  solve  a 
disease  which  wrecks  havoc  on  the  victims  and  families  and  is 
draining  our  national  resources  by  approximately  475  million  dollars 
per  year  based  on  approximately  300  children  born  with  Batten  disease 
each  year  and  others  living  with  this  disease  at  an  average  treatment 
and  maintenance  cost  of  over  $100,000  per  year  for  each  year  of  life. 
This  lifetime,  in  a  vegetative  state,  can  last  10  to  43  years. 

Specific  recommendations: 

Although  there  have  been  two  significant  breakthroughs  with 
regard  to  gene  localization  in  Batten  disease,  we  were  disappointed 
that  the  funding  for  FY  1995  was  22%  less  than  in  FY  1994. 
Consequently,  we  would  like  to  suggest  that  the  following  wording, 
that  we  recommended  last  year,  be  used  in  this  year's  appropriation 
bill:  "The  Committee  continues  to  be  concerned  with  the  pace  of 
research  in  Batten  disease.  The  Committee  believes  that  the  Institute 
should  actively  solicit  and  encourage  quality  grant  applications  for 
Batten  disease  and  that  it  continue  to  take  the  steps  necessary  to 
assure  that  a  vigorous  research  program  is  sustained  and  expanded. 
The  Committee  has  provided  that  $3,470,000  within  the  funds  available 
to  the  NINDS  be  spent  on  Batten  disease  research.  This  will  allow  for 
$3,272,699  for  continuation  and  renewal  grants  and  $197,301  for  new 
grants". 
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Thursday,  March  7,  1996. 

WITNESS 

EGBERT  L,  BALSTER,  COLLEGE  ON  PROBLEMS  OF  DRUG  DEPEND- 
ENCE 

Mr.  Porter.  Robert  L.  Baister,  Ph.D.,  Director,  Center  for  Drug 
and  Alcohol  Studies  at  the  Medical  College  of  Virginia,  represent- 
ing the  College  on  Problems  of  Drug  Dependence. 

Dr.  Baister,  welcome. 

Dr.  Balster.  Good  morning,  Mr.  Chairman.  Thank  you  very 
much  for  giving  us  the  opportunity  to  present  testimony  this  morn- 
ing on  behalf  of  the  NIH  and  in  particular  the  National  Institute 
on  Drug  Abuse. 

Before  I  begin,  I  want  to  echo  the  chorus,  I'm  sure  youVe  heard, 
of  thanks  from  the  scientific  community  for  the  support  from  this 
committee  in  the  last  budget  for  NIH.  My  membership  is  very 
aware  of  the  work  that  this  committee  did  in  leading  the  Congres- 
sional action  to  support  the  increased  NIH  budget  last  year.  We 
very  much  appreciate  this. 

As  you  said,  I  represent  the  College  on  Drug  Dependence.  You 
might  think  from  the  name  of  this  that  we're  some  kind  of  an  ad- 
vanced school  for  drug  addicts.  But  in  fact,  we're  not.  We  are  the 
major  national  scientific  association  that  involves  drug  abuse  sci- 
entists. We  have  annually  meetings  and  I'm  here  representing 
them  to  talk  about  the  NIDA  budget. 

Last  year  at  this  subcommittee  meeting,  a  presentation  from  our 
college  was  presented  by  Dr.  O'Brian.  And  he  was  accompanied  at 
that  time  by  Ms.  Lisa  Torres,  who  was  a  heroin  addict  in  treatment 
at  that  time.  You  may  recall  that  the  committee  questioned  Ms. 
Torres  quite  extensively  about  her  treatment  and  found  that  she 
was  on  methadone  at  that  time  of  the  hearing  last  year,  and  I 
thought  maybe  you'd  be  interested  in  getting  an  update  on  her. 
She's  actually  doing  very  well.  Ms.  Torres  has  passed  the  state  bar 
exam  in  New  York,  and  is  now  a  productive  member  of  society. 

And  I  think  it's  very  important  that  we  get  the  message  across 
that  drug  abuse  treatment  can  work,  and  that  we  have  effective 
tools  like  methadone  that  can  be  used.  We  can  certainly  improve 
them  with  additional  research.  But  it  is  very  important  to  know 
that  research  on  medication  and  other  treatment  developments  is 
very  important. 

For  example,  one  of  the  areas  where  we  don't  have  really  very 
good  proven  effective  treatments  is  for  cocaine  dependence.  There's 
no  established  medication.  There  are  developments  now  in  the  neu- 
rosciences  which  lead  the  way,  I  think,  to  developing  one  within 
some  numbers  of  years.  For  example,  just  within  the  last  few 
years,  the  actual  site  of  action  where  cocaine  works  in  the  brain 
has  been  identified. 

In  fact,  just  a  couple  of  weeks  ago  in  the  Journal  of  Nature,  a 
group  of  scientists  developed  a  mouse  that  doesn't  have  this  site  of 
action  for  cocaine.  And  of  course,  this  mouse  is  completely  unre- 
sponsive to  cocaine.  So  it  would  be  possible,  knowing  basic  sci- 
entific information  like  this,  to  develop  medications  that  would 
interfere  with  cocaine's  ability  to  act  at  this  site. 
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So  the  point  I'm  trying  to  get  at  here  is  that  there's  a  lot  of  good 
things  going  on,  that  I  think  hoid  the  door  open  for  new  develop- 
ments in  cocaine  treatments. 

The  other  thing  I  thought  I  would  briefly  mention  this  morning, 
and  I'm  sure  Congress  knows  very  well  about  this,  and  that's  the 
trends  that  are  going  on  right  now  in  drug  use  and  drug  abuse. 
And  we  know  that  they  are,  in  general,  have  been  coming  down 
since  the  epidemic  times  of  the  1970s.  However,  just  within  the  last 
couple  of  years  now,  there  are  some  very  scary  signs  of  an  increase, 
particularly  among  really  young  people,  particularly,  for  example, 
with  marijuana,  where  regular  use  has  literally  doubled  within  the 
last  two  years.  General  McCaffrey  spoke  of  this  issue  in  his  con- 
firmation yesterday. 

One  of  our  members  of  our  College,  Dr.  David  Mustow,  has  writ- 
ten a  book  somewhat  poignantly  entitled  "The  American  Disease," 
which  describes  the  history  of  drug  abuse  in  our  country.  And  he 
pointed  to  the  very  cyclical  nature  of  it,  that  we  have  epidemics, 
like  for  example  we  had  in  the  1960s  and  1970s,  where  it's  tremen- 
dous, it  gets  on  the  front  pages  and  we  have  wars  on  drugs  and 
we  build  up  strong  new  treatment  and  prevention  strategies,  and 
great  improvements  were  made  in  treatment  prevention  over  that 
period.  The  use  goes  down,  we  put  it  on  the  back  pages,  forget 
about  it  a  little  bit. 

Now,  we're  looking  now  at  the  early  signs  of  what  may  be  a  com- 
plete new  epidemic  again.  We've  got  young  people  who  weren't 
there  at  the  time  of  that  major  intervention. 

And  one  of  the  things  that's  particularly  scary  about  this  is  that 
we  get  new  forms  of  drug  abuse  all  the  time.  It's  not  just  the  same 
ones.  We  certainly  will  have  marijuana  and  heroin  and  cocaine. 
But  now  we're  having  smoked  methamphetamine,  we're  having 
smoked  heroin.  These  types  of  problems  introduce  new  scientific 
challenges. 

So  it's  very  important  for  us  to  keep  a  research  program  strong 
on  this.  I  think  it's  important  to  know  that  research  is  only  4  per- 
cent of  the  Federal  effort  in  drug  control.  The  other  96  is  in  treat- 
ment, prevention  and  interdiction.  But  4  percent  is  a  relatively 
small  investment,  I  think,  in  terms  of  R&D. 

It's  very  important  to  recognize  that  NIDA  is  basically  it  as  far 
as  drug  abuse  research  is  concerned.  It  doesn't  come  from  the  pri- 
vate sector.  Pharmaceutical  companies  have  very  modest  programs 
in  this  area.  There  are  not  major  foundations  that  support  drug 
abuse  research.  As  a  matter  of  fact,  even  internationally,  NIDA 
supports  an  overwhelming  majority  of  what  goes  on  in  this  area. 

So  I  think  it's  very  important  to  recognize  the  decisions  you 
make  about  the  Nation's  drug  abuse  will  really  have  a  major  im- 
pact on  drug  abuse  research  worldwide.  We  have  provided  written 
testimony,  which  your  committee  has.  And  it  contains  our  specific 
budget  recommendations  for  both  NIDA  and  NIH.  And  I  really  ap- 
preciate the  opportunity  to  talk  with  you  this  morning. 

Thank  you. 

[The  prepared  statement  follows:] 
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Good  morning,  Mr.  Chairman  and  Members  of  the  Subcommittee.  Thank 
you  for  the  opportunity  to  present  testimony  before  your  Committee  on  behalf  of 
the  College  on  Problems  of  Drug  Dependence  (CPDD)  and  in  support  of  the 
National  Institutes  of  Health  (NIH)  and,  in  particular,  the  National  Institute  on 
Drug  Abuse  (NIDA).  I  am  Dr.  Robert  Balster,  Director  of  the  Center  for  Drug 
and  Alcohol  Studies  at  the  Medical  College  of  Virginia  and  the  current  CPDD 
President. 

Before  I  begin,  I  would  like  to  express  CPDD's  thanks  to  Chairman  Porter 
and  to  members  of  this  Subcommittee  for  your  leadership  in  ensuring  a  strong 
Federal  commitment  to  the  NIH.  We  recognize  that  your  Subcommittee  was  faced 
with  many  difficult  funding  choices,  and  we  are  extremely  appreciative  of  the 
5.8%  increase  in  funding  given  to  NIH  this  year. 

CPDD  is  the  longest  standing  organization  in  the  United  States  that 
addresses  problems  of  drug  dependence  and  abuse,  and  CPDD  is  the  leading 
scientific  society  in  the  field  of  drug  dependence.  From  1929  until  1976,  CPDD 
was  associated  with  the  National  Academy  of  Sciences,  National  Research  Council. 
Since  1976,  the  organization  has  functioned  as  an  independent  body  affiliated  with 
other  scientific  and  professional  societies  representing  various  disciplines 
concerned  with  problems  of  drug  dependence  and  abuse.  In  1991,  the  CPDD 
evolved  into  a  membership  organization  which  now  serves  as  an  interface  among 
government,  industry,  and  academia,  and  maintains  liaisons  with  regulatory  and 
research  agencies  as  well  as  educational,  treatment,  and  prevention  facilities  in  the 
drug  abuse  field. 

If  I  could  leave  this  Subcommittee  with  just  two  messages  -  they  would  be 
(1)  Drug  abuse  and  addiction  is  as  much  a  health  issue  as  it  is  a  social  issue; 
and  (2)  Drug  abuse  is  a  preventable  behavior  and  drug  addiction  is  a  treatable 
disease  and  we  now  know  these  to  be  true  because  of  research. 

Virtually  all  of  us  know  or  have  known  someone  with  a  drug  problem  -  and 
all  of  us  are  aware  of  the  stigma  and  blame  that  invariably  accompanies  such  a 
problem.  However,  research  has  shown  that  our  individual  biological  makeup, 
as  well  as  our  social  and  cultural  surroundings,  affect  how  vulnerable  we  are  to 
the  addicting  properties  of  drugs.  This  directly  refutes  the  false,  but  still  widely 
held,  notion  that  addiction  is  the  result  of  weak  character  or  immoral  behavior. 


1025 


It  is  estimated  that  over  30  million  Americans  suffer  from  drug  and  alcohol 
addiction  —  11  million  of  them  using  illicit  drugs  such  as  marijuana,  cocaine,  and 
heroin  (5  million  of  whom  are  women  of  child  bearing  age). 

While  the  number  of  Americans  using  illicit  drugs  has  dropped  from  24.7 
million  in  1979  to  11.4  million  in  1992,  this  statistic  is  extremely  misleading. 
Recent  surveys  provide  overwhelming  evidence  of  a  sharp  and  dramatic  increase 
in  drug  use  among  young  people.  This  is  important,  not  only  for  the  health  and 
well-being  of  our  adolescents,  but  also  because  drug  use  at  this  age  very  often 
leads  to  hard-core  drug  use  as  adults.  Many  of  these  frightening  trends  are 
included  in  a  recent  report  by  Senator  Orrin  G.  Hatch  (R-UT),  Chairman  of  the 
Senate  Judiciary  Committee,  entitled  "Losing  Ground  Against  Drugs:  A  Report  on 
Increasing  Illicit  Drug  Use  and  National  Drug  Policy." 

The  human  and  economic  costs  of  drug  abuse  and  addiction  are  staggering  - 
reinforcing  the  message  that  drug  abuse  and  addiction  is  as  much  a  health  issue 
as  it  is  a  social  issue.  Drug  and  alcohol  addiction  breaks  up  marriages,  families, 
and  friendships.  It  compromises  productivity  and  worker  safety  and  promotes 
criminal  behavior  and  violence.  Drug  and  alcohol  addiction  costs  this  country 
more  than  $160  billion  each  year.  Illegal  drug  use  alone  costs  us  over  $67  billion 
each  year.  Because  drug  abuse  is  associated  with  a  myriad  of  health  problems 
such  as  hepatitis,  tuberculosis,  and  AIDS,  drug  abusers  are  substantively  over- 
represented  in  hospital  settings  ~  especially  in  emergency  rooms  where  health  care 
is  most  expensive.  In  fact,  surveys  show  that  between  25-40  percent  of  all  general 
hospital  patients  are  being  treated  for  complications  related  to  drug,  alcohol,  or 
tobacco  use. 

The  effects  of  adult  drug  and  alcohol  addiction  on  innocent  children  are 
appalling.  Fetal  Alcohol  Syndrome  (FAS)  is  just  one  example.  Heavy  or  frequent 
alcohol  use  during  pregnancy  may  result  in  FAS  ~  the  leading  preventable  cause 
of  birth  defects  and  mental  retardation.  In  addition,  over  half  of  the  children  with 
AIDS  were  born  to  mothers  who  were  injecting  drugs  or  who  had  sexual  contact 
with  someone  who  was. 

The  solution  relates  to  the  second  message  that  drug  abuse  is  a  preventable 
behavior  and  drug  addiction  is  a  treatable  disease.  In  fact,  for  every  dollar 
invested  in  a  drug  abuse  treatment  program,  there  is  a  return  of  four  dollars  in 
reduced  drug-related  crime,  criminal  justice  costs,  and  theft,  plus  additional 
savings  in  health  care  costs. 
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The  National  Institute  on  Drug  Abuse  (NIDA)  is  the  lead  Federal  agency 
supporting  research  on  the  causes,  consequences,  prevention,  and  treatment  of 
drug  abuse.  NIDA  was  created  by  Congress  in  1974  based  upon  the  recognition 
that  tomorrow's  treatments  depend  upon  today's  research  and  that  science  should 
serve  as  the  foundation  for  treatment  and  prevention. 

Thanks  to  over  twenty  years  of  basic  and  clinical  research,  treatment  of  drug 
addiction  works.  Members  of  the  Subcommittee  may  recall  that  last  year  CPDD's 
testimony  was  presented  not  only  by  one  of  our  clinical  researchers,  but  also  by 
a  heroin  addict  currently  taking  methadone  as  her  treatment.  Methadone  and 
LAAM  treatments  for  heroin  addiction  were  developed  by  NIDA-supported 
researchers  and  enable  individuals  suffering  from  heroin  addiction  to  lead 
productive  lives.  Our  patient  witness  from  last  year  recently  passed  the  New  York 
State  Bar  Exam  and  is  a  productive  and  valuable  member  of  society.  Naltrexone, 
another  treatment  developed  by  NIDA-supported  researchers,  is  a  receptor- 
blocking  drug  initially  developed  for  heroin  addiction  and  unexpectedly  proved 
effective  for  alcohol  addiction  as  well. 

In  the  February  16,  1996,  issue  of  Science,  an  article  reported  research 
findings  that  strengthened  the  hypothesis  that  cocaine  causes  its  addictive  high  by 
raising  the  levels  of  dopamine  in  the  brain.  In  this  study,  the  gene  responsible  for 
the  production  of  the  dopamine  transporter  was  deleted.  The  results  reinforced  the 
importance  of  the  dopamine  transporter  in  controlling  dopamine  levels.  The 
research  also  provides  a  valuable  new  tool  for  understanding  the  neurobiology  of 
cocaine  addiction.  The  results  of  this  research  could  be  instrumental  in  designing 
new  treatments  that  prevent  cocaine  from  binding  to  the  dopamine  transporter,  and 
therefore  curb  cocaine  addiction. 

We  must  continue  to  build  on  these  advances  which  will  result  in  better 
treatments.  One  example  of  how  an  increased  investment  in  science  drives  better 
treatments  is  the  work  underway  in  NIDA's  Intramural  Research  Program. 
Scientists  have  recently  evaluated  the  safety  and  effectiveness  of  the  combination 
of  two  dopamine  medications  in  the  treatment  of  cocaine  dependence.  The 
findings  suggest  that  this  approach,  which  has  been  used  successfully  in  other  areas 
of  neuropsychiatry  such  as  Parkinson's  disease  and  obsessive-compulsive  disorder, 
can  help  improve  the  treatment  of  drug  abuse. 
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NIDA  is  also  currently  working  on  many  promising  research  initiatives  in 
the  areas  of  basic,  behavioral,  clinical,  AIDS,  etiology,  epidemiology,  and 
prevention  research.  NIDA  has  been  a  leader  in  recent  advances  in  research  on 
the  drug  abuse  and  HIV/ AIDS  link.  One  study  recently  completed  examined  the 
behavioral  change  among  women  intravenous  drug  users  (IDUs)  and  sexual 
partners  of  IDUs  relative  to  pregnancy.  The  findings  indicate  that  the  period  of 
pregnancy  provides  an  opportunity  for  changes  in  risk  behaviors  of  women. 

NIDA  has  recently  completed  its  planning  process  for  FY  1997  with  the 
Office  of  AIDS  Research  to  identify  programmatic  initiatives  for  FY  1997.  The 
proposed  initiatives  represent  an  opportunity  to  capitalize  on  recent  advances  in 
research  on  the  drug  abuse  and  HIV/ AIDS  link.  The  initiatives  will  focus  on  those 
areas  that  have  the  most  promise  for  rapidly  impacting  the  AIDS  epidemic  and  for 
which  NIDA  is  well  prepared  to  take  scientific  leadership. 

A  number  of  prevention  research  studies  have  also  recently  been  completed 
by  NIDA-sponsored  researchers.  For  example,  a  two-year  follow-up  study  of  456 
inner-city  seventh  grade  minority  adolescents  from  New  York  City  public  schools, 
which  focused  on  a  culturally  focused  skills  training  approach  to  alcohol  and  drug 
prevention  among  minority  students,  has  recently  been  completed.  This  study  is 
exciting  because  it  is  the  first  to  demonstrate  the  effectiveness  of  school-based 
approaches  to  alcohol  abuse  prevention  with  inner-city  minority  adolescents  and 
because  prevention  efforts  were  present  two  years  after  the  conclusion  of  the 
primary  year  of  intervention. 

CPDD  supports  NIDA's  professional  judgement  budget  which  calls  for  a 
9.3%  increase  for  NIDA  for  FY  1997.  This  increase  will  ensure  that  NIDA- 
supported  research  continues  to  bring  major  benefits  to  society.  A  strong  Federal 
commitment  to  NIDA  is  critical  to  the  prevention  and  treatment  of  drug  abuse. 

In  addition,  CPDD  respectfully  requests  that  Congress  support  the 
recommendation  of  the  Ad  Hoc  Group  for  Biomedical  Research  which  calls  for  a 
6.5%  increase  for  the  NIH  in  FY  1997.  This  increase  will  enable  scientists  to 
build  upon  the  exciting  basic  and  clinical  research  conducted  to  date. 

Thank  you,  Mr.  Chairman  and  Members  of  the  Subcommittee,  for  inviting 
me  to  testify  before  you  today.  With  Congress'  continued  support,  we  can  achieve 
our  goal  of  replacing  ideology  with  sound  science  as  the  foundation  for  drug  abuse 
prevention,  treatment,  and  policy  initiatives. 
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Mr.  Porter.  Dr.  Balster,  first  of  all,  give  Ms.  Torres  our  con- 
gratulations. I  think  that's  a  wonderful  success  story  that  people 
should  know  about. 

Dr.  Balster.  I  will. 

Mr.  Porter.  Can  you  give  us  the  breakdown,  you  said  4  percent 
on  research,  what  about  the  other  three — treatment,  prevention, 
interdiction?  What  is  the  percent  of  money  spent? 

Dr.  Balster.  It's  about  70  percent  interdiction.  Actually,  what 
we  call  supply  reduction,  things  related  to  interdiction.  About  30 
percent  in  what's  often  called  demand  reduction,  which  would  be 
treatment  prevention  research.  So  this  is  quite  a  dramatic  shift 
over  time.  It  wasn't  even  20  years  ago  when  it  was  70-30  the  other 
way.  There's  been  a  pretty  dramatic  switch  toward  greater  Federal 
expenditure  in  the  interdiction  area. 

Mr.  Porter.  Excuse  me.  But  my  own  feeling  about  this,  without 
knowing  very  much  about  it,  is  that  you  could  spend  all  the  money 
you  want  on  interdiction.  As  long  as  there  is  a  demand  for  drugs, 
they're  going  to  get  through  here  somehow.  It  just  pushes  up  the 
price.  Isn't  that  a  bad  allocation? 

Dr.  Balster.  We've  written  about  this  and  definitely  feel  like 
that's  the  case.  We  think  that  we  need  to  consider  it  as  a  public 
health  problem  as  much  as  it  is  a  social  problem,  and  look  at  the 
public  health  opportunities  we  have.  Just  for  example,  look  at  the 
dramatic  change  in  tobacco  use  as  the  result  of  an  education  and 
prevention  campaign,  just  in  very,  very  short  order. 

And  I  really  believe  that  the  success  we  had  with  the  1970s  epi- 
demic was  due  to  the  really  mounting  and  dramatic  changes  in  our 
prevention  efforts.  What  they  were  in  the  1960s,  you  know,  in 
terms  of  the  way  kids  were  being  introduced  to  drug  avoidance,  to 
what  sophisticated  things  are  being  done  now  in  schools.  And  this 
stuff,  that  had  a  big  influence.  And  now  it's  gotten  pushed  back  a 
little  bit  and  it's  not  on  the  front  page,  it's  not  in  the  top  10  prob- 
lems. And  I  think  we're  really  going  to  see  the  consequences. 

Mr.  Porter.  I  would  put  80-20  on  the  demand  side,  as  opposed 
to  the  supply  side.  Because  it  seems  to  me  that  it's  money  you  have 
to  spend,  perhaps,  but  it  isn't  going  to  solve  the  problem. 

Dr.  Balster.  That's  interesting.  I  think  a  lot  of  the  people  in  the 
law  enforcement  community  and  the  interdiction  community  say 
the  same  thing.  They've  often  spoken  about  the  difficulty  of  fight- 
ing back  against  the  continual  demand  that  there  is.  So  I  certainly 
would  not  disagree  with  you,  Mr.  Chairman. 

Mr.  Porter.  Is  there  any  possibility  that  many  of  the  drugs  oper- 
ate on  the  same  area  of  the  brain  and  that  the  research  that  you 
described  could  have  wider  application  than  just  

Dr.  Balster.  There's  no  question  but  that  that's  true,  that  there 
is  already  known  basic  neural  circuitry  that  seems  to  be  involved 
in  really  all  of  this,  including  alcohol.  So  this  has  been  very  inform- 
ative in  a  broader  way  about  the  drug  abuse  field.  And  there's  even 
notions  now  that  it  may  have  more  bearing  on  broader  compulsive 
conditions  like,  for  example,  gambling,  some  other  types  of  compul- 
sive conditions. 

Yes,  there  are  commonalities  and  the  work  very  much  relates  to 
one  another.  And  drug  abuse  research  is  very  much  a  part  of  the 
mainstream  of  medical  research.  It  takes  advantage  of  all  the  lat- 
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est  stuff  in  molecular  biology,  it  makes  contributions,  important 
contributions,  that  understand  brain  function  in  general.  And  it's 
very  much  within  the  broad  context  of  medical  research. 

Mr.  Porter.  We  really  appreciate  your  testimony. 

Dr.  Balster.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  Mr.  Miller? 

Mr.  Miller.  How  close  are  we  to  getting  some  medical  drug 
breakthrough  to  help  in  this  problem  area? 

Dr.  Balster.  Well,  there  already  are,  actually,  some  pretty  de- 
cent and  effective  medications  for  heroin.  When  people  are  brought 
in,  and  heroin  abuse  treatment  is  developing  a  lot,  is  much  im- 
proved as  a  result  of  medications.  Cocaine  is  the  problem  right  now 
where  there  really  isn't  something  good. 

Actually,  there's  a  lot  going  on  in  terms  of  research,  a  lot  of 
trials.  Unfortunately,  when  we  do  the  right  type  of  scientific  tests, 
a  good,  controlled  clinical  trial,  they  don't  seem  to  work  very  well. 
And  so  the  thought  has  been,  we  have  to  go  back  to  the  very  basic 
science  about  how  cocaine  works  in  the  brain.  Maybe  we  can  actu- 
ally very  precisely  target  the  areas  where  it  might  act.  And  so  I 
think  we're  close,  but  it's  going  to  require  a  continued  understand- 
ing of  the  real  basic  information  about  how  it  acts. 

Mr.  Miller.  Thank  you,  Mr.  Chairman. 


Thursday,  March  7,  1996. 

WITNESS 

ALAN  G.  KRAUT,  AMERICAN  PSYCHOLOGICAL  SOCIETY 

Mr.  Porter.  Alan  G.  Kraut,  Ph.D.,  Executive  Director  of  the 
American  Psychological  Society.  Dr.  Kraut,  welcome  once  again. 
Dr.  Kraut.  Thank  you.  It's  nice  to  be  here. 

Before  I  begin,  I  want  to  express  our  sincere  appreciation,  as  oth- 
ers have,  to  you  for  the  1996  NIH  budget.  We  recognize  that  you 
faced  many  difficult  decisions  in  the  last  year.  And  we  thank  you 
for  giving  NIH  priority. 

For  1997,  the  APS  supports  the  6.5  percent  increase  rec- 
ommended for  NIH  by  the  ad  hoc  group  on  Medical  Research,  a  co- 
alition that  we  are  a  part  of. 

I  want  to  make  just  a  couple  of  points  this  morning.  I  hope  that 
my  written  testimony  is  going  to  be  entered  into  the  record. 

The  first  point,  you  already  know,  but  it  bears  repeating.  And 
this  is  one  that's  been  documented  by  the  National  Academy  of 
Sciences,  the  Institute  of  Medicine,  by  many  surgeons  general,  and 
by  many  Congressional  committees.  And  that  is  that  seven  of  the 
ten  leading  causes  of  death  in  this  country,  accounting  for  almost 
half  of  all  premature  mortality,  are  linked  to  behavior.  Heart  dis- 
ease, behavior.  Stroke,  behavior.  Lung  cancer,  behavior.  AIDS,  be- 
havior. Substance  abuse,  behavior.  Violence,  behavior.  Suicide,  be- 
havior. The  list  could  go  on. 

Behavior  is  a  key  factor  in  these  and  many  other  conditions  that 
cause  untold  heartache  for  our  families,  our  neighbors,  our  society. 
And  even  when  the  conditions  have  biology  as  key,  it's  often  a  com- 
bination of  behavior  and  biology  that  determines  the  course  of  the 
disease.  Yes,  we  know  now  there's  a  significant  genetic  component 
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to  schizophrenia.  But  when  one  identical  twin  has  schizophrenia, 
there  is  a  less  than  50  percent  chance  that  the  other  twin  will. 

So  what  is  it  in  the  interaction  of  genes  and  environment  that 
triggers  episodes?  And  what  can  we  do  as  behavioral  scientists  to 
see  that  there  are  fewer  relapses  in  the  course  of  this  dreaded  dis- 
ease? 

As  Congress  and  leading  health  experts  have  already  done,  NIH 
needs  to  better  recognize  that  behavior  is  as  threatening  to  public 
health  as  any  biological  condition.  And  on  that  basis,  NIH  must  de- 
vote more  funding  to  the  study  of  behavior  and  its  role  in  solving 
these  important  problems.  We're  asking  this  committee  to  encour- 
age NIH  to  support  grants  and  training  in  behavioral  science. 

I  want  to  say  a  bit  more  about  training.  I  know  that  training  is 
not  as  glitzy  a  topic  as,  say,  brain  imaging  techniques  or  break- 
throughs in  the  treatment  of  mental  illness.  But  research  training 
is  as  important  to  our  health  research  efforts  as  research  grants 
themselves.  And  this  is  particularly  true  in  tight  budgetary  times. 
We  have  to  assure  the  next  generation  of  researchers. 

I  want  to  discuss  two  cost  effective  strategies  for  an  adequate 
supply  of  researchers  in  key  areas  of  health  and  mental  health. 
One  is  the  National  Research  Service  Awards,  which  NIH  funds. 
The  National  Academy  of  Sciences  has  called  for  more  than  a  one- 
third  increase  in  the  number  of  these  awards  to  behavioral  science 
at  NIH.  By  the  way,  that's  only  a  400  or  so  increase  in  the  number 
of  trainees. 

We  ask  this  committee  to  encourage  NIH  to  implement  this  rec- 
ommendation. It  would  have  a  negligible  impact  on  the  NIH  budg- 
et, somewhere  between  $5,000,000  and  $8,000,000,  but  an  enor- 
mous impact  on  producing  the  next  generation  of  health  research- 
ers. 

The  second  strategy  is  the  expanded  use  of  a  new  NIH  mecha- 
nism known  as  B/START,  which  provides  small  grants,  kind  of 
seed  funding,  for  young  scientists,  allowing  them  to  conduct  pilot 
research  during  times  of  budgetary  constraint.  B/START  was  cre- 
ated in  1994  at  the  National  Institute  of  Mental  Health  to  increase 
the  number  of  young  behavioral  investigators  in  mental  disorders. 
For  about  $1,000,000,  more  than  30  B/START  grantees  were  fund- 
ed, compared  to  maybe  three  or  four  regular  grants  that  would 
have  been  funded  for  the  same  amount  of  money. 

A  similar  B/START  program  is  just  being  developed  at  the  Na- 
tional Institute  of  Drug  Abuse,  to  encourage  new  researchers  in 
areas  of  addiction.  It's  an  excellent  model,  and  we  ask  this  commit- 
tee to  encourage  the  top  five  behavioral  science  institutes  at  NIH 
to  develop  B/START  programs.  Ten  years  from  now,  NIH  will  be 
pointing  with  pride  to  the  discoveries  of  former  B/STARTers  who 
have  gone  on  to  be  full  NIH  grantees. 

Finally,  this  committee  has  taken  a  particular  interest  in  the  re- 
search of  NIMH  over  the  past  year.  I  want  to  recommend  two  re- 
cent NIMH  reports  to  you  as  you  proceed  in  this  look.  One  is  Basic 
Behavioral  Science  Research  for  Mental  Health,  which  was  recently 
circulated  to  each  member  of  Congress  under  a  Dear  Colleague  let- 
ter from  you,  Chairman  Porter,  from  Representative  Obey  and  Rep- 
resentative Pelosi. 
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The  other  is  titled  Reducing  Mental  Disorders:  Behavioral 
Science  Research  Plan  for  Psychopathology.  It  was  funded  in  part 
by  NIMH  and  it  was  developed  by  representatives  of  more  than  25 
organizations.  This  report  describes  what  we  knew  about  the  be- 
havioral aspects  of  mental  disorders  as  well  as  what  we  need  to 
know. 

I  also  urge  you  to  consult  with  the  income  new  director  of  NIMH 
and  with  the  full  range  of  scientific  disciplines  funded  by  the  Insti- 
tute. We  welcome  your  attention  to  NTH  and  we're  confident  that 
an  assessment  of  NIMH's  research  can  only  increase  this  commit- 
tee's support  and  recognition  of  the  important  contributions  being 
made  there. 

Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Members  of  the  Subcommittee: 

I  am  Alan  Kraut,  Executive  Director  of  the  American  Psychological  Society.  Thank  you 
for  the  opportunity  to  testify  on  appropriations  for  the  National  Institutes  of  Health,  and  in 
particular,  behavioral  science  research  at  NIH.  Before  I  begin,  I  would  first  like  to  express  our 
appreciation  for  your  leadership  on  behalf  of  NIH  in  last  year's  deliberations  on  the  federal 
budget.  We  recognize  that  you  were  faced  with  many  difficult  decisions  and  we  are  grateful  for 
the  strong  budget  that  has  been  appropriated  for  NIH  in  FY96. 

I  have  appeared  before  this  panel  many  times,  but  for  those  of  you  who  are  not  familiar 
with  research  psychologists,  let  me  give  you  a  30-second  profile:  More  than  15,000  people 
belong  to  APS.  Our  typical  member  is  a  scientist  and  an  academic  at  a  university  or  college, 
with  expertise  in  a  specific  area  of  research.  (But  our  members  range  from  students  just 
embarking  on  their  career  to  Nobel  Prize  winners.)  Health  topics  studied  by  research 
psychologists  include  the  biological  bases  of  behavior,  child  development,  cognition,  aging, 
mental  illness,  substance  abuse,  and  the  fundamental  links  between  health  and  behavior. 
Scientific  psychologists  conduct  basic,  applied,  and  clinical  research,  and  they  receive  grants 
from  virtually  all  of  the  National  Institutes. 

Recommendations.  With  regard  to  overall  funding  for  NIH  in  FY97,  we  support  the  6.5 
percent  increase  recommended  by  the  Ad  Hoc  Group  for  Medical  Research.  In  addition,  APS 
recommends  the  Committee  take  the  following  actions  to  improve  NIH's  support  for  behavioral 
science  research: 

♦  Encourage  NIH  to  increase  the  number  of  National  Research  Service  Awards 
(NRSA)  for  behavioral  scientists,  as  recommended  by  the  National  Academy  of 
Sciences. 

♦  Encourage  the  five  Institutes  with  the  largest  behavioral  science  portfolios  to 
each  develop  B/START  programs,  which  are  small  grants  aimed  at  younger 
investigators. 

I  will  discuss  these  recommendations  in  detail,  following  which  I  will  describe  several  behavioral 
science  projects  at  various  Institutes  which  illustrate  the  breadth  and  promise  of  the  discipline. 

THE  VALUE  OF  BEHAVIORAL  SCIENCE  IN  PUBLIC  HEALTH 

Congress  has  over  the  past  decade  repeatedly  directed  NIH  to  increase  its  behavioral 
and  social  science  research.  And  rightly  so.  Behavior  is  as  threatening  to  public  health  as  any 
biological  condition.  The  U.S.  Surgeon  General  has  weighed  in  on  this  issue  as  has  the 
National  Academy  of  Sciences,  both  saying  the  same  basic  thing:  Most  of  the  leading  causes  of 
death  and  premature  mortality  in  this  country  are  due  to  behavior.  In  fact,  50  percent  of  the 
premature  mortality  and  morbidity  is  due  to  behavior,  from  heart  disease,  lung  cancer,  violence, 
suicide,  stress,  and  other  behavior-based  conditions. 

We  need  NIH  policy-  and  grant-makers  to  recognize  the  importance  of  behavior  in 
addressing  some  of  the  nation's  most  pressing  health  problems,  and  to  be  willing  to  invest  more 
money  to  study  behavior  on  that  basis  alone.  A  willingness  to  invest  in  an  important  problem  is 
the  foundation  on  which  NIH  and  all  federal  science  agencies  were  built.  After  all,  the  National 
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Cancer  Institute  was  created  because  Congress  was  convinced  (by  Mary  Lasker)  that  research 
was  the  key  to  reducing  the  enormous  amount  of  human  suffering  caused  by  cancer,  not 
because  biomedical  science  was  highly  sophisticated  or  anywhere  near  a  cure.  We  strongly 
urge  this  Committee  to  enforce  the  health  mission  of  NIH  and  to  require  that  support  of 
behavioral  research  -  through  increased  grants  and  training  -  be  a  core  part  of  that  mission. 

ENCOURAGING  A  FUTURE  GENERATION  OF  HEALTH  RESEARCHERS 

The  current  fiscal  environment  poses  significant  challenges  to  maintaining  a  stable 
commitment  to  health  research.  The  immediate  problems  created  by  tightening  federal  support 
for  research  grants  are  obvious  and  a  cause  for  concern  in  their  own  right.  But  there  are 
longer-term  considerations,  among  which  nothing  is  more  critical  than  the  impact  on  young 
scientists,  who  will  be  discouraged  from  pursuing  careers  in  health  research.  A  constant  base 
of  support  is  needed  to  ensure  a  future  workforce  that  can  conduct  the  science  needed  to 
address  the  nation's  health  concerns.  I  want  to  bring  to  your  attention  two  cost-effective 
programs  that  can  help  ensure  the  supply  of  behavioral  science  researchers  in  the  areas  of 
health  and  mental  health. 

NAS  Recommendation  for  Increasing  NRSA  Training  for  Behavioral  Scientists.  In 

its  most  recent  report  on  future  health  research  training  needs,  the  National  Academy  of 
Sciences  recommended  behavioral  science  as  one  of  five  areas  that  should  targeted  in  the 
National  Research  Service  Awards  program.  In  their  report,  the  NAS  recommended  the  annual 
number  of  NRSA  awards  in  the  behavioral  sciences  be  increased  36  percent,  from  1069  to 
1450  by  1996.  At  the  same  time,  the  report  recommended  that  the  NRSA  awards  for  basic 
biomedical  sciences  be  maintained  at  the  1993  levels. 

Noting  that  the  behavioral  sciences  experienced  "severe  funding  setbacks  in  the  early 
1980's,"  NAS  indicated  that  "there  is  now  increasing  recognition  that  many  of  the  worst 
problems  facing  this  country  are  primarily  behavioral  in  character  and  that  these  sciences 
possess  important  information  to  address  those  problems."  The  report  adds:  "A  key  link  in 
relating  basic  findings  from  the  behavioral  sciences  to  a  wide  variety  of  clinical  and  applied 
settings  is  the  recruitment  and  training  of  high-quality  people  to  carry  out  this  linkage.  Perhaps 
the  single  largest  potential  for  doing  this  lies  in  the  NIH  pre-  and  postdoctoral  fellowship 
program  [emphasis  added]."1  While  technically  the  NAS  report  is  advisory,  their  NRSA 
recommendations  have  consistently  been  adopted  by  NIH.  However,  NIH  has  not  implemented 
this  latest  set  of  recommendations. 

Recommendation:  We  ask  this  Committee  to  encourage  the  NIH  to  implement  the  1994  NAS 
recommendations  with  regard  to  increasing  the  number  of  NRSA  awards  to  behavioral 
scientists.  This  would  have  a  negligible  impact  on  the  NIH  budget,  but  an  enormous  impact  on 
producing  the  next  generation  of  health  researchers  in  the  areas  where  they  are  most  needed. 


1  Meeting  the  Nation's  Needs  for  Biomedical  and  Behavioral  Scientists,  Committee  on  National 
Needs  for  Biomedical  and  Behavioral  Research  Personnel,  National  Academy  of  Sciences,  Washington, 
DC,  1994,  p.  61. 
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The  B/START  Model.  In  addition  to  the  NRSA  awards,  we  recommend  the  expanded 
use  of  another  mechanism  for  increasing  the  supply  of  new  behavioral  science  investigators  in 
health.  In  1994,  the  National  Institute  of  Mental  Health  (NIMH)  launched  a  new  program 
designed  to  increase  the  number  of  young  behavioral  investigators  in  the  field.  Known  as 
B/START,  (Behavioral  Science  Track  Awards  for  Rapid  Transition),  the  program  provides  small 
"seed"  grants  to  young  researchers,  allowing  them  to  pursue  their  ideas  during  times  of 
budgetary  difficulty  and  giving  them  practical  experience  in  NIH  funding  processes.  Ten  years 
from  now,  NIH  will  be  pointing  with  pride  to  the  discoveries  made  by  many  of  those  B/START 
recipients  who  will  go  on  to  become  full  grantees. 

The  original  purpose  of  B/START  was  to  reverse  the  documented  "greying"  of  the  field  - 
the  decline  in  the  number  of  young  behavioral  science  researchers.  The  NIMH  B/START 
program  has  been  an  unqualified  success.  It  drew  an  immediate  and  overwhelming  response 
in  terms  of  the  number  and  quality  of  the  proposals  received,  and  spending  a  little  more  than  $1 
million,  NIMH  was  able  to  fund  more  than  30  grantees  (compared  to  the  usual  3  or  so  regular 
grants  for  the  same  amount  of  money).  A  similar  B/START  program  is  just  being  developed  at 
the  National  Institute  on  Drug  Abuse  to  encourage  new  researchers  in  the  areas  of  cognition, 
social  and  personality  development,  motivation,  and  the  mechanisms  of  craving  involved  in 
drug  abuse  and  addiction.  Other  Institutes  have  also  begun  to  look  at  B/START  as  a 
mechanism  for  attracting  young  behavioral  scientists  to  their  particular  area  of  study. 

Recommendation:  We  ask  the  Committee  to  encourage  the  five  Institutes  with  the  largest 
behavioral  science  portfolios  to  each  develop  B/START  programs. 


SELECTED  NIH  BEHAVIORAL  SCIENCE  ACTIVITIES 

Office  of  Behavioral  and  Social  Sciences  Research.  The  OBSSR  has  been 
operating  less  than  a  year,  but  already  has  made  significant  contributions  as  the  focal  point  for 
cross-cutting  behavioral  science  issues  at  NIH.  Under  psychologist  Norman  B.  Anderson,  the 
Congressionally-mandated  OBSSR  has  initiated  the  development  of  standard  NIH-wide 
definitions  of  behavioral  and  social  science  research  as  the  first  step  in  expanding  these 
disciplines  throughout  NIH  Institutes.  The  OBSSR  also  has  sponsored  a  number  of  initiatives 
and  scientific  activities  featuring  the  nation's  leading  behavioral  and  social  science  researchers. 

National  Institute  of  Mental  Health.  The  Committee  has  taken  a  particular  interest  in 
the  research  portfolio  of  NIMH  over  the  past  year.  We're  confident  that  an  objective 
assessment  of  the  research  funded  by  NIMH  can  only  increase  this  Committee's  support  and 
understanding  for  the  important  contributions  to  the  study  of  mental  health  and  mental  illness 
being  made  by  the  Institute.  Through  such  research,  we  know  more  than  ever  about  how 
people  learn,  what  motivates  them,  and  how  both  the  brain  and  the  social  environment  are 
involved  in  behavior.  We  also  know  a  great  deal  about  the  behavioral  aspects  of  such  mental 
illnesses  as  depression,  anxiety,  obsessive-compulsive  disorder,  dementia,  and  schizophrenia. 
This  fundamental  knowledge  is  leading  to  effective  psychosocial  and  behavioral  therapies  for 
reducing  mental  disorders. 


1036 


American  Psychological  Society  4 

In  assessing  NIMH.  !  urge  you  to  look  at  two  recent  reports.  One  is  Basic  Behavioral 
ScienceJResearcJiJor  Mental  Health,  a  report  produced  by  outside  experts  for  the  NIMH 
advisory  council,  whichlboRiTat  the  past  achievements,  current  research  activities,  and 
important  future  directions  for  NIMH's  behavioral  research  programs.  The  report,  which  was 
transmitted  upon  completion,  as  requested,  to  both  the  House  and  Senate  Appropriations 
Committees,  was  recently  circulated  to  every  Member  of  the  House  and  Senate  by  a  bi-partisan 
group  of  leaders  from  both  Houses,  including  Chairman  Porter,  Ranking  Minority  Member 
Obey,  and  Rep.  Pelosi  of  this  Committee.  On  the  Senate  side,  the  report  was  distributed  by 
ChairmaTTT-Tatfield,  Chairman  Specter,  Ranking  Minority  Member  Harkin,  and  Senator  Inouye. 

The  other  report  is  the  just-published  Reducing  Mental  Disorders:  Behavioral  Science 
Research  Plan  for  Psychopathology.  Funded  in  part  by  NIMH  and  developed  by 
representatives  of  25  organizations,  this  report  describes  what  we  know  about  the  behavioral 
aspects  of  mental  disorders,  and  identifies  what  we  need  to  know.  These  reports  provide 
exactly  the  kind  of  expert  consensus  that  should  be  used  to  guide  decisions  about  future  lines 
of  inquiry  to  be  supported  by  NIMH's  behavioral  science  programs.  I  urge  their  use  in  your 
deliberations.  In  addition,  as  you  examine  NIMH's  portfolio,  I  urge  you  to  consult  with  the 
incoming  director  of  the  institute  and  with  the  full  range  of  scientific  disciplines  funded  by  the 
Institute. 

National  Institute  on  Drug  Abuse.  Behavioral  research  is  essential  to  solving 
problems  of  drug  abuse  and  addiction.  Behavioral  and  psychosocial  interventions  are  the  most 
frequently  administered  treatments  for  drug  addiction  and  in  some  cases,  are  the  only  available 
treatment.  Under  the  leadership  of  psychologist  Alan  I.  Leshner,  NIDA  has  expanded  both  its 
basic  and  clinical  behavioral  science  activities  in  order  to  better  identify  who  may  be  at  risk  for 
falling  victim  to  drugs,  and  to  develop  effective  approaches  for  breaking  the  cycle  of  addiction. 
For  example:  In  1994,  NiDA  launched  the  Behavioral  Therapies  Development  program  to  apply 
the  same  controlled  evaluation  process  as  is  used  in  evaluating  new  medications  to  the 
assessment  of  behavioral  therapies.  Exciting  new  discoveries  are  already  beginning  to  emerge 
from  this  initiative.  In  addition,  NIDA's  expertise  is  being  applied  to  the  fight  against  AIDS/HIV, 
where  we  are  seeing  an  increasing  infection  rate  due  to  drug  use  and  related  behaviors.  As 
noted,  NIDA  also  is  launching  a  B/START  program  for  young  behavioral  science  investigators. 

National  Institute  on  Alcohol  Abuse  and  Alcoholism.  Because  no  single  treatment 
is  effective  fcr  all  persons  with  alcohol  problems,  NIAAA  is  sponsoring  behavioral  research  on 
ways  to  match  patients  to  the  most  appropriate  intervention.  Project  MATCH,  a  large, 
randomized,  multisite,  clinical  trial  involving  more  than  1700  patients,  is  the  largest  and  most 
complex  trial  of  patient-treatment  matching  and  treatment  effectiveness  ever  undertaken.  Other 
NIAAA  treatment  studies  of  interest  include  research  on  psychologically-oriented  treatment 
approaches,  subtyping  of  alcoholics,  and  the  neuropsychology  of  alcoholism. 

National  Institute  on  Aging.  As  people  age,  some  of  their  most  common  complaints 
include  changes  in  perception,  memory,  and  mobility,  which  can  occur  sometimes  to  the  point 
of  reduced  quality  of  life  or  even  disability.  The  NIA  supports  a  large  number  of  behavioral  and 
social  science  projects  on  these  problems.  For  example:  An  NIA  initiative  on  assessing 
behavioral  and  neuropsychological  change  in  aging  will  lead  to  identification  of  the  normal 
behavioral  and  cognitive  changes  that  occur  in  aging,  which  in  turn  wili  provide  the  basis  for 
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understanding  how  problems  develop.  An  NIA  initiative  on  attention  deficits  is  examining  the 
neural  bases  of  attention  problems  in  older  people.  Such  deficits  are  associated  with  a  variety 
of  conditions,  including  Alzheimer's  disease,  where  one  of  the  earliest  signs  of  cognitive 
impairment  is  difficulty  in  focusing  attention  to  a  task.  In  another  initiative,  investigators  are 
studying  the  impact  of  exercise  on  cognitive  functioning  in  older  individuals,  with  an  eye  toward 
possible  non-invasive  procedures  to  improve  their  cognitive  abilities.  NSA  is  also  sponsoring 
studies  that  have  potential  implications  for  the  changing  health  care  system,  including  research 
on  the  relationships  between  socioeconomic  position,  aging,  and  health;  and  on  ways  to 
improve  health  by  improving  communication  between  the  elderly  patients  and  their  health  care 
providers. 

National  Institute  of  Child  Health  and  Human  Development,  in  addition  to  the 
behavioral  and  social  science  research  activities  outlined  in  the  testimony  of  the  Friends  of 
NICHD,  a  coalition  which  we  support,  I  want  to  update  you  on  two  NICHD  initiatives  that  have 
been  of  interest  to  this  Committee.  This  information  also  is  provided  on  behalf  of  the  Society  for 
Research  in  Child  Development. 

At  the  urging  of  this  Committee  and  Mr.  Stokes,  NICHD  established  a  research  program 
on  normative  behavioral  development  in  ethnic  minority  children.  Such  research  is  needed 
because  minority  children  often  are  only  studied  in  terms  of  problems,  such  as  violence  or 
illiteracy.  This  initiative  will  provide  information  on  the  normative  patterns  of  social,  emotional, 
and  cognitive  growth.  Another  initiative  encouraged  by  this  Committee  and  Mr.  Stokes  is  on 
development  in  middle  childhood  (ages  5-11).  Comparatively  little  is  known  about  this  period  of 
development,  but  these  may  be  the  years  in  which  problems  that  surface  in  adolescence  may 
have  their  roots. 

National  Institute  of  Neurological  Disorders  and  Stroke.  Traumatic  head  injury  in 
children  is  a  major  public  health  problem.  Most  research  in  this  area  has  focused  on  children 
with  severe  brain  injury,  whose  problems  are  persistent  and  often  evolve  over  time.  However, 
the  majority  of  cases  are  considered  "mild."  NINDS  is  sponsoring  research  that  will  enable 
more  precise  detection  of  cognitive  impairments  and  other  abnormalities  in  brain  functioning 
that  may  be  associated  with  such  injuries. 

National  Heart,  Lung,  and  Blood  Institute.  In  September,  NHLBI  launched  ENRICHD 
(ENhancing  Recovery  In  Coronary  Heart  Disease),  a  $30  million,  6-7  year  multi-center  study  of 
interventions  that  provide  social  support  and  treat  depression  in  coronary  heart  patients. 
Previous  research  has  shown  that  heart  attack  patients  who  are  depressed  and  socially  isolated 
are  at  three  times  greater  risk  for  recurring  problems.  This  study  is  investigating  whether 
reducing  patients'  depression  and  isolation  can  prolong  their  survival  and  decrease  other 
cardiac  problems.  This  initiative  is  part  of  a  more  general  effort  to  devise  life  style  changes  as 
alternatives  to  "high  tech"  solutions  to  heart  disease. 

These  are  just  a  few  examples  of  the  excellent  behavioral  and  social  science  research 
being  done  at  NIH.  Much  more  needs  to  be  done.  Thank  you  again  for  the  opportunity  to 
present  these  recommendations  on  behavioral  and  social  science  research  at  NIH.  I  would  be 
pleased  to  provide  additional  information  to  the  Committee  on  these  or  related  topics. 
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Mr.  Porter.  Dr.  Kraut,  we  appreciate  your  testimony.  I  might 
say  that  ail  of  you  need  to  do  a  better  job  of  getting  this  message 
out,  I  think.  The  connection  between  health  and  behavior,  I  think 
it's  evident,  but  I  don't  think  people  think  about  it  enough.  And  I 
think  the  case  needs  to  be  made  much  more  strongly  that  we  need 
additional  research  in  this  area. 

We  had  last  year,  after  our  public  witnesses,  after  you  testified, 
we  had  seven  Nobel  laureates,  including  Dr.  Varmus,  sit  at  this 
table  all  day  with  us.  And  one  of  our  members  asked  a  very  percep- 
tive question.  He  said,  give  us  just  two  areas  where  you  would  put 
research  money  if  you  were  limited  in  that  way.  What  two  areas 
would  you  choose? 

And  every  one  of  them  had  one  of  their  choices  research  on  the 
brain.  Most  of  them  saying  that  we  know  a  great  deal  now  about 
the  functions  of  the  body,  but  not  very  much  about  the  brain.  And 
I  think  the  case  is  one  that's  quite  easily  made,  if  it's  made.  On 
the  other  hand,  you  have  people  attacking  NIMH,  you  probably  are 
aware  of  the  mindless  attacks  that  occurred  on  NIMH  and  some  of 
its  work  in  the  last  Congress.  And  I  think  a  very  strong  case  has 
to  be  made  as  to  why  this  research  is  important.  People  have  to 
understand  better  where  it  leads. 

Dr.  Kraut.  Absolutely.  And  I  have  to  commend  NIMH  for  its  re- 
sponse to  those  attacks  last  year.  I  think  it  did  a  tremendous  job 
of  supporting  its  own  research.  I  don't  know  if  you  recall,  there  was 
an  ABC  News  Prime  Time  special  about  it  that  actually  started  out 
as  an  attack  on  NIMH,  with  Sam  Donaldson  ending,  saying,  gee, 
I  thought  I  had  seen  the  mother  lode  of  waste.  But  I'm  ending  up 
thinking  that  we  ought  to  be  spending  much,  much  more  on  NIMH 
research  and  on  brain  and  behavior. 

Mr.  Porter.  We've  got  to  get  that  message  out  to  the  American 
people. 

Dr.  Kraut.  I  agree,  sir. 

Mr.  Porter.  Thank  you  very  much  again  for  your  testimony. 


Thursday,  March  7,  1996. 

WITNESS 

SHELDON  IRVIN  MILLER,  M.D.,  AMERICAN  PSYCHIATRIC  ASSOCIA- 
TION 

Mr.  Porter.  Sheldon  Irvin  Miller,  M.D.,  Chairman,  Department 
of  Psychiatry  at  Northwestern  University  Medical  School  in  North- 
western Memorial  Hospital  in  Chicago,  Illinois,  testifying  in  behalf 
of  the  American  Psychiatric  Association.  And  Dr.  Miller,  we  very 
much  welcome  you.  Are  you  a  constituent  of  mine?  * 

Dr.  Miller.  Well,  I'd  like  to  say  I  was,  but  I'm  afraid  I  can't. 
We're  heavy  supporters.  [Laughter.] 

And  I  bring  you  greetings  from  other  folks  you  know  back  in  Chi- 
cago. We're  really  very  pleased  to  be  here.  It  is  nice,  there's  a  kind 
of  a  feeling  of  being  home  with  you  sitting  there. 

As  you  said,  I'm  testifying  today  on  behalf  of  the  American  Psy- 
chiatric Association,  a  medical  specialty  society.  And  I'm  here  to 
present  the  APA's  recommendations  regarding  the  fiscal  year  1997 
appropriations. 
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I  would  again  like  to  thank  you,  Mr.  Chairman,  and  members  of 
this  committee  for  your  strong  support  of  medical  research  spon- 
sored by  the  National  Institutes  of  Health.  At  this  time  of  compet- 
ing budgetary  interests,  you  have  demonstrated  your  commitment 
to  the  health  and  well-being  of  this  Nation.  Mental  illness  and  sub- 
stance abuse  are  the  most  widespread,  destructive  and  costly  public 
health  problems  confronting  our  Nation.  Over  50  million  adults  in 
the  United  States  suffer  from  mental  disorders  or  drug  and  alcohol 
addictions,  costing  more  than  $313  billion  in  1990  alone. 

In  the  past  five  decades,  research  supported  by  NIMH  has  de- 
fined the  core  symptoms  of  the  severe  mental  illnesses,  including 
schizophrenia,  manic  depressive  illness  and  major  depression.  Re- 
search has  shown  that  these  and  other  mental  illnesses  involve 
specific  brain  dysfunctions,  and  research  has  contributed  directly  to 
developing  an  effective  array  of  treatments,  including  both  medica- 
tions and  specific  psychotherapies. 

The  development  of  new  major  classes  of  psychotherapeutic 
drugs,  anti-psycho  tics,  anti-depressants,  and  anti-anxiety  medica- 
tions, have  profoundly  altered  the  lives  of  mentally  ill  people  and 
enabled  them  to  be  effective  citizens  in  their  community.  In  addi- 
tion, the  discovery  that  psychotherapeutic  medications  are  effective 
provide  further  proof  that  mental  illnesses,  like  other  medical  ill- 
nesses, are  like  medical  illnesses  and  are  not  a  consequence  of  poor 
parenting  or  moral  failure.  Hopefully,  this  has  helped  to  decrease 
the  stigma  associated  with  these  illnesses. 

NIMH  research  has  contributed  significantly  to  the  discovery,  de- 
velopment, improvement  and  clinical  use  of  psychotherapeutic 
drugs.  While  members  of  the  subcommittee  are  familiar  with  the 
medical  benefits  of  lithium  treatment  that  has  freed  many  individ- 
uals from  manic  depressive  illness  or  months  or  years  of  hos- 
pitalization and  the  cost  savings  to  the  U.S.  economy  of  more  than 
$145  billion  since  1970,  I  wanted  to  share  with  you  other  advances 
made  possible  by  this  committee  through  its  support  for  research. 

The  introduction  of  the  unique  atypical  antipsychotic  drug, 
clozapine,  has  dramatically  helped  thousands  of  patients  with 
schizophrenia  to  leave  mental  hospitals,  and  in  some  cases  to  re- 
turn to  school,  hold  a  job  and  live  independently.  NIMH  research 
on  the  basic  biology  of  clozapine's  action  has  built  the  foundation 
for  understanding  how  this  drug  works  in  the  brain.  Clozapine 
saves  an  average  of  about  $23,000  per  patient  per  year.  This  trans- 
lates into  a  total  savings  of  approximately  $1.4  billion  each  year, 
the  savings  are  primarily  realized  through  the  reduction  in  the 
need  for  hospitalization. 

Addictive  disorders  are  among  the  most  destructive  and  costly 
domestic  problems  our  country  faces,  as  you've  heard  earlier,  with 
devastating  effects  on  both  the  individual  user  and  society.  Overall, 
the  cost  of  drug  and  alcohol  dependence  to  American  society  ex- 
ceeds $166  billion  annually. 

Recent  years  have  seen  frightening  shifts  in  the  nature  of  drug 
problems,  as  cocaine  and  crack  surpassed  heroin  in  use,  and  as 
many  women  joined  the  population  of  male  addicts.  Drug  addiction 
is  a  treatable  disease  of  the  brain  expressed  in  behavior.  The  Na- 
tional Institute  on  Drug  Abuse's  top  priority  is  the  development  of 
an  anti-cocaine  agent. 
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Researchers  funded  by  NIDA  have  opened  up  the  possibility  of 
developing  a  vaccination  against  cocaine  addiction.  This  is  an  excit- 
ing breakthrough  in  NIDA's  efforts  to  develop  a  medication  for  the 
treatment  of  cocaine  addiction. 

As  a  substance  that's  both  legally  and  culturally  accepted  in  our 
society,  the  behavioral,  social  and  health  problems  that  are  associ- 
ated with  the  misuse  of  alcohol  are  markedly  different  from  those 
associated  with  illicit  drugs.  Alcohol  dependence,  characterized  by 
chronic  and  heavy  drinking,  produces  such  medical  consequences 
as  liver  disease,  pancreatitis,  and  contributes  to  cardiovascular  dis- 
orders, certain  cancers,  immune,  endocrine  and  reproductive  ill- 
nesses. I  should  also  point  out  that  not  only  is  it  different,  but  it's 
very  similar  to  other  addictions  as  well. 

While  a  number  of  therapies  have  had  varying  degrees  of  suc- 
cess, no  single  treatment  has  been  shown  to  be  effective  for  all  per- 
sons with  alcohol  problems,  as  no  single  treatment  has  proven  to 
be  effective  for  many  other  disorders.  Among  the  research  pro- 
grams sponsored  by  NIAAA  is  a  project  searching  the  human  ge- 
nome for  genetic  markers  which  are  linked  with  alcoholism.  It  is 
hoped  that  we  will  be  able  eventually  to  detect  the  disease  before 
its  damage  becomes  irreversible. 

I  would  also  like  to  say  in  response  to  Congressman  Miller's 
question  before  about  new  drugs  developed  for  treatment  of  various 
addictive  disorders,  for  the  first  time  in  many,  many  years,  we 
have  a  new  drug  for  use  in  the  treatment  of  alcoholism,  not  just 
causing  illness  of  alcohol  is  used,  but  rather  actually  helping  pre- 
vent an  individual  from  drinking.  And  it  has  proven  very  effective 
when  combined  with  traditional  behavioral  approaches,  particu- 
larly. 

The  funding  recommendations  outlined  in  my  written  statement 
would  fund  quality  science,  critical  research  training  and  research 
management  and  support  activities  as  well  as  support  for  an  AIDS 
research.  These  recommended  budgets  would  allow  the  institutes  to 
support  high  quality  research  project  grant  applications  at  rates 
that  will  not  discourage^  excellent  investigators  from  even  applying. 

I'd  like  to  thank  you  for  this  opportunity  to  testify  before  the  sub- 
committee. And  if  there  are  any  questions,  I'd  be  glad  to  try  and 
answer  them. 

[The  prepared  statement  follows:] 
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Chairman  Porter,  Congressman  Obey,  and  members  of  the  subcommittee,  I  am  Sheldon 
Irvin  Miller,  M.D.,  Chairman  of  the  Department  of  Psychiatry  at  Northwestern  University 
Medical  School  and  Northwestern  Memorial  Hospital  in  Chicago,  Illinois.  I  am  testifying  today 
on  behalf  of  the  American  Psychiatric  Association,  a  medical  specialty  society  representing  more 
than  41,000  psychiatrists  nationwide.  I  am  here  to  present  the  APA's  recommendations 
regarding  the  Fiscal  Year  1997  appropriations  for  the  National  Institute  of  Mental  Health 
(NIMH),  National  Institute  on  Drug  Abuse  (NIDA),  the  National  Institute  on  Alcohol  Abuse  and 
Alcoholism  (NIAAA),  and  the  Center  for  Mental  Health  Services  (CMHS)  at  the  Substance 
Abuse  and  Mental  Health  Services  Administration  (SAMHSA).  I  am  testifying  on  behalf  of  the 
American  Psychiatric  Association,  American  Association  of  Chairman  of  Departments  of 
Psychiatry,  and  the  American  Association  of  Directors  of  Psychiatric  Residency  Training.  I  also 
wish  to  associate  the  APA's  testimony  with  the  statements  of  the  Ad  Hoc  Group  for  Medical 
Research  Funding  and  the  Mental  Health  Liaison  Group. 

Before  proceeding  with  my  formal  testimony,  I  would  first  like  to  thank  you,  Mr. 
Chairman,  and  the  members  of  this  committee  for  your  strong  support  of  medical  research  - 
sponsored  by  the  National  Institutes  of  Health.  At  this  time  of  competing  budgetary  interests, 
you  have  demonstrated  your  commitment  to  the  health  and  well  being  of  this  Nation.  Our 
children  and  grandchildren  will  certainly  reap  the  benefits  of  your  foresight  and  dedication,  as 
they  will  not  be  bound  to  the  diagnoses  and  treatments  of  this  century. 

Mental  illness  and  substance  abuse  are  among  the  most  widespread,  destructive  and 
costly  public  health  problems  confronting  our  nation.  Over  50  million  adults  in  the  United 
States  suffer  from  mental  disorders  or  drug  and  alcohol  addictions.  Our  nation's  direct  medical 
care  costs  and  indirect  costs  from  alcohol,  drug  dependence,  and  mental  illnesses  totaled  more 
than  $313  billion  in  1990.  While  estimates  of  the  number  of  afflicted  individuals  and  the 
economic  costs  to  society  are  awesome  enough,  such  figures  cannot  convey  the  human  toll  of 
these  disorders  on  both  the  victims  and  their  families.  These  people  struggle  daily  with  severely 
disrupted  lives  and  with  the  personal  and  social  costs  of  their  disorders.  Not  so  long  ago,  people 
thought  mental  illnesses  like  schizophrenia,  manic-depressive  illness,  and  depression  were 
considered  to  be  due  to  "moral  failure"  of  the  individual.  But  fifty  years  ago,  when  President 
Harry  Truman  signed  into  law  the  National  Mental  Health  Act,  he  opened  the  way  for  a 
revolution  in  our  understanding  of  mental  illness.  . 

In  the  past  five  decades,  research  supported  by  the  National  Institute  of  Mental  Health  has 
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defined  the  core  symptoms  of  the  severe  mental  illnesses,  including  schizophrenia,  manic 
depressive  illness,  and  major  depression.  Research  has  shown  that  these  and  other  mental 
illnesses  involve  specific  brain  dysfunctions;  and  research  has  contributed  directly  to  developing 
an  array  of  effective  treatments,  including  both  medications  and  specific  psychotherapies.  The 
development  of  new  major  classes  of  psychotherapeutic  drugs  ~  antipsychotics,  antidepressants 
(including  lithium),  and  anti-anxiety  medications  ~  have  profoundly  altered  the  lives  of  mentally 
ill  people.  Through  long-term  treatment  with  appropriate  medications,  many  patients  now  can 
effectively  control  their  illnesses  and  lead  stable,  essentially  normal  lives.  In  addition,  the 
discovery  that  psychotherapeutic  medications  are  effective  provided  proof  that  mental  illnesses 
are  biologically  based  ~  not  a  consequence  of  moral  failure  ~  and  greatly  lessened  the  stigma 
associated  with  these  conditions. 

NIMH  research  has  contributed  significantly  to  the  discovery,  development,  improvement 
and  clinical  use  of  psychotherapeutic  drugs.  The  knowledge  developed  through  this  research  has, 
in  turn,  provided  an  increased  understanding  of  the  causes  of  mental  illness.  Collaboration 
between  NIMH  researchers  and  the  pharmaceutical  industry  often  resulted  in  a  discovery  that  a 
drug  developed  by  industry  for  another  use  had  unsuspected  efficacy  against  a  mental  disorder. 
For  example,  a  drug  developed  in  the  1950's  as  an  antihistamine  (chlorpromazine)  was  found  to 
be  the  first  effective  antipsychotic;  another  compound  synthesized,  but  not  used,  by  a  drug 
company  was  found  to  be  valuable  as  an  antidepressant  (imipramine);  and  lithium  salts  were 
used  for  a  wide  variety  of  medical  conditions  long  before  they  were  found  to  be  a  valuable 
treatment  for  manic-depressive  illness  (bipolar  disorder).  Such  early  discoveries  by  psychiatric 
researchers  stimulated  the  pharmaceutical  industry  to  search  for  other  psychotherapeutic  drugs. 

Lithium  treatment  has  freed  many  individuals  with  manic-depressive  illness  from  months 
or  years  of  hospitalization.  Before  the  introduction  of  lithium,  people  with  manic  depressive 
illness  experienced  severe  disruptions  of  their  lives  and  marked  losses  of  productive  capacity; 
they  frequently  committed  suicide.  Although  many  people  with  this  illness  remain  untreated 
today,  those  patients  treated  with  lithium  usually  respond  well  and  live  greatly  improved  lives. 
Lithium  therapy  has  saved  the  U.S.  economy  more  than  $145  billion  since  1970.  NIMH  clinical 
research  played  a  large  role  in  establishing  the  effectiveness  and  treatment  conditions  for  lithium 
therapy;  this  role  was  particularly  important  because  lithium  is  an  inexpensive,  non-patentable 
medication  -  hence  not  commercially  attractive. 

For  some  people  with  manic-depressive  illness,  lithium  treatment  does  not  work  at  all,  or 
lithium  may  lose  its  effectiveness  due  to  the  development  of  tolerance  or  treatment  interruptions. 
Recent  NIMH  clinical  research  has  shown  that  two  other  drugs  that  were  originally  developed  as 
anticonvulsants,  carbamazepine  and  valproate,  are  effective  for  some  manic-depressive  patients 
who  do  not  respond  well  to  lithium.  NIMH  research  aims  to  increase  the  treatment  options  for 
manic  depressive  illness  and  to  learn  how  to  target  different  drug  therapies  to  the  needs  of 
individual  patients. 

The  introduction  of  the  unique,  "atypical"  antipsychotic  drug  ~  clozapine  ~  has 
dramatically  helped  thousands  of  patients  with  schizophrenia  to  leave  mental  hospitals,  and  in 
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some  cases,  to  return  to  school,  hold  a  job,  and  live  independently.  NIMH  research  on  the  basic 
biology  of  clozapine's  action  has  built  the  foundation  for  understanding  how  this  drug  works  in 
the  brain.  Clozapine  saves  an  average  of  $23,000  per  patient  annually.  This  translates  into  a 
total  savings  of  approximately  $1.4  billion  each  year;  the  savings  are  realized  primarily  through 
the  reduction  in  the  need  for  hospitalization. 

NIMH  sponsored  research  findings  support  proposals  to  reduce  frequency  of  blood 
monitoring  in  clozapine-treated  patients,  particularly  after  the  first  six  months  of  treatment. 
Reducing  the  blood  monitoring  from  weekly  to  monthly  (as  is  now  done  in  Europe)  would  save 
75%  of  the  cost  of  safety  monitoring,  approximately  $5,000  per  year  per  patient,  resulting  in 
cumulative  savings  of  $225  million  per  year  in  the  United  States  based  upon  the  60,000  patients 
currently  receiving  clozapine.  This  reduced  blood  monitoring  wold  also  increase  the  number  of 
potential  patients  using  the  drug,  some  of  whom  currently  avoid  the  treatment  due  to  the  weekly 
drawing  of  blood. 

Addictive  disorders  are  among  the  most  destructive  and  costly  domestic  problems  our 
country  faces,  with  devastating  effects  on  both  the  individual  user  and  society  as  a  whole. 
Overall,  the  cost  of  drug  and  alcohol  dependence  to  American  society  exceeds  $166  billion 
annually.  Recent  years  have  seen  frightening  shifts  in  the  nature  of  drug  problems,  as  cocaine 
and  crack  surpassed  heroin  in  use  and  as  many  women  joined  the  population  of  male  addicts. 
The  country  is  undergoing  an  unprecedented  crime  and  homicide  wave  associated  with  drug 
trafficking  in  cocaine.  Drug  addiction  is  a  treatable  disease  of  the  brain  expressed  in  behavior. 
The  National  Institute  on  Drug  Abuse's  top  priority  is  the  development  of  an  anti-cocaine  agent. 

Researchers  funded  by  NIDA  have  successfully  immunized  rats  against  the 
psychostimulant  effects  of  cocaine  and  opened  up  the  possibility  of  developing  a  vaccination 
against  cocaine  addition.  These  results  are  an  exciting  breakthrough  in  NIDA's  efforts  to 
develop  a  medication  for  the  treatment  of  cocaine  addiction  and  they  offer  the  scientific  and 
medical  fields  a  promising  new  direction  in  the  search  for  a  safe  means  of  blocking  the  damaging 
effects  of  crack  and  cocaine. 

Reports  of  current  illicit  drug  use  by  high  school  seniors  jumped  an  alarming  20%  in 
1994  from  18.3%  to  21.9%.  A  recent  NIDA  study  has  shown  that  tetrahydrocannabinol  (THC) 
the  active  ingredient  in  marijuana  can  produce  addiction.  Addiction  can  be  experimentally 
demonstrated  when  a  drug  is  either  abruptly  withdrawn  or  a  blocker  is  administered.  In  this 
study,  rats  were  treated  with  THC  for  several  days  and  then  given  a  THC  blocker  to  precipitate 
withdrawal.  After  the  administration  of  a  THC  blocker,  rats  displayed  pronounced  withdrawal 
symptoms  typical  of  those  seen  with  withdrawal  from  other  drugs,  indicating  an  addiction  to 
THC.  The  availability  of  a  functional  experimental  model  for  cannabis  dependence  allows  for 
the  systematic  study  of  the  consequences  of  chronic  exposure  to  cannabinoids  and  for  the 
development  of  treatment  strategies  for  individuals  who  become  compulsive  cannabis  users. 

As  a  direct  result  of  the  Nation's  investment  in  over  20  years  of  basic  and  clinical 
research  in  drug  abuse  and  addiction,  the  health  care  system  currently  has  a  number  of  effective 
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treatments  for  addiction  that  are  cost  effective  and  save  lives.  Several  conservative  estimates 
show  that  for  every  $1  invested  in  addiction  treatment  programs,  there  is  a  return  of  between  $4 
and  $7  in  reduced  drug-related  crime,  criminal  justice  costs,  and  theft  alone.  When  savings 
related  to  health  care  are  included,  total  savings  can  exceed  costs  by  a  ratio  of  12  to  1. 

In  a  study  published  in  1994  by  the  RAND  Corporation,  a  comparison  was  made  of  how 
cost  effective  various  drug  supply  reduction  and  drug  treatment  programs  would  be  in  achieving 
a  1%  reduction  in  cocaine  consumption.  This  study  demonstrated  that  drug  treatment  was  7-  23 
times  more  cost  effective  than  criminal  justice  programs.  In  a  subsequent  report,  the  California 
Drug  and  Alcohol  Treatment  Assessment  (CALDATA)  study  showed  that  addiction  treatment  is 
very  cost  beneficial  for  taxpayers  with  a  cost  benefit  of  approximately  $7  return  for  every  dollar 
invested. 

As  a  substance  that  is  both  legal  and  culturally  accepted  in  our  society,  the  health, 
behavioral,  and  social  problems  that  are  associated  with  misuse  of  alcohol  are  markedly  different 
from  those  associated  with  illicit  drugs.  Alcohol  dependence,  characterized  by  chronic  and 
heavy  drinking,  produces  such  medical  consequences  as  liver  disease  and  pancreatitis  and 
contributes  to  cardiovascular  disorders,  certain  cancers,  and  immune,  endocrine,  and 
reproductive  system  illness.  Alcohol  is  a  teratogen  capable  of  inducing  congenital  defects, 
growth  retardation,  learning  disabilities,  and  other  disorders.  The  National  Institute  on  Alcohol 
Abuse  and  Alcoholism  established  that  Fetal  Alcohol  Syndrome  is  caused  by  alcohol  per  se, 
galvanizing  efforts  to  alert  women  and  the  medical  community  to  the  dangers  of  drinking  during 
pregnancy. 

While  a  number  of  therapies  have  had  varying  degrees  of  success,  no  single  treatment  has 
been  shown  to  be  effective  for  all  persons  with  alcohol  problems.  Investigators  sponsored  by  the 
National  Institute  on  Alcohol  Abuse  and  Alcoholism  are  searching  the  entire  human  genome  for 
genetic  markers  which  are  linked  with  alcoholism.  In  the  process  of  this  search,  they  will  be  able 
to  test  rigorously  the  involvement  of  a  number  of  genes  hypothesized  to  contribute  to  the 
susceptibility  to  alcoholism  and  perhaps  discover  contributions  from  other  genes  not  yet 
suspected  of  involvement  with  alcoholism.  This  major  multidiciplinary  collaborative  research 
study  involving  six  research  institutions  across  the  country  (one  each  in  New  York,  Connecticut, 
Missouri,  Indiana,  Iowa,  and  California)  will  include  literally  thousands  of  individuals  (cell  lines 
from  2,344  individuals  belonging  to  269  families).  It  is  hoped  that  we  will  be  able,  eventually, 
to  detect  the  disease  before  its  damage  becomes  irreversible. 

The  APA  proposes  that  the  research  budgets  for  the  NIMH,  NIDA,  and  NIAAA  be 
increased  to  a  level  minimally  appropriate  to  the  quality  of  the  science  which  merits  support,  as 
follows:  $711  million  for  NIMH;  $501  million  for  NIDA;  and  $216  million  for  NIAAA.  These 
recommendations  include  critical  research  training  and  research  management  and  support 
activities,  as  well  as  support  for  AIDS  research.  These  recommended  budgets  would  allow  the 
institutes  to  support  high  quality  research  project  grant  applications  at  rates  that  will  not 
discourage  excellent  investigators  even  from  applying  for  assistance. 
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Mental  health  services  programs  are  now  administered  by  the  Center  for  Mental  Health 
Services  (CMHS)  at  the  Substance  Abuse  and  Mental  Health  Services  Administration 
(SAMHSA).  Congress  has  called  on  CMHS  for  a  vigorous  federal  leadership  role  in  mental 
health  services  delivery  and  policy  development.  One  of  the  most  successful  programs  at  CMHS 
is  the  Children's  Mental  Health  Services  Program.  As  you  know,  the  program  authorizes  grants 
to  states  and  communities  to  stimulate  the  development  of  interagency  systems  of  care  for 
children  and  adolescents  with  mental,  emotional  or  behavioral  disorders.  The  philosophy  of  the 
program  is  child-centered,  with  requirements  for  individualized  services  (sometimes  known  as 
wrap-around  services),  and  on  services  which  support  families  to  care  for  very  sick  youngsters  at 
home.  We  recommend  a  funding  level  of  $80  million. 

We  also  present  for  your  consideration  the  following  funding  recommendations: 

$5,4  million  for  Clinical  Training  at  the  SAMHSA  Center  for  Mental  Health  Services  to  better 
ensure  the  placement  of  personnel  in  shortage  areas  and  in  public  facilities  and  to  improve  the 
quality  of  training  provided  to  mental  health.  The  Clinical  Training  Program  at  CMHS  includes 
the  Minority  Fellowship  Program.  Congress  requires  that  clinical  trainees  who  receive  stipends 
pay  back  one  month  of  service  for  each  month  of  support,  except  for  programs  lasting  fewer  than 
180  days.  According  to  the  June  18,  SAMHSA  1993  Report  to  Congress,  93  percent  of  the 
trainees  who  have  completed  their  training  have  either  completed  or  are  doing  their  payback 
service. 

$450.0  million  for  the  Block  Grants  for  Community  Mental  Health  Services  program  for 
SAMHSA's  Center  for  Mental  Health  Services.  Services  offered  under  the  block  grant  are 
provided  through  community  mental  health  agencies,  child  mental  health  programs,  and 
psychosocial  rehabilitation  programs,  to  name  but  a  few.  States  are  allowed  to  utilize  block  grant 
dollars  for  a  range  of  critical  services  for  people  with  serious  mental  illnesses  including 
community -based  treatment,  case  management,  homeless  outreach,  juvemile  services  and  rural 
mental  health  services. 

We  also  offer  the  following  recommendations  for  your  consideration:  $24.0  million  for  the 
SAMHSA  Center  for  Mental  Health  Services  Community  Support  Program  and 
Child/ Adolescent  Services  System  Program  (CAP/CASSP);  $1.0  million  for  the  SAMHSA 
Center  for  Mental  Health  Services  Prevention  initiatives;  $21.2  million  for  the  SAMHSA 
Center  for  Mental  Health  Services  "Access"  Homeless  Demonstration  programs  and  32.3 
million  for  the  SAMHSA  Center  for  Mental  Health  Services  PATH  Homeless  State  Grant 
Program;  $80.0  million  for  the  SAMHSA  Center  for  Mental  Health  Services  Children's  and 
Communities'  Mental  Health  Systems  Improvement  Program;  $1.4  million  for  the 
SAMHSA  Center  for  Mental  Health  Services  AIDS  Mental  Health  Demonstrations  Program; 
$17.6  million  for  Direct  Operations. 

Thank  you  for  the  opportunity  to  testify  before  your  subcommittee. 
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Mr.  Porter.  Dr.  Miller,  thank  you  very  much  for  your  testimony. 
I  want  to  ask  you  an  unfair  question.  It's  a  policy  question,  and  you 
may  or  may  not  want  to  answer  it. 

There  is,  again,  as  there  has  been  in  the  past,  a  fairly  strong 
movement  deciding  that  the  only  answer  to  our  drug  problem  is  le- 
galization. What  are  your  thoughts  about  that? 

Dr.  Miller.  You're  right.  That's  a  hard  one. 

Mr.  Porter.  I  know  it's  a  hard  one.  And  I  know  you're  a  sci- 
entist, but  I'd  simply  like  to  know  what  your  thoughts  are. 

Dr.  Miller.  Well,  I  can  give  you  my  feeling  and  the  feeling  of 
a  lot  of  colleagues  and  be  fairly  unequivocal  about  it.  I  do  not  be- 
lieve that's  the  answer  to  this  problem.  I  think  it's  attractive,  it's 
very  attractive.  But  we  don't  believe  that  it  really  will  do  what  we 
would  wish  it  to  do. 

There  are  a  lot  of  issues  involved  in  drug  abuse,  not  simply  mak- 
ing it  easy  to  get.  By  making  available  legal  drugs,  one  may  deal 
with  some  problems,  but  replace  those  with  new  ones.  We  know 
very  well  that  by  making  drugs  available,  people  get  addicted  to 
drugs.  Supply  has  something  to  do  with  the  level  of  addiction  and 
the  incidence  of  addiction.  To  believe  that  simply  making  this 
available  will  stop  crime,  will  stop  violence,  and  will  stop  all  of  the 
things  that  make  us  tempted  to  do  this,  I  think  is  missing  the  com- 
plexity of  the  situation. 

So  without  spending  a  great  deal  more  time  on  it,  I  guess  I'd  stop 
by  saying,  I  don't  believe  it  would  do  what  we  would  wish  it  would 
do.  I  think  it  will  buy  us  problems  that  we  can  somewhat  predict 
and  problems  that  are  absolutely  unforeseen.  I  would  not  support 
it. 

Mr.  Porter.  I'm  glad  to  hear  that  you  and  I  agree  on  that. 
Dr.  Miller.  So  am  I.  [Laughter.] 

Mr.  Porter.  I  think  you're  right  about  looking  for  simple  solu- 
tions to  complex  problems.  We  can  make  murder  not  a  problem  by 
making  it  legal,  obviously,  but  that  doesn't  mean  that  we  are  mak- 
ing any  human  progress.  In  fact,  we  aren't. 

Dr.  Miller.  Correct. 

Mr.  Porter.  And  it  seems  to  me  that  these  easy  answers  to  our 
complex  problems  probably  indicate  they're  not  good  answers. 
Dr.  Miller.  I  agree. 

Mr.  Porter.  Thank  you  very  much  for  your  testimony. 
Dr.  Miller.  Mr.  Chairman,  thank  you. 
Mr.  Porter.  Mr.  Miller? 

Mr.  Miller.  To  follow  the  other  question,  five  or  ten  years  in  the 
future,  what  do  you  envision  in  the  drug  area  or  alcohol  area  that 
discoveries  might  lead  us  to  the  treatment  and  prevention  of  some 
of  these  diseases?  Looking  into  the  crystal  ball? 

Dr.  Miller.  Well,  I  think  some  of  what  I  just  touched  on  in  this 
is  some  of  the  most  exciting  work.  I  think  there's  a  lot  of  reason 
to  believe  that  we  will  be  able  to  uncover  genetic  bases  for  some 
of  these  addictive  disorders. 

And  certainly  as  others  that  have  testified  here  today  have  point- 
ed out,  not  only  with  illnesses  of  the  the  brain,  psychiatric  illnesses 
and  addictive  disorders,  but  with  other  illnesses  as  well.  The  dis- 
covery of  the  genetic  mechanism  and  the  genetic  defect  and  then 
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the  discovery  of  what  that  mechanism  is  that  the  defect  produces 
offers  a  great  deal  of  hope  in  dealing  with  these  disorders. 

The  other  thing  I'd  like  to  emphasize,  and  I  think  there  are  some 
serious  issues  here,  ethical  issues,  moral  issues  that  some  day  we'll 
have  to  face.  If  we're  able  to  identify,  because  of  a  genetic  defect, 
in  a  youngster,  in  a  baby,  the  presence  or  absence  of  a  potential 
for  the  development  of  disease,  whatever  that  disease  may  be,  and 
I  think  addictive  disorders  are  one  of  those  diseases,  we  have  a 
very  powerful  tool  for  real  prevention,  for  real  intervention  early, 
for  education,  for  working  with  families,  with  that  individual,  and 
helping  them  not  get  into  it  by  being  able  to  be  clear  on  what  we 
need  to  do,  and  have  a  very  clear,  positive,  physical  reason  to  sup- 
port it. 

The  ethical  issues  are,  of  course,  that  by  being  able  to  under- 
stand it  and  identify  it  early,  we  have  to  protect  people  who  may 
yet  develop  the  disease  regardless  of  the  preventive  efforts  and  still 
make  treatment  available  for  those  people.  There's  a  great  tempta- 
tion, I  think,  there  will  be  a  great  temptation  not  to  do  that. 

But  I  think  that's  the  area  where  we  could  see  some  massive 
breakthroughs.  There  are  many,  many  others,  and  so  many  things 
are  interrelated.  But  the  more  we  understand  of  brain  chemistry, 
the  more  we  understand  of  the  basic  function  of  the  brain,  we're 
going  to  develop  things,  we're  going  to  find  things  we  didn't  know. 
The  issue,  just  as  an  example,  the  drug  I  mentioned  for  alcoholism 
is  a  drug  that  was  first  used  to  treat  narcotic  addiction.  It's  a 
blocking  agent  for  narcotics. 

And  we  have  now  discovered  that  it  not  only  blocks  narcotics  but 
it  has  a  similar,  not  as  dramatic,  but  some  effect  in  reducing  the 
desire  for  alcohol.  We  don't  know  exactly  why  yet.  We  have  some 
ideas.  But  that's  going  to  be  very  exciting,  too. 

Mr.  Porter.  Mr.  Miller,  thank  you  very  much.  The  staff  tells  me 
that  because  I've  asked  too  many  questions,  we're  running  way  be- 
hind our  schedule.  And  we'll  try  to  be  more  efficient. 


Thursday,  March  7,  1996. 

WITNESS 

KATHY  CRONKITE,  MENTAL  HEALTH  LIAISON  GROUP 

Mr.  Porter.  The  next  witness  is  Kathy  Cronkite.  My  notes  say 
that  she  is  the  daughter  of  Walter  Cronkite.  And  she's  here  to  tes- 
tify in  behalf  of  the  Mental  Health  Liaison  Group.  And  we  welcome 
you. 

Ms.  Cronkite.  Thank  you,  Chairman  Porter,  Congressman  Mil- 
ler, distinguished  members  of  the  subcommittee. 

My  name  is  Kathy  Cronkite,  and  besides  being  Walter  Cronkite's 
daughter,  I'm  an  author  and  a  public  speaker  and  an  advocate  for 
mental  health  issues.  I'm  here  to  testify  today  on  behalf  of  the 
Mental  Health  Liaison  Group,  an  organization  that  represents 
more  than  50  national  providers,  professional,  research,  voluntary, 
health,  consumer  and  citizen  advocacy  organizations  concerned 
about  mental  health,  mental  illness  and  substance  abuse. 

Over  50  million  American  adults  suffer  from  mental  or  addictive 
disorder.  I  am  one  of  them.  I  have  spent  the  last  six  years  working 
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to  educate  people  about  depression,  just  one  of  several  serious  ill- 
nesses affecting  the  brain.  I  want  them  to  know  what  depression 
is  and  what  it  looks  like,  what  it  feels  like  and  what  we  can  do 
about  it. 

You  see,  I  didn't  know.  For  25  year,  I  didn't  know.  Through  fail- 
ing school  after  school,  through  disastrous  relationships  and  a  bro- 
ken marriage,  through  drug  abuse  and  self-destructiveness,  I  didn't 
know.  I  didn't  know  that  what  was  plaguing  my  life  was  a  readily 
treatable  medical  illness  called  depression.  For  20  years,  I  saw 
therapist  after  therapist.  They  held  my  hand,  they  helped  me  get 
off  drugs.  They  saved  my  life.  I  resolved  a  lot  of  problems  in  ther- 
apy. 

But  it  was  not  until  I  was  in  my  late  30s  that  I  got  the  medical 
treatment  I  needed  to  be  well.  What  if  I  had  had  that  help  earlier 
and  had  all  those  years  back?  Of  course,  when  I  was  a  depressed 
teenager,  there  was  no  such  thing,  that  is  to  say,  the  experts  had 
not  yet  recognized  this  illness  afflicted  teens  as  well  as  adults. 
Through  research,  we  now  know  that  teens  and  even  children  can 
suffer  depression.  And  as  I've  spoken  around  the  country  to  dif- 
ferent groups  and  spoken  to  individuals  afterwards,  I  have  looked 
in  the  tormented  eyes  of  half  a  dozen  mothers  whose  children  age 
8  to  11  have  either  attempted  or  completed  suicide. 

My  older  boy  spent  most  of  his  childhood  with  a  depressed  mom. 
My  younger  child,  here  with  me  today,  had  his  diapers  changed 
and  his  oatmeal  spooned  by  a  benumbed  automaton,  walled  off 
from  joy  as  much  as  from  pain.  I  worry  about  them  daily. 

And  I  count  myself  incredibly  lucky,  lucky  that  in  all  those  years, 
I  was  not  one  of  the  15  percent  of  people  with  this  illness  untreated 
who  succumbed  to  pain  and  hopelessness  and  who  died  by  their 
own  hand.  Lucky  I  had  the  money  as  well  as  the  social  and  edu- 
cational resources  to  access  care.  Lucky  that  I  never  lost  my  job 
and  my  home  through  my  inability  to  cope  through  this  illness, 
lucky  I  was  never  on  the  streets.  Lucky  I  was  never  locked  away 
in  a  state  hospital  with  no  one  to  advocate  for  me.  Lucky  that  I 
had  family  and  friends  and  a  safety  net  that  so  many  people  do  not 
have. 

I  thank  God  every  day  for  my  health,  for  the  ability  to  walk  out- 
side on  a  spring  day  and  feel  the  sun  on  my  face  and  the  breeze 
in  my  hair,  to  feel  my  heart  lift.  I  thank  God  for  my  ability  to  sus- 
tain a  good  marriage,  to  sing  silly  songs  with  my  child,  to  savor  a 
meal,  to  talk  with  a  friend,  to  do  good  work,  all  pleasures  denied 
to  those  caught,  as  I  was,  in  the  web  of  mental  illness. 

Mr.  Chairman,  I  know  that  your  committee  faces  incredibly  dif- 
ficult choices  in  this  fiscal  climate.  I  come  before  you  today  to 
thank  you  for  your  leadership  and  request  that  the  Center  for  Men- 
tal Health  Services  continue  its  critical  role  in  assisting  states  to 
delivery  desperately  needed  services  and  to  provide  Federal  re- 
sources to  conduct  pivotal  research. 

Treatment  of  these  physical  illnesses  that  affect  the  brain  works. 
I  am  living  proof. 

The  Mental  Health  Liaison  Group  has  outlined  a  professional 
judgment  budget  for  your  review.  It  represents  the  compelling 
needs  for  those  served  by  the  programs  administered  by  the  Center 
for  Mental  Health  Services,  as  well  as  the  opportunities  for  re- 
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search  at  National  Institute  of  Mental  Health,  National  Institute 
of  Drug  Abuse,  and  National  Institute  of  Alcohol  Abuse  and  Alco- 
holism. 

In  general,  Federal  mental  health  programs  focus  on  difficult, 
hard  to  reach  populations,  like  adults  with  severe  mental  illnesses, 
young  children  with  serious  emotional  disturbances  and  homeless 
Americans,  a  full  third  of  whom  have  a  mental  illness,  including 
schizophrenia,  and  manic  depression.  CMHS  programs  play  an  im- 
portant role  in  providing  mental  health  care  to  people  in  need. 

For  example,  about  35  states  are  downsizing  or  closing  their 
state  hospitals.  What  is  going  to  happen  to  all  those  individuals  in 
their  care?  The  community  mental  health  centers,  funded  through 
the  Federal  mental  health  block  grant,  would  be  needed  even  more 
than  ever  to  provide  emergency  care,  medication  management  and 
basic  rehabilitation  services  to  a  population  with  more  severe  dis- 
orders. States  are  struggling  with  how  to  provide  mental  health 
care  to  vulnerable  children  in  various  public  systems.  Today,  al- 
most 1  million  at-risk  children  in  the  U.S.  are  spread  across  state 
foster  care  systems,  special  education  programs  and  juvenile  justice 
facilities. 

CMHS,  in  partnership  with  state  and  county  agencies,  is  running 
an  innovative  system  of  care  program  designed  to  keep  these  chil- 
dren in  their  communities  and  out  of  expensive  residential  facilities 
and  psychiatric  hospitals.  CMHS  oversees  at  least  two  initiatives, 
the  PATH  homeless  program  and  the  Children's  Mental  Health 
Service  program,  with  combined  Federal  funding  of  $90  million,  in 
which  States  voluntarily  match  Federal  dollars  with  local  tax  reve- 
nue. This  local  financial  support  demonstrates  that  states  and  com- 
munities across  the  U.S.  truly  value  CMHS  programs  for  people 
with  mental  illnesses. 

Mr.  Chairman  and  members  of  the  committee,  by  your  efforts  to 
ensure  that  funding  for  the  National  Institutes  of  Health  was  not 
lost  in  the  larger  budget  debate,  you  have  shown  an  understanding 
of  the  critical  need  for  continued,  uninterrupted  progress  in  sci- 
entific research.  You  have  also  shown  compassion. 

On  behalf  of  patients,  family  members  and  scientists,  I  thank 
you.  While  specific  funding  levels  are  contained  in  my  written  testi- 
mony, the  biomedical  and  behavioral  research  programs  sponsored 
by  the  National  Institute  of  Mental  Health,  National  Institute  of 
Drug  Abuse  and  National  Institute  on  Alcohol  Abuse  and  Alcohol- 
ism mean  more  than  dollars  on  a  ledger  sheet,  more  than  scientists 
studying  subjects.  To  millions  like  me,  it  means  hope,  hope  that  we 
can  treat,  cure  and  perhaps  even  prevent  some  of  these  devastating 
diseases. 

As  you  mentioned,  Chairman  Porter,  the  Nobel  laureates  who 
testified  before  this  subcommittee  last  year  stressed  funding  prior- 
ity for  the  brain,  mental  disease  and  mental  health.  Why?  Because 
scientists  are  in  the  midst  of  a  golden  era  of  great  progress  in  re- 
search on  the  brain,  it's  workings  and  its  illnesses. 

In  closing,  thank  you,  Chairman  Porter,  Congressman  Obey,  Mr. 
Miller,  for  your  outstanding  leadership.  Your  stewardship  of  Fed- 
eral service  and  research  dollars  has  made  a  tremendous  difference 
in  the  lives  of  millions  of  Americans. 
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Thank  you  for  allowing  me  to  testify  today  on  behalf  of  the  Men- 
tal Health  Liaison  Group.  I  will  be  happy  to  answer  any  questions 
briefly  that  you  may  have  for  me. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  KATHY  CRONKITE 
before  the 
House  Appropriations 
Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 
on  behalf  of 
The  Mental  Health  Liaison  Group 


March  7, 1996 


Chairman  Porter,  Congressman  Obey,  distinguished  members  of  this  subcommittee,  my 
name  is  Kathy  Cronkite  and  I  am  here  to  testify  today  on  behalf  of  the  Mental  Health 
Liaison  Group,  an  organization  representing  more  than  fifty  national  provider, 
professional,  research,  voluntary  health,  consumer  and  citizen  advocacy  organizations 
concerned  about  mental  health,  mental  illness  and  substance  abuse. 

Over  SO  million  American  adults  suffer  from  mental  or  addictive  disorder.  I  am  one  of 
them.  I  have  spent  the  last  six  years  working  to  educate  people  about  depression,  just 
one  of  several  serious  illnesses  affecting  the  brain.  I  want  them  to  know  what  depression 
is,  what  it  feels  like,  what  it  looks  like,  and  what  we  can  do  about  it. 

You  see  I  didn't  know.  For  25  years,  I  didn't  know.  Through  failing  school  after  school, 
through  disastrous  relationships  and  a  broken  marriage,  through  drug  abuse  and  self- 
destructiveness,  I  didn't  know.  I  didn't  know  what  was  plaguing  my  life  was  a  readily 
treatable  medical  illness  called  depression. 

For  20  years,  I  saw  therapist  after  therapist  -  they  held  my  hand,  helped  get  me  off 
drugs  and  saved  my  life.  But  it  was  not  until  I  was  in  my  late  30s  that  I  got  the  medical 
treatment  I  needed  to  be  well.  What  if  I  had  help  earlier  and  had  all  those  years  back? 

Of  course,  when  I  was  a  depressed  teenager,  there  was  no  such  thing  -  that  is,  experts 
had  not  recognized  that  this  illness  afflicted  teens  as  well  as  adults.  Through  research, 
we  know  that  teens  and  children  can  suffer  depression.  I  have  looked  into  the  tormented 
eyes  of  half  a  dozen  women  whose  children  aped  8  to  12  have  either  attempted  or 
completed  suicide. 

My  older  boy  spent  most  of  his  childhood  with  a  depressed  Mom.  My  younger  child  had 
his  diapers  changed  and  his  oatmeal  spooned  by  a  benumbed  automaton,  walled  off  from 
joy  as  much  as  from  pain.  I  worry  about  them  daily.  And  I  count  myself  incredibly  lucky. 
Lucky  in  that  all  those  years,  I  was  not  one  of  the  15%  of  people  with  this  illness 
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untreated  who  succumb  to  pain  and  hopelessness,  and  who  die  -  by  their  own  hand. 

Lucky  I  had  the  money,  as  well  as  the  social  and  educational  resources  to  access  care. 
Lucky  that  I  never  lost  my  job  or  my  home  through  my  inability  to  cope  with  my  illness  - 
-  lucky  that  I  was  never  on  the  streets,  that  I  was  never  locked  away  in  a  state  hospital 
with  no  one  to  advocate  for  me.  Lucky  that  I  had  family  and  friends  and  a  safety  net  that 
so  many  people  do  not. 

I  thank  God  every  day  for  my  health,  for  the  ability  to  walk  outside  on  a  spring  day  and 
feel  the  sun  on  my  face,  feel  the  breeze  in  my  hair  and  feel  my  heart  lift.  I  thank  God 
for  my  ability  to  sustain  a  good  marriage,  to  sing  silly  songs  with  my  child,  to  savor  a 
meal,  to  talk  to  a  friend,  to  do  good  work  --  all  the  pleasures  denied  to  those  caught,  as  I 
was,  in  the  web  of  mental  illness. 

Mr.  Chairman,  I  know  that  your  committee  faces  incredibly  difficult  choices  in  this  fiscal 
climate.  I  come  before  you  today  to  thank  you  for  your  leadership  and  request  that  the 
Center  for  Mental  Health  Services  continue  its  critical  role  in  assisting  states  to  deliver 
desperately  needed  services  and  federal  resources  conduct  pivotal  research.  Treatment 
of  mental  illnesses  works  -  I  am  living  proof. 

The  Mental  Health  Liaison  Group  has  outlined  a  professional  judgement  budget  for  your 
review.  It  represents  the  compelling  needs  for  those  served  by  the  programs  administered 
by  the  Center  For  Mental  Health  Services  as  well  as  the  opportunities  for  research  at 
National  Institute  of  Mental  Health,  National  Institute  of  Drug  Abuse,  and  National 
Institute  of  Alcohol  Abuse  and  Alcoholism. 

THE  PEOPLE  SERVED  BY  CMHS 

In  general,  federal  mental  health  programs  focus  on  difficult  hard-to-reach  populations 
like  adults  with  severe  mental  illnesses,  young  children  with  serious  emotional 
disturbances  and  homeless  Americans   —  a  full  third  of  which  have  a  mental  illness 
including  schizophrenia  and  manic  depression.   CMHS  programs  play  an  important  role 
in  providing  mental  health  care  to  people  in  need.  For  example,  at  last  report,  about 
thirty  five  (35)  states  are  either  downsizing  their  state  hospitals  or  shutting  down  these 
facilities  altogether.  States  are  continuing  to  emphasize  community -based  services.  The 
Block  Grant  funds  innovative  programs  to  foster  cost  effective  care  which  has  become 
increasingly  important  as  Medicaid  dollars  are  squeezed.   As  a  result,  the  Community 
Mental  Health  Centers  funded  through  the  federal  Mental  Health  Block  Grant  will  be 
needed  more  than  ever  to  provide  emergency  care,  medication  management  and  basic 
rehabilitation  services  to  a  population  with  more  severe  disorders.  MHLG  recommends  a 
funding  level  of  $450  million  for  the  Block  Grant  in  FY97. 

Similarly,  states  are  struggling  with  how  to  provide  mental  health  care  to  vulnerable 
children  in  various  public  systems.  Today,  almost  1  million  at-risk  children  in  the  United 
States  are  spread  across  state  foster  care  systenw,.  special  education  programs  and 
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juvenile  justice  facilities.  An  incredible  60%  of  the  half  million  abused  and  neglected 
children  in  our  nation's  child  welfare  system  have  mental  health  problems  --  often  very 
serious  emotional  disturbances.   CMHS  in  partnership  with  state  and  county  agencies  is 
running  an  innovative  "system  of  care"  program  designed  to  keep  these  children  in  the 
community  with  their  families  -  and  out  of  expensive  residential  facilities  and  psychiatric 
hospitals.  The  MHLG  recommends  that  $80  million  be  appropriated  for  the  Children's 
Mental  Health  Services  Program  in  FY97.  This  would  enable  the  federal  government  to 
fully  fund  their  previous  commitment  to  the  29  existing  sites. 

I  believe  both  these  examples  illustrate  an  important  point.  Programs  administered  by 
CMHS  enjoy  the  strong  support  of  state  and  county  governments  across  the  United 
States.  Well  over  half  of  the  agency's  budget  goes  directly  to  state  departments  of 
mental  health,  county  agencies  and  municipal  offices.  In  most  cases,  federal  funds  are 
used  to  finance  community  mental  health  services  or  test  new  approaches  in  the  delivery 
of  care  and  in  some  state  block  grant  funding  accounts  for  30%  of  all  state  spending  on 
community-based  care. 

In  addition,  CMHS  oversees  at  least  two  initiatives  -  the  PATH  Homeless  Program  and 
the  Children's  Mental  Health  Services  Program  with  combined  federal  funding  of  $90 
million  —  in  which  states  voluntarily  match  federal  dollars  with  local  tax  revenue. 
This  local  financial  support  demonstrates  that  states  and  communities  across  America 
truly  value  CMHS  programs  for  people  with  mental  illnesses.  The  PATH  program 
provides  aggressive  outreach  and  targeted  case  management  that  are  recognized  as  the 
most  successful  approaches  to  treating  mental  illness  -  the  most  challenging  and 
persistent  population  among  homeless  persons.  In  FY94,  PATH  served  over  127,000 
homeless  persons  with  a  mental  illness  or  a  dual  diagnosis  of  mental  illness  and 
substance  abuse.  Continued  federal  funding  for  PATH,  is  critical  in  improving 
coordination  of  health  care  and  housing  support  services  for  homeless  persons  with 
mental  illness.  MHLG  recommends  a  funding  level  of  $32.3  million  for  PATH  in  FY97. 

RESEARCH  AGENDA 

Mr.  Chairman  and  Members  of  the  Committee,  by  your  efforts  to  ensure  that  funding  for 
the  National  Institutes  of  Health  was  not  lost  in  the  larger  budget  debate,  you  have 
shown  an  understanding  of  the  critical  need  for  continued,  uninterrupted  progress  in 
scientific  research.  You  have  also  shown  compassion.   On  behalf  of  patients,  family 
members  and  scientists,  I  thank  you. 

The  biomedical  and  behavioral  research  programs  sponsored  by  the  National  Institute  of 
Mental  Health,  National  Institute  of  Drug  Abuse  and  National  Institute  on  Alcohol 
Abuse  and  Alcoholism  mean  more  than  dollars  on  a  ledger  sheet;  more  than  scientists 
studying  "subjects;"  and  millions  like  me,  it  means  hope  -  hope  that  we  can  treat,  cure, 
and  perhaps  even  prevent  some  of  these  devastating  diseases. 

Last  year,  when  six  Nobel  Laureates  testified  before  this  subcommittee,  they  were  asked 
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which  funding  areas  should  receive  "priority."  Three  of  them  said  either  the  brian, 
mental  disease  or  mental  health. Why?  because  scientists  are  in  the  midst  of  a  golden  era 
of  great  progress  in  research  on  the  brain,  its  workings,  and  its  illnesses.  The  National 
Institute  of  Mental  Health  (NIMH)  funds  a  broad  array  of  research,  from  exploration  to 
fundamental  biology  of  the  brian  and  its  processes,  to  the  interaction  between  biology 
and  the  environment,  to  the  effects  of  behavioral  and  preventative  health  interventions. 

All  of  these  avenues  of  inquiry  are  important.   In  recent  years,  the  study  of  the  brain  and 
mental  illnesses  has  been  strengthened  greatly  by  revolutionary  advances  in  molecular 
biology,  biomedical  imaging,  structural  chemistry,  and  computer  science. 
Simultaneously,  researchers  are  gaining  a  stronger  understanding  of  behavioral  and 
psychological  mechanisms  involved  in  the  development  and  manifestation  of  mental 
disorders.  With  sufficient  funding,  NIMH  supported  researchers  will  be  able  to  build  on 
these  advances  to  bring  us  closer  to  the  goal  of  effective  care,  treatment,  and  prevention 
of  mental  illness.  For  the  National  Institute  of  Mental  Health,  MHLG  recommends  a 
funding  level  of  $711  million. 

While  drug  abuse  is  a  preventable  behavior,  drug  addiction  is  a  treatable  disease.  These 
are  not  just  social  problems  but  health  problems.  The  National  Institute  on  Drug  Abuse 
sponsors  research  on  medications,  behavioral  therapies,  and  the  combination  of  both. 
While  there  are  important  leads  toward  understanding  the  basic  mechanisms  of  these 
disorders,  a  systemic  picture  of  the  interaction  among  social  forces,  pharmacology, 
behavioral  process  and  physiology  is  both  needed  and  possible.  Unprecedented 
opportunities  exist  to  exploit  recent  advances  in  neuroscience  to  further  our 
understanding  of  the  biological  basis  of  drug  abuse,  how  drugs  affect  the  central  nervous 
system,  and  the  relationship  between  biology  and  behavior.  For  the  National  Institute  on 
Drug  Abuse,  MHLG  recommends  a  funding  level  of  $501  million. 

Our  health  care  system  registers  the  repercussions  of  alcohol  abuse  and  alcoholism:  20  to 
40  percent  of  patients  in  urban  hospital  beds  have  alcohol  problems  regardless  of  the 
conditions  which  initiated  their  hospitalizations.    Alcohol  misuse  is  involved  in  about 
one-half  of  the  homicides  and  serious  assaults,  one-third  of  suicides  and  accidental 
deaths,  and  a  high  proportion  of  robberies  and  incidents  of  domestic  violence.  Research 
sponsored  by  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism  would  allow 
scientists  to  further  our  understanding  on  medications  development,  effective  services 
and  prevention;  genetics  and  population  variables.  For  the  National  Institute  on  Alcohol 
Abuse  and  Alcoholism,  the  MHLG  recommends  a  funding  level  of  $216  million. 

In  closing,  thank  you  Chairman  Porter  and  Congressman  Obey  for  your  outstanding 
leadership  and  visionary  commitment  on  behalf  of  adults  and  children  with  mental  health 
needs.  Your  stewardship  of  federal  service  and  research  dollars  has  made  a  tremendous 
difference  in  the  lives  of  thousands  of  Americans.  Thank  you  for  allowing  me  to  testify 
today  on  behalf  of  the  Mental  Health  Liaison  Group.  I  will  be  happy  to  answer  any 
questions  you  may  have  of  me. 
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Mental  Health  Liaison  Group 
Budget  and  Appropriations  Committee 

Center  for  Mental  Health  Services  Recommendations  for  FY97 


Recommendation  FY97 


Block  grant  $450.0 

Children's  Mental  Health  Services  $80.0 

PATH  $32.3 

Protection  and  Advocacy  $24.0 
Demonstration  programs  (pending  consolidation) 

ACCESS/homeless  $21.2 

CSP/PSDP  $24.0 

Clinical/ AIDS  Training  $5.4 

Prevention  $1.0 

AIDS  Demo.  $1.4 

CMHS  Direct  Operations  $17.6 

Total  FY97  Appro.  Recommendation  for  CMHS:  $656.9 


Research  Appropriations  Recommendations 

National  Institute  of  Mental  Health  $711 
National  Institute  of  Alcohol  and  Drug  Abuse  $501 
National  Institute  of  Alcohol  Abuse  and  Alcoholism  $216 


24-311  96-34 
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Mr.  Porter.  Ms.  Cronkite,  we're  lucky  that  there  are  people  like 
you  who  have  been  through  so  much  and  have  become  advocates, 
and  are  making  a  difference  in  our  society.  The  longer  I  live,  the 
more  I'm  certain  that  leadership  makes  the  difference  in  every- 
thing. And  your  story  is  one  that  I  think  has  to  touch  everyone  who 
hears  it.  And  the  more  you  let  people  hear  it,  the  more  you're  going 
to  be  making  a  difference. 

So  we  very  much  appreciate  your  being  here  today. 

I  want  to  take  a  second,  if  I  may,  to  give  this  panel  of  witnesses 
my  brief  sermonette  on  the  budget.  Thank  you  for  your  kind  words 
about  last  year.  This  is  this  year.  The  fight  has  to  start  all  over 
again.  And  we  should  not  assume  because  we  were  successful  last 
year,  we  will  be  this  year.  It's  going  to  be  more  difficult,  I  believe. 
And  the  message  has  to  go  out,  not  only  to  the  members  of  Con- 
gress who  ratify  policy,  but  to  the  American  people  who  make  pol- 
icy for  our  country,  of  the  importance  of  this  priority: 

I  believe  that  we're  going  to  have  to  impact  the  Budget  Commit- 
tee and  John  Kasich,  as  well  as  all  the  members  of  the  House  and 
Senate.  You  probably  realize  that  I've  been  urging  Dr.  Harold 
Varmus  to  become  the  Carl  Sagan  of  biomedical  research.  We've 
succeeded  in  part,  because  NIH  now  has  a  pilot  on  Maryland  Pub- 
lic Television  called  Health  Week,  where  they  look  each  week  at 
three  different  areas  of  biomedical  research  and  capture  some  of 
the  public  imagination  and  increase  understanding  and  put  focus 
on  what  it  means  to  invest  in  this  area. 

And  it  isn't  Harold  Varmus  that's  on  there,  it's  Cokie  Roberts. 
She  does  a  wonderful  job,  and  Dr.  Varmus  has  been  very  strongly 
pushing  the  idea  that  we  need  to  bring  this  home  to  the  American 
people.  So  everyone  who's  interested  in  the  subject  should  know 
that  this  is  a  very,  very  tough  fight,  and  it's  going  to  need  all  the 
effort  to  bring  it  about  and  ensure  that  we  continue  to  make  this 
investment,  which  I  think  is  one  of  the  highest  priorities  and  best 
investments  for  our  country  and  indeed,  for  all  of  humankind. 

So  thank  you  for  being  here  to  testify  today.  We  very  much  ap- 
preciate it,  and  I  commend  you  for  your  courage  and  your  advocacy, 
both  of  which  are  making,  I'm  sure,  a  great  difference. 

Ms.  Cronkite.  And  I  you,  for  yours.  Thank  you. 

Mr.  Porter.  Thank  you. 


Thursday,  March  7,  1996. 

WITNESS 

L  DODD  WILSON,  M.D.,  ASSOCIATION  OF  AMERICAN  MEDICAL  COL- 
LEGES 

Mr.  Porter.  Our  next  witness  is  I.  Dodd  Wilson,  M.D.,  Dean, 
University  of  Arkansas  College  of  Medicine,  Chair,  AAMC  Council 
of  Deans,  testifying  in  behalf  of  the  Association  of  American  Medi- 
cal Colleges. 

Dr.  Wilson.  Chairman  Porter,  the  Association  of  American  Medi- 
cal Colleges,  or  the  AAMC,  will  briefly  discuss  a  set  of  issues  relat- 
ed to  academic  medicine.  But  first,  I  want  to  thank  you  on  behalf 
of  the  AAMC,  as  others  have  today,  for  your  efforts  on  behalf  of 
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NIH.  We  know  that  you  faced  a  lot  of  difficult  decisions  last  year, 
and  we  are  very  grateful  for  that. 

Biomedical  research  has  been  an  enormous  success  for  this  coun- 
try. But  what  you've  been  hearing  this  morning  is  the  potential  for 
success  in  the  future  is  even  greater.  Biomedical  research  also  en- 
hances the  value  of  our  products  and  world  commerce  through 
technology  transfer.  The  AAMC  is  supporting  the  full  6.5  percent 
increase  that  has  been  requested  in  the  NIH  Director's  professional 
judgment  budget,  and  which  has  been  recommended  by  the  ad  hoc 
group  for  Medical  Research  Funding.  There  are  abundant  opportu- 
nities available  to  spend  this,  and  even  more  money,  effectively  on 
biomedical  research. 

There  are  two  areas  that  I  feel  deserve  special  attention  today. 
The  first  is  the  NIH  General  Clinical  Research  Centers  program. 
We  advocate  continued  funding  of  this  program  at  a  higher  level. 
In  Arkansas,  we  are  ready  to  run  a  General  Clinical  Research  Cen- 
ter. We  have  increased  our  NIH  funding  tremendously  in  the  last 
few  years,  and  we're  ready  to  take  advantage  of  the  ability  to 
translate  new  basic  knowledge  into  the  clinical  arena  through  what 
we  can  do  in  a  General  Clinical  Research  Center. 

The  General  Clinical  Research  Centers  are  part  of  the  NIH  Na- 
tional Center  for  Research  Resources,  which  is  crucial  in  itself  at 
NIH.  These  programs  at  this  Institute  or  this  organization  supports 
and  add  essential  elements  to  the  vigorous  research  environment 
in  our  own  home  institutions. 

A  second  special  plea  is  for  the  Agency  for  Health  Care  Policy 
Research,  or  AHCPR.  The  research  that  this  agency  supports  is 
central  to  health  services  reorganization  and  to  increasing  effi- 
ciency of  health  care  delivery.  There  really  is  no  other  national 
source  of  information  for  estimating  the  costs,  analyzing  financial 
options  and  determining  possible  consequences  of  potential  changes 
in  medical  care,  the  health  care  system. 

Friends  of  AHCPR  are  recommending  fiscal  year  1997  funding  of 
$190  million,  which  the  AAMC  strongly  advocates. 

I'd  like  to  leave  research  for  a  minute  and  go  to  Title  VII  pro- 
grams, which  are  crucial  to  America's  medical  schools.  I've  just  fin- 
ished my  budget  hearings  with  our  department  of  family  and  com- 
munity medicine,  which  is  being  buffeted  by  many  trends  to  dimin- 
ish reimbursement.  We  have  strong  programs  in  primary  care, 
which  is  a  national  priority.  We're  proud  of  these,  especially  in 
family  and  community  medicine  and  the  AHECs.  These  have  im- 
proved and  prospered  in  Arkansas,  partly  because  of  the  support 
from  Title  VII.  Reductions  in  this  support,  however,  will  make  it 
difficult  for  our  college  and  others  to  continue  this  improvement 
and  may  result  in  cuts  in  crucial  programs  in  the  primary  care 
areas. 
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Title  VII  programs  also  support  the  Health  Care  Careers  Oppor- 
tunity Program,  or  HCCOP,  and  loans  and  scholarships  for  dis- 
advantaged students.  And  these  are  needed  to  achieve  our  AAMC 
goal  of  3,000  underrepresented  minority  students  by  the  year  2000. 
So  we  hope  that  you  will  support  these  also. 

I'll  be  happy  to  answer  any  questions. 

[The  prepared  statement  follows:] 
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My  name  is  Dodd  Wilson,  M.D.,  and  I  am  Dean  of  the  University  of  Arkansas  College 
of  Medicine.  I  currently  serve  as  the  Chairman  of  the  Council  of  Deans  for  the  Association  of 
American  Medical  Colleges  (AAMC). 

The  AAMC  -  which  represents  all  125  accredited  U.S.  medical  schools;  some  400  major 
teaching  hospitals,  including  74  Veterans'  Administration  Medical  Centers;  86  professional  and 
academic  societies,  representing  87,000  faculty  members;  and  the  nation's  medical  students  and 
residents  -  appreciates  this  opportunity  to  comment  on  the  FY  1997  appropriations  for  several 
programs  under  the  Subcommittee's  jurisdiction,  including  the  National  Institutes  of  Health 
(NTH),  the  various  health  professions  education  programs  funded  through  the  Health  Resources 
and  Services  Administration,  and  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR). 
The  Association's  members  thank  the  Chairman  and  members  of  this  Subcommittee  for  their 
continued  support  of  these  programs. 

In  particular,  Mr.  Chairman,  the  AAMC  would  like  to  acknowledge  and  thank  you  for 
your  remarkable  efforts  on  behalf  of  the  NIH  during  last  year's  turbulent  budget  proceedings. 
We  recognize  the  difficult  decisions  that  confronted  you  and  the  members  of  the  Subcommittee, 
and  we  are  grateful  for  your  steadfast  support  for  medical  research. 

Medical  Research 

The  Federal  Government  plays  a  unique  and  necessary  role  in  the  support  of  this  nation's 
biomedical  and  behavioral  research  efforts.  The  investment  that  the  Federal  Government  has 
made  in  the  NIH  has  produced  a  comprehensive  network  of  scientists,  physicians,  and 
technicians  at  more  than  1,700  institutions  across  the  United  States  dedicated  to  the  continued 
pursuit  of  fundamental  knowledge  and  the  application  of  this  information  to  the  prevention, 
diagnosis,  and  treatment  of  disease.  NIH-supported  scientists  have  made  enormous  contributions 
to  improving  the  health  and  quality  of  lives  for  all  Americans. 

In  addition,  NIH-sponsored  research  has  made  significant  economic  contributions,  both 
locally  and  nationally.  Research  conducted  and  supported  by  the  NIH  has  played  a  major  role 
in  the  development  of  biotechnology  industry,  which  increased  sales  last  year  by  18  percent  to 
$9.3  billion  and  provided  108,000  high-tech  jobs  to  our  national  economy. 

Still,  America  faces  serious  health  problems  and  new  threats  constantly  appear. 
Congressional  support  of  biomedical  research  has  produced  a  wealth  of  scientific  opportunities 
to  answer  these  challenges.  A  testimony  to  the  abundant  opportunities  available  is  the  NIH 
Director's  professional  judgement  budget,  which  calls  for  a  6.5  percent  increase  in  funding  in 
the  coming  fiscal  year. 

For  FY  1997,  the  AAMC  endorses  the  recommendation  of  the  Ad  Hoc  Group  for 
Medical  Research  Funding  that  the  NIH  be  funded  at  the  level  proposed  by  the  Director  of  the 
NIH  in  his  professional  judgement  budget  The  AAMC  and  the  Ad  Hoc  Group  believe  that  this 
budget  represents  the  best  and  most  reliable  estimate  of  the  level  of  funding  needed  to  sustain 
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the  high  standard  of  scientific  achievement  embodied  by  the  NIH. 

Peer-reviewed,  investigator-initiated  research,  supported  primarily  through  research 
project  grants,  is  the  heart  of  the  NIH's  research  programs.  There  is  consensus  within  the 
research  community  that  the  NIH  should  fund  35  percent  of  meritorious  research  project  grant 
applications.  However,  despite  increases  in  funding  over  the  past  several  years,  the  NIH  has 
fallen  far  short  of  this  goal. 

This  problem  is  particularly  critical  for  new  research  project  applications.  The  new  ideas 
proposed  in  such  applications  drive  medical  progress.  Yet  because  of  inadequate  resources, 
grant  applications  judged  to  be  in  the  top  10  to  12  percent  of  applications  received  often  go 
unfunded  in  some  fields  of  medical  research  the  first  time  they  are  reviewed.  As  a  result,  many 
important  scientific  leads  are  being  delayed  or  lost. 

The  knowledge  gained  through  fundamental  research  often  can  be  fruitfully  applied  to 
clinical  problems  in  the  diagnosis,  treatment,  and  prevention  of  disease.  Clinical  research  not 
only  furthers  the  application  of  basic  research  findings,  but  often  provides  important  leads  to 
identify  further  basic  research  opportunities.  In  recent  years,  NIH  funding  for  clinical  research 
activities  has  not  kept  pace  with  available  research  opportunities  or  with  current  health  needs. 

One  area  of  clinical  research  activity  that  has  been  severely  hampered  by  recent  funding 
trends  is  the  General  Clinical  Research  Centers  (GCRC)  program.  This  program  supports 
clinical  research  centers  at  university-based  hospitals  throughout  the  country.  The  GCRC's  are 
focused  on  understanding  disease  processes  and  discovering  better  therapies  and  cures  for  a  host 
of  conditions,  including  cancer,  heart  disease,  hypertension,  diabetes,  AIDS,  Alzheimer's 
disease,  osteoporosis,  and  cystic  fibrosis.  A  typical  GCRC  has  both  inpatient  and  outpatient 
research  facilities.  Within  a  GCRC,  clinical  investigators  have  access  to  specialized  laboratories, 
metabolic  kitchens,  specially  trained  research  nurses  and  dieticians,  biostatisticians,  and 
computer  systems  managers.  This  collection  of  highly  specialized  personnel  and  resources 
provides  a  supportive  environment  for  the  patient  and  significantly  facilitates  progress  on 
tomorrow's  live-saving  treatments  and  cures. 

The  GCRC  program  has  seen  less  than  3  percent  growth  after  adjustment  for  inflation 
since  1985.  At  the  same  time  the  utilization  of  the  GCRC's  has  increased,  straining  their 
capacity. 

The  GCRC  program  is  supported  by  the  NIH's  National  Center  for  Research  Resources 
(NCRR).  The  NCRR  is  a  critical  component  of  the  NIH,  assuring  that  the  programs  of  the 
disease-oriented  institutes  will  have  the  essential  elements  of  a  vigorous  research  environment. 
The  NCRR  provides  state-of-the-art  instrumentation,  advanced  technologies,  essential  animal  and 
non-animal  models  and  resources,  and  comprehensive  support  for  clinical  research. 

In  addition,  NCRR  programs  emphasize  shared  resources,  which  promote  the  efficient 
use  of  scarce  Federal  research  dollars.  These  programs  encourage  interactions  among  scientists, 
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which  stimulate  interdisciplinary  efforts.  By  providing  new  research  technologies  and  providing 
shared  resources,  the  NCRR  enhances  the  productivity  of  the  Federal-academic  research 
partnership. 

The  AAMC  thanks  the  Subcommittee  for  its  support  of  the  NCRR  in  the  FY  1996 
appropriation.  However,  the  ability  of  the  NCRR  to  fulfill  its  mission  has  been  strained  by 
declining  appropriations  in  previous  years.  Even  with  the  increase  in  FY  1996,  funding  for  the 
NCRR,  as  a  percentage  of  the  overall  NIH  budget,  falls  short  of  the  levels  of  the  mid-1980s. 

The  impact  of  these  funding  constraints  has  been  severe.  For  example,  the  Shared 
Instrumentation  Grant  program  has  been  cut  by  75  percent  in  recent  years.  This  program  helps 
scientists  meet  critical  instrumentation  needs  by  providing  groups  of  investigators  with  cost- 
effective,  technologically  sophisticated  equipment  that  would  be  prohibitively  expensive  to 
support  on  a  single  grant  application.  By  sharing  equipment,  scientists  are  able  to  maximize  the 
effectiveness  of  Federal  research  dollars. 

The  health  of  tomorrow's  research  efforts  depends  upon  revitalization  of  the  NCRR 
today.  Therefore,  the  AAMC  urges  the  Subcommittee  to  pay  particular  attention  to  the  needs 
of  the  National  Center  for  Research  Resources. 

Health  Professions  Training 

The  geographic  and  specialty  maldistribution  of  physicians  in  the  United  States  are 
critical  issues  facing  both  the  Congress  and  the  nation.  Although  the  National  Health  Service 
Corps  (NHSC)  and  the  health  professions  training  programs  under  Titles  VII  and  VHI  of  the 
Public  Health  Service  Act  are  designed  to  play  a  major  role  in  solving  these  problems,  over  the 
past  20  years  these  programs  have  not  received  levels  of  funding  that  would  enable  them  to  meet 
the  needs  that  they  were  created  to  address. 

The  NHSC  was  established  to  assist  in  the  recruitment  of  primary  care  health 
professionals  for  service  in  shortage  areas.  In  contrast  to  the  1980s,  when  funding  for  the 
NHSC  was  virtually  gutted,  the  corps  has  seen  an  overdue  but  welcome  increase  in  funding 
support  during  the  past  few  years.  In  the  FY  1995  appropriations  bill  for  the  Department  of 
Health  and  Human  Services,  the  NHSC  received  $125.1  million,  a  $1.2  million  increase  over 
the  comparable  FY  1994  level.  Since  the  NHSC  can  play  an  important  role  in  redressing  the 
geographic  imbalance  that  characterizes  physician  distribution,  the  AAMC  urges  the 
Subcommittee  to  continue  this  upward  trend  in  support  for  the  NHSC. 

The  Title  VII  health  professions  training  programs  have  been  sorely  underfunded  in 
recent  years;  last  year's  appropriations  for  Title  VII  fell  short  of  the  funding  levels  that 
Congress  provided  20  years  ago  for  these  programs.  For  FY  1995,  Congress  allocated  $279 
million  for  all  of  Titles  VII  and  Vm  (nursing  education).  The  AAMC  joins  the  more  than  35 
organizations  of  the  Health  Professions  and  Nursing  Education  Coalition  (HPNEC),  representing 
a  variety  of  schools,  programs,  and  individuals  dedicated  to  educating  professional  health 
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personnel,  in  urging  the  Subcommittee  to  continue  its  support  of  the  Titles  VII  and  Vm 
programs  by  providing  no  less  than  $279  million  for  FY  1997. 

The  Title  VII  programs  are  designed  to  meet  the  nation's  needs  for  an  expanded  supply 
of  primary  health  care  providers,  improve  the  geographic  distribution  of  health  professionals, 
and  increase  access  to  health  care  in  both  urban  and  rural  underserved  areas.  Three  programs 
under  Title  VTI  provide  support  to  medical  schools  and  teaching  hospitals  for  planning, 
developing,  and  operating  programs  that  emphasize  the  education  of  students  and  residents  in 
generalist  medicine.  The  AAMC  urges  the  Subcommittee  to  provide  an  appropriate  level  of 
support  for  these  three  programs  -  general  internal  medicine  and  general  pediatrics  residencies, 
family  medicine  training,  and  preventive  medicine  residencies. 

The  AAMC  also  recommends  continued  support  for  geriatric  education  centers  and 
geriatric  training  programs  for  physicians  and  other  health  professionals.  These  centers  were 
created  to  provide  physicians  and  other  health  professionals  with  the  skills  necessary  to  care  for 
the  growing  number  of  elderly  Americans.  Support  for  geriatric  training  must  keep  pace  with 
the  rising  demand  for  specialized  services  necessary  to  care  for  an  aging  population. 

Title  VII  also  provides  grants  for  the  creation  and  operation  of  area  health  education 
centers  (AHECs)  and  health  education  and  training  centers  (HETCs).  These  programs  provide 
clinical  training  opportunities  for  medical  students  and  residents  in  predominately  rural  settings 
by  extending  the  resources  of  academic  health  centers  to  communities  in  need  of  health  care  and 
health  education.  Through  these  linkages,  AHEC  projects,  which  eventually  become  state-  or 
self-supported,  form  networks  of  institutions  that  simultaneously  provide  health  care  to 
underserved  populations  and  educational  services  to  students,  faculty,  and  practitioners.  The 
AAMC  urges  the  Subcommittee  to  continue  its  commitment  to  AHECs  and  HETCs,  which 
exemplify  the  synergies  possible  in  well-crafted  federal-state  and  public-private  partnerships. 

As  the  AAMC  and  its  member  schools  continue  with  our  Project  3000  by  2000  initiative, 
we  rely  upon  several  programs  in  Title  VII  to  assist  us  in  striving  toward  the  Project's  goal  of 
matriculating  at  least  3,000  underrepresented  minority  students  in  medical  schools  by  the  year 
2000  and  each  year  thereafter.  For  example,  Title  VII  authorizes  two  major  programs  upon 
which  institutions  rely  to  increase  the  representation  in  medicine  of  minorities  and  individuals 
from  disadvantaged  backgrounds.  Grants  made  to  medical  schools  under  the  Health  Careers 
Opportunity  Program  (HCOP)  are  used  to  identify  and  recruit  disadvantaged  students,  facilitate 
their  entry  into  medical  school,  and  help  them  complete  their  education.  The  Centers  of 
Excellence  program  extends  grants  to  health  professions  schools  for  the  establishment  and 
expansion  of  programs  to  enhance  the  academic  performance  of  minority  students.  The  AAMC 
hopes  the  Subcommittee's  funding  recommendations  will  recognize  the  crucial  support  these  two 
programs  provide  to  our  efforts  in  recruiting  and  retaining  qualified  minority  medical  students. 

In  addition,  Title  VII  includes  four  loan  and  scholarship  programs  that  assist  needy  and 
disadvantaged  medical  students  in  covering  the  costs  of  their  education;  these  are  the  Exceptional 
Financial  Need  scholarship,  the  Financial  Aid  for  Disadvantaged  Health  Professions  Students 
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scholarship,  the  Scholarships  for  Disadvantaged  Students,  and  the  Loans  for  Disadvantaged 
Students  programs.  The  AAMC  hopes  the  Subcommittee  will  recommend  funding  for  these 
programs  that  is  at  a  sufficient  level  to  help  poor  and  otherwise  disadvantaged  students  overcome 
the  financial  barriers  they  face  in  pursuing  their  medical  education. 

Agency  for  Health  Care  Policy  and  Research 

As  the  health  care  marketplace  continues  to  evolve,  it  is  critical  that  physicians  and  other 
health  care  providers,  consumers,  and  policy  makers  understand  how  the  changes  in  the  delivery 
of  health  care  affect  the  quality  and  costs  of  that  care.  The  mission  of  the  Agency  for  Health 
Care  Policy  and  Research  (AHCPR)  is  to  support  research  on  health  care  quality  and  costs  and 
to  disseminate  this  information  to  hospitals,  physicians,  and  other  health  care  providers. 
AHCPR  provides  this  information  through  a  broad-based  program  of  research,  clinical  guideline 
development,  and  quality  management  activities.  AHCPR  also  makes  available  to  consumers 
reliable  and  understandable  information  to  assist  them  in  making  choices  about  their  personal 
health  care. 

The  AAMC  understands  that  the  Friends  of  AHCPR  are  recommending  an  FY  1997 
funding  level  of  $190  million  for  FY  1997.  The  AAMC  believes  strongly  in  the  value  of  health 
services  research  as  this  nation  continues  to  work  to  preserve  high-quality  health  care  to  all  of 
its  citizens,  and  we  would  urge  the  Subcommittee  to  appropriate  the  necessary  funds  to  allow 
this  agency  to  sustain  its  current  activities  and  to  continue  to  advance  its  mission  through  new 
initiatives. 

A  critical  area  of  AHCPR  research  involves  the  Medical  Expenditure  Panel  Survey, 
formerly  known  as  the  National  Medical  Expenditure  Survey.  No  other  national  source  of 
information  exists  for  estimating  the  costs,  analyzing  financing  options,  and  determining  possible 
consequences  of  potential  changes  to  the  U.S.  health  care  system.  As  a  result,  this  survey 
provides  critical  information  to  insurers,  employers,  legislators,  and  other  health  care  policy 
makers  on  how  Americans  use  and  pay  for  health  care.  Without  additional  funding  for  AHCPR, 
it  will  be  impossible  to  continue  collecting  data  for  this  irreplaceable  national  resource. 

Finally,  the  AAMC  continues  to  support  for  the  activities  of  the  Physician  Payment 
Review  Commission  and  the  Prospective  Payment  Assessment  Commission.  Both  of  these 
organizations  provide  extensive  data  collection  and  analytical  capabilities  that  we  believe  greatly 
inform  the  policy-making  debate  in  their  respective  areas.  As  Congress  continues  to  address 
issues  in  health  care,  the  expertise  and  unique  abilities  of  these  two  organizations  are  valuable 
national  resources  that  should  be  preserved. 

The  AAMC  regrets  that  time  constraints  limit  the  opportunity  to  discuss  other  important 
health  and  education  programs  under  the  Subcommittee's  jurisdiction.  We  appreciate  the 
continued  support  the  Subcommittee  has  given  these  programs.  We  emphasize  again  their 
critical  importance  and  look  forward  to  working  with  the  Subcommittee  members  and  staff  to 
achieve  their  implementation. 
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Mr.  Porter.  Dr.  Wilson,  Fm  certain  that  our  colleague,  Jay  Dick- 
ey, of  Arkansas,  had  planned  his  schedule  to  be  here  when  you 
were  scheduled  to  testify.  And  we  moved  you  up,  because  you  have 
an  airplane  to  catch.  I  would  simply  say  that  normally  he  would 
be  here  to  welcome  you.  Fm  sure  he  planned  to  do  that,  and  we 
have  thwarted  that  attempt. 

We  very  much  appreciate  your  testifying  and  coming  here.  You 
don't  have  an  Arkansas  accent,  like  Jay  does,  at  least.  Are  you  a 
native  of  Arkansas? 

Dr.  Wilson.  I  spent  50  years  in  Minnesota  before  I  came  to  Ar- 
kansas. 

Mr.  Porter.  I  thought  so.  Well,  we  very  much  appreciate  your 
coming  here  to  testify  today,  and  I  appreciate  your  good  counsel  on 
these  issues. 

Dr.  Wilson.  Thank  you. 


Thursday,  March  7,  1996. 

WITNESS 

DOROTHY  CANTOR,  PSY.D  AMERICAN  PSYCHOLOGICAL  ASSOCIATION 

Mr.  Porter.  Dorothy  Cantor,  Doctor  of  Psychology,  President  of 
the  American  Psychological  Association. 

Ms.  Cantor.  Mr.  Chairman,  on  behalf  of  the  American  Psycho- 
logical Association,  I  thank  you  for  the  opportunity  to  be  here  today 
as  President  of  APA.  It  means  a  great  deal  to  us  to  have  the  oppor- 
tunity to  testify  in  person.  So  many  committees  are  no  longer  doing 
that.  And  what  it's  given  me  the  opportunity  personally  to  do  is 
hear  what  some  of  your  interests  are. 

You  spoke  about  the  importance  of  everybody  understanding  the 
mind-body  connection.  And  Fm  happy  to  let  you  know  that  APA  is 
preparing  a  series  of  briefings  that  we'll  be  presenting  on  the  Hill 
on  just  that  subject,  talking  about  breast  cancer,  heart  disease, 
chronic  illness  and  illness  in  children.  And  I  hope  that  you'll  be  in 
attendance,  or  that  your  staff  will  be,  when  those  things  happen. 

Fm  delighted  for  the  opportunity  to  thank  you  in  person,  Mr. 
Chairman,  for  the  leadership  that  you  and  this  committee  showed 
in  finding  a  way  to  grant  funding  increases  to  the  National  Insti- 
tute of  Health  and  the  Centers  for  Disease  Control  and  Prevention 
for  the  current  fiscal  year.  I  heard  what  you  said  about  the  current 
fiscal  year  not  mattering,  it's  what  we  go  forward  with.  And  we  be- 
lieve that  a  continued  substantive  investment  in  these  two  agencies 
is  critical  to  the  health  of  our  Nation. 

One  way  to  think  of  the  National  Institutes  of  Health  is  that  it's 
like  a  terrific  mutual  fund  and  we  should  make  the  biggest  invest- 
ment we  can  afford.  Some  of  the  stocks  are  going  straight  through 
the  roof,  some  will  develop  more  slowly.  But  all  of  them  in  the  ag- 
gregate will  yield  important  results  in  the  long  term.  Findings  are 
released  almost  every  day  that  demonstrate  how  wise  Congress  is 
to  nurture  and  sustain  the  investment  in  NIH. 

We  support  a  6.5  percent  increase  for  NIH  in  1997.  Also,  Mr. 
Chairman,  we  strongly  support  a  consolidated  funding  line  for  the 
NIH  Office  of  AIDS  Research  to  coordinate  behavioral  and  bio- 
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medical  AIDS  research  in  the  NIH  with  increased  funding  of  6.5 
percent. 

We  believe  that  psychology  can  help  to  reduce  the  spread  of  HIV, 
focusing  on  prevention  and  then  in  turn,  can  help  reduce  the  suf- 
fering that  HIV  causes.  We  strongly  support  small  demonstration 
programs  such  as  the  Center  for  Mental  Health  Services  HIV/AIDS 
Mental  Health  Demonstration  Project.  This  program,  funded  coop- 
eratively by  the  Health  Resources  and  Services  Administration,  the 
National  Institutes  of  Health  and  the  Center  for  Mental  Health 
Services,  supports  ten  sites  to  develop  programs  specifically  for  the 
delivery  of  mental  health  services  for  persons  with  HIV/AIDS  and 
their  families. 

Providing  mental  health  services  to  people  with  AIDS  not  only 
helps  to  address  the  emotional  distress,  anxiety  and  the  depression 
which  may  follow  a  diagnosis  of  AIDS,  but  these  services  also  im- 
prove the  quality  of  life  of  HIV-infected  persons,  and  reduces  the 
number  of  primary  care  visits,  thus  reducing  health  care  costs.  And 
we  help  infected  persons  then  continue  to  lead  productive  lives,  and 
we  reduce  the  possibility  of  continued  transmission  of  the  disease 
by  promoting  behavioral  change. 

We  therefore  urge  you  to  fund  the  HIV/AIDS  Mental  Health 
Demonstration  Project  as  a  stand-alone  grant  program  for  fiscal 
year  1997. 

We  also  see  provider  training  as  a  critical  need,  Mr.  Chairman. 
The  increase  of  behaviorally  based  social  problems,  problems  like 
violence  and  teen  pregnancy  and  the  spread  of  AIDS,  as  well  as  the 
large  numbers  of  children  and  adults  who  suffer  from  emotional 
disorders,  continues  to  tax  the  Nation's  safety  net  and  health  care 
programs,  resulting  in  increased  costs  for  all  Americans. 

Many  do  not  receive  needed  services  because  of  shortages  in  the 
public  mental  health  work  force.  These  include  severe  shortages  of 
minority  providers  and  of  professionals  willing  to  work  in  under- 
served  areas.  Clinical  training  programs  at  the  Substance  Abuse 
and  Mental  Health  Administration  Center  for  Mental  Health  Serv- 
ices provide  funding  and  assistance  to  meet  the  training  needs  of 
mental  health  professionals  working  with  special  populations. 

It's  critical  to  retain  these  programs  as  autonomous  grants 
geared  to  specifically  underserved  populations.  Those  programs 
have  already  been  highly  successful.  I  don't  know  if  you're  aware 
that  by  the  beginning  of  1994,  7,219  trainees  had  completed  train- 
ing, and  83  percent  of  them  had  already  paid  back  the  one  month 
of  service  for  each  month  of  their  training  support.  Approximately 
80  percent  of  those  former  trainees  continued  to  work  in  public  or 
non-profit  mental  health  facilities. 

While  there  are  a  few  other  Federal  financial  aid  programs  for 
health  professionals  for  which  mental  health  professionals  are  eligi- 
ble, there  are  no  other  federally  funded  programs  that  specifically 
target  training  mental  health  providers  to  serve  in  public  settings. 
The  APA  urges  the  funding  of  CMHS  mental  health  training  pro- 
grams at  levels  equal  to  fiscal  year  1995  appropriations. 

The  National  Health  Service  Corps  provides  health  care  to  over 
4  million  Americans  in  rural  and  other  underserved  areas  by  in- 
creasing access  to  health  professionals,  including  psychologists.  A 
reduction  in  NHSC  funding  would  adversely  impact  the  health  of 
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the  Nation  as  fewer  health  care  providers  would  be  recruited  to  as- 
sist the  28  million  people  that  have  been  identified  as  underserved. 

The  NHSC  is  the  only  program  that  attempts  to  address  the 
needs  of  this  population.  APA  commends  you  for  your  recommenda- 
tion to  maintain  funding  for  this  vital  program  for  fiscal  year  1996 
and  urges  you  to  do  the  same  thing  for  fiscal  year  1997. 

Regarding  education,  the  APA  urges  you  to  maintain  current 
funding  for  Federal  education  programs,  including  those  programs 
for  higher  education.  The  diversity  of  portable  aid  and  campus 
based  aid  affords  all  Americans  the  opportunity  to  attend  an  insti- 
tution of  higher  learning. 

Mr.  Chairman,  in  past  years,  your  subcommittee  has  strongly  af- 
firmed the  role  of  the  Federal  Government  in  several  key  areas,  to 
fund  research  that  benefits  us  all,  to  train  health  care  providers 
who  agree  to  practice  in  underserved  areas  so  the  quality  of  one's 
health  care  doesn't  depend  on  one's  zip  code,  to  help  fill  the  gaps 
in  the  educational  opportunity  so  that  being  born  poor  doesn't  keep 
one  from  advancing  according  to  one's  gift,  and  to  help  speed  along 
research  advances,  demonstration  projects,  dissemination  activities, 
and  public-private  partnerships. 

As  you  look  for  ways  to  cut  or  consolidate  Federal  spending,  APA 
encourages  you  to  reaffirm  those  Federal  roles,  so  that  a  receding 
tide  does  not  sink  those  among  us  who  are  most  vulnerable.  Thank 
you  for  the  opportunity  to  testify. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  on  behalf  of  the  American  Psychological  Association,  I  thank  you  for  the  opportunity  to  testify 
here  today.  I  am  Dorothy  Cantor,  Psy.D.,  President  of  APA.  As  you  may  know,  many  of  the  committees  in  the 
House  and  Senate  no  longer  take  the  time  to  hear  public  witnesses.  It  means  a  great  deal  to  my  association  to  be 
able  to  send  a  personal  representative  to  these  hearings.  I  am  delighted  for  the  opportunity  to  thank  you  in 
person,  Mr.  Chairman,  for  the  leadership  that  you,  and  this  committee,  showed  in  finding  a  way  to  grant  a 
funding  increase  to  the  National  Institutes  of  Health  and  the  Centers  for  Disease  Control  and  Prevention  for  the 
current  fiscal  year.  APA  believes  a  continued,  substantive  investment  in  these  two  agencies  is  critical  to  the 
health  of  our  nation.  In  addition,  we  support  a  continuing  strong  federal  investment  in  educational  research, 
health  professions  training,  and  the  provision  of  health  and  mental  health  services  through  the  Ryan  White  CARE 
Act  and  the  Substance  Abuse  and  Mental  Health  Services  Administration. 

National  Institutes  of  Health 

One  way  to  think  of  the  National  Institutes  of  Health  is  that  it's  like  a  terrific  mutual  fund,  and  we  should  make 
the  biggest  investment  we  can  afford.  Some  of  the  stocks  are  going  straight  through  the  roof;  some  will  develop 
more  slowly,  but  all  of  them  in  the  aggregate  will  yield  important  returns  over  the  long  term.  Findings  are 
released  almost  every  day  that  demonstrate  how  wise  Congress  is  to  nurture  and  sustain  the  investment  in  NIH. 
One  story  that  caught  my  eye  recently  was  new  data  from  a  longitudinal  study  of  children  from  poor  families  in 
North  Carolina  that  the  National  Institute  of  Child  Health  and  Human  Development  began  funding  nearly  twenty 
years  ago.  The  group  of  children  in  the  study  who  received  high  quality  child  care  very  early,  within  their  first 
year,  through  age  three,  received  a  boost  in  IQ  that's  still  evident  High  quality  interventions  with  very  young 
children  can  make  a  lasting  difference  for  them. ..that's  information  that  you  as  policymakers  need  to  know,  I  as 
a  psychologist  need  to  know,  and  parents  need  to  know.  We  support  a  6.5  percent  increase  for  NIH  in  1997. 

Research  funded  by  the  National  Institute  of  Drug  Abuse  (NIDA)  and  National  Institute  of  Mental  Health 
(NIMH)  on  behavioral  change  programs  to  reduce  HTV  transmission  has  resulted  in  impressive  findings.  For 
example,  controlled  prevention  trials  with  runaway  youths  in  a  New  York  City  residential  shelter  succeeded  in 
significantly  reducing  sexual  risk  behaviors;  community  intervention  studies  led  to  reductions  in  high-risk  drug 
use  among  intravenous  drug  users;  and  other  studies  have  identified  technologies  to  reduce  high-risk  sexual 
behavior  among  gay  men. 

As  HTV  is  spread  primarily  through  risk  behaviors,  it  is  critical  to  focus  greater  research  efforts  toward 
behavioral  change  technology.  Currently,  for  example,  the  fastest  growing  vector  of  the  epidemic  lies  in  the 
direct  or  indirect  spread  of  the  virus  resulting  from  substance  abuse.  Even  if  a  vaccine  or  cure  for  HTV  disease 
are  found  in  the  near  future,  behavioral  change  efforts  will  still  be  needed  to  eradicate  the  virus.  We  therefore 
strongly  support  a  consolidated  funding  line  for  the  OAR  to  coordinate  behavioral  and  biomedical  AIDS 
research  at  the  NTH,  with  increased  funding  of  6.5  percent  to  further  critical  AIDS  research. 

Centers  for  Disease  Control  and  Prevention 


National  Institute  for  Occupational  Safety  and  Health  (NIOSH) 

APA  also  urges  this  Subcommittee's  support  for  the  Centers  for  Disease  Control  and  Prevention,  particularly  for 
one  part  of  CDC  whose  mission  is  sometimes  misunderstood.  We  urge  that  funding  be  maintained  for  the 
National  Institute  for  Occupational  Safety  and  Health. 

Since  1971,  NIOSH  has  conducted  a  sound  program  of  research  to  improve  worker  health  and  productivity  that 
is  not  duplicated  by  any  other  federal  agency  or  private  entity.  This  research  aims  at  improving  the  productivity 
of  American  workers  and  ensuring  that  U.S.  businesses  can  successfully  compete  with  those  of  any  other  nation. 
In  the  area  of  workplace  stress,  for  example,  NIOSH  has  supported  applied  laboratory  and  field  studies  of  risk 
factors  for  occupational  stress,  health  and  performance  effects,  and  intervention  strategies.  Psychological 
disorders  resulting  from  stress  are  among  the  nation's  major  workplace  issues,  affecting  job  productivity  and 
health  care  costs.  Stress-related  absenteeism,  lower  productivity,  medical  insurance  costs,  and  the  re-hiring  and 
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re-training  of  workers  result  in  estimated  losses  to  U.S.  businesses  of  more  than  $150  billion  each  year.  In 
response  to  these  concerns,  NIOSH  has  led  the  federal  effort  to  explore  ways  to  promote  healthy  workplaces  and 
to  create  less  stressful  job  sites. 

Maintaining  the  federal  role  in  workplace  health  research,  and  keeping  the  functions  of  this  agency  separate  from 
federal  regulatory  arms,  such  as  the  Occupational  Safety  and  Health  Administration  (OSHA),  are  imperative,  Mr. 
Chairman.  We  urge  Congress  to  provide  sufficient  support  to  NIOSH  to  expand  these  essential  programs. 

APA  supports  a  range  of  Public  Health  Service  programs  targeted  towards  AIDS  prevention.  These  include: 

CDC  Community  Prevention  Planning  Program  -  AIDS-specific  prevention  efforts  at  CDC,  as  highlighted  by  the 
CDC  Advisory  Committee  on  the  Prevention  of  HTV  Infection,  should  shift  from  the  past  emphasis  on 
counseling,  testing,  and  partner  notification  programs  toward  the  "front  end"  of  the  epidemic  -  that  is,  the 
development  and  implementation  of  behavioral  technologies  to  reduce  risk  behaviors  among  target  populations. 
Such  behaviorally-based  prevention  strategies  are  the  most  effective  and  least  costly  means  of  slowing  the  AIDS 
epidemic. 

Conceived  as  a  means  of  providing  local  control,  flexibility,  and  community  empowerment  for  the  development 
of  prevention  programs,  the  CDC  Community  Prevention  Planning  model  has  been  tremendously  successful  in  its 
first  year  as  a  strategy  for  developing  locally  driven,  scientifically-based  HTV  prevention  plans.  Non-competitive 
grants  are  provided  to  states  and  localities  hardest  hit  by  the  epidemic  on  the  basis  of  these  plans,  for  which  the 
CDC  provides  technical  guidance  and  assistance. 

We  are  particularly  concerned,  however,  about  current  proposals  to  merge  funding  for  CDC  programs  for  the 
prevention  of  HIV,  TB,  and  other  sexually  transmitted  diseases  into  one  grant.  Such  consolidation  may 
undermine  critical  research  programs  and  the  transfer  of  technological  innovations,  weaken  the  public  health 
infrastructure,  create  wasteful  and  duplicative  programs  at  the  state  level,  and  dilute  the  community  planning 
process.  We  urge  Congress  to  reject  attempts  to  consolidate  funding  for  the  CDC's  HTV,  TB,  and  STD 
programs,  and  support  increased  funding  for  the  CDC's  AIDS  prevention  programs. 

The  Ryan  White  CARE  Act  -  Ryan  White  Comprehensive  AIDS  Resources  Emergency  (CARE)  funds  are  used 
to  promote  early  treatment  for  people  with  HTV,  provide  direct  support  for  prevention  of  the  further  spread  of 
HTV,  and  assure  that  those  served  by  the  program  receive  the  most  cost-effective  care  possible.  The  flexibility 
that  states  and  localities  have  for  using  Ryan  White  CARE  funds  is  critical,  as  the  populations  most  at-risk  for 
infection  and  the  modes  of  transmission  are  changing  rapidly.  We  urge  the  committee  to  increase  support  for  the 
CARE  Act  for  FY  1997. 

HTV/ AIDS  Mental  Health  Service  Demonstration  Grants  -  Over  one  year  ago,  HHS  Secretary  Donna  E.  Shalala 
announced  the  first  federal  grants  ever  awarded  specifically  to  develop  mental  health  services  for  persons  living 
with  HIV/AIDS  and  their  families.  These  grants,  managed  cooperatively  among  the  Health  Resources  and 
Services  Administration,  the  National  Institutes  of  Health,  and  the  Center  for  Mental  Health  Services,  fund  ten 
sites  to  develop  programs  specifically  for  the  delivery  of  mental  health  services  for  persons  with  HTV/AIDS. 

While  the  $4.1  million  program  represents  a  small  amount  of  money  relative  to  the  overall  HHS  budget,  these 
demonstration  grants  serve  as  a  model  of  government  efficiency  and  responsiveness  to  a  critical  public  health 
need,  and  therefore  should  be  maintained.  Providing  mental  health  services  to  people  with  AIDS  not  only  helps 
to  address  the  emotional  distress,  anxiety,  and  depression  that  may  follow  a  diagnosis  of  AIDS,  but  these 
services  also  improve  the  quality  of  life  of  HIV-infected  persons,  reduce  the  number  of  primary  care  visits  (thus 
reducing  health  care  costs),  help  infected  persons  continue  to  lead  productive  lives,  and  reduce  the  possibility  of 
continued  transmission  of  the  disease  by  promoting  behavioral  change. 

In  addition,  evaluations  of  program  effectiveness  will  serve  to  ensure  that  taxpayer  funds  are  spent  wisely  to 
promote  public  health  and  safety.  We  therefore  urge  you  to  fund  the  HTV/AIDS  Mental  Health 
Demonstration  project  as  a  stand-alone  grant  program  for  FY  1997. 
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Other  Programs  of  the  Department  of  Health  and  Human  Services  (DHHS) 

Congressional  efforts  to  reform  the  nation's  health  care  financing  system  raise  the  prospect  that  many  more 
vulnerable  Americans  will  receive  inadequate  or  insufficient  care  in  the  near  future.  Senior  citizens,  pregnant 
women,  persons  with  serious  mental  illness,  and  young  children,  infants,  and  adolescents  living  at  or  below  the 
poverty  line  face  greater  health  risks  without  improved  access  to  and  utilization  of  quality  preventive  health  and 
mental  health  care  services.  Despite  cuts  in  Medicaid  and  Medicare,  health  risks  to  these  populations  continue  to 
cost  all  Americans  billions  of  dollars  in  avoidable  medical  costs. 

The  APA  urges  Congress  to  resist  cuts  in  the  overall  budgets  of  the  Substance  Abuse  and  Mental  Health 
Services  Administration  (SAMHSA),  the  Health  Resources  and  Services  Administration  (HRSA),  and  other 
critical  programs.  In  particular,  the  APA  urges  continued  funding  at  fiscal  1995  levels  of  HRSA  programs  such 
as  the  Maternal  and  Child  Health  Block  Grant,  the  Healthy  Start  Initiative,  Family  Planning  (Title  X), 
programs  of  the  Office  of  Adolescent  Health  and  the  AIDS  Education  and  Training  Centers.  All  of  these 
programs  fund  critical  preventive  health  care  services  and/or  training  for  health  care  providers. 

In  addition  to  the  prevention  initiatives  highlighted  in  this  testimony,  we  wish  to  call  attention  to  an  important 
services  initiative  for  children  with  severe  mental  and  emotional  disorders.  Approximately  seven  million 
American  children  suffer  from  a  diagnosable  mental  disorder.  Although  one-quarter  of  these  children  have 
severe  mental  and  emotional  disorders,  the  vast  majority  (80%)  receive  either  no  treatment  or  inappropriate  care. 
Thousands  are  placed  in  treatment  facilities  in  states  other  than  their  own,  and  even  more  are  treated  in 
expensive,  inappropriate  settings  such  as  state  mental  hospitals.  Left  untreated  in  childhood,  these  disorders  and 
their  social  consequences  become  more  difficult  and  more  expensive  to  deal  with  later  in  life. 

SAMHSA' s  Children's  Mental  Health  Services  Program  supports  the  development  of  community-based, 
interagency  systems  of  care,  and  reflects  the  state-of-the-art  in  treating  children  with  serious  emotional  disorders. 
By  recognizing  the  unique  and  multiple  needs  of  children,  by  supporting  a  broad  array  of  services,  and  by 
requiring  collaboration  among  a  range  of  child-serving  agencies  -  including  mental  health,  child  welfare, 
juvenile  justice,  and  education  -  this  program  helps  to  improve  the  quality  and  availability  of  appropriate  child 
mental  health  services  while  reducing  expenditures  that  have  formerly  gone  to  expensive,  noncommunity-based 
residential  care.  The  APA  urges  continued  funding  of  this  program  at  levels  at  least  as  great  as  the  $60  million 
appropriated  by  the  House  for  fiscal  1996. 


UJS.  Department  of  Education 

The  APA  urges  yon  to  exclude  federal  education  programs  in  a  full  year's  extension  of  the  current 
Continuing  Resolution  because  including  them  would  result  in  an  unprecedented  $3.1  billion  cut  to 
education.  We  also  ask  you  to  recede  to  the  Senate  figures  if  there  is  a  Conference  on  H.R.  2127,  since  the 
House  bill  makes  even  deeper  cuts  than  extending  the  current  CR.  Recent  polls  show  that  the  American 
public  strongly  supports  education  and  believes  it  should  be  a  top  priority  for  Congress.  Thus,  Congress  should 
at  least  maintain  current  funding  for  federal  education  programs  including  those  programs  for  higher  education. 
The  diversity  of  portable  aid  and  campus-based  aid  affords  all  Americans  the  opportunity  to  attend  an  institution 
of  higher  learning. 

Higher  Education 

Federal  financial  aid  programs  provide  75%  of  all  aid  to  colleges  in  the  United  States  and  in  1994  this  funding 
enabled  nearly  six  million  students  to  continue  their  education.  College-  based  programs  assist  hundreds  of 
thousands  of  college  students—  about  50%  of  whom  are  low-income  students.  It  is  especially  important  that 
federal  education  programs  continue  to  provide  graduate  fellowships  for  ethnic  minorities.  Graduate  education, 
such  as  doctoral  programs  necessary  for  licensed  psychologists,  are  critical  to  ensure  a  qualified  work  force  in 
that  field.  Graduate  education  should  not  be  limited  to  only  those  few  who  can  afford  to  pay  out  of  pocket  By 
providing  federal  support  to  people  who  have  the  ability  to  take  advantage  of  a  college  education,  we  taxpayers 
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all  invest  in  America's  future.  Without  a  highly  educated  and  skilled  work  force  drawn  from  all  socioeconomic 
levels,  America  will  not  be  able  to  compete  in  the  global  marketplace. 

Educational  Research  -  OERI 

The  federal  government  is  the  primary  source  of  funds  for  long-term  investment  in  educational  research  and 
development  Not  only  does  the  federal  R&D  program  provide  information  on  how  America's  children  are 
doing  in  schools  but  it  also  provides  new  knowledge  about  learning  and  teaching  and  promotes  the  development 
of  new  and  better  tests  and  products  which  can  be  used  by  teachers  in  their  classrooms.  Despite  the  value  of 
these  programs,  the  federal  commitment  to  educational  research  is  small-less  than  1%  of  the  total  federal 
education  budget  APA  urges  that  this  modest  federal  investment  in  educational  research  be  maintained.  The 
Office  of  Educational  Research  and  Improvement  (OERI),  which  sustains  much  of  this  investment  in  education, 
administers  Congressionally  mandated  research  programs  and  helps  ensure  that  field-initiated  studies 
are  supported  at  a  level  to  fund  meritorious  unsolicited  proposals. 

Special  Education  Research  -  OSEP 

Special  Education  research  programs,  such  as  Technology  Applications  and  Innovation  and  Development  provide 
needed  support  for  the  IDEA  State  Grant  program.  These  research  programs  focus  on  the  needs  of  local  and 
state  agencies  for  specifically  educating  children  with  disabilities.  There  is  no  other  research  of  its  kind  funded 
by  any  other  federal  agency  or  by  any  state  government.  The  transfer  of  these  programs  to  OERI  would  be 
inappropriate  —  OERI  has  neither  the  expertise  nor  the  structure  in  place  to  effectively  manage  these  programs 
which  are  vital  for  providing  the  most  effective  learning  and  teaching  tools  for  children  with  disabilities.  In 
addition,  OERI  would  not  be  given  the  funds  needed  to  administer  these  transferred  programs.  For  those 
reasons,  APA  strongly  opposes  the  proposed  collapse  of  special  education  programs  into  OERI.  It  is  critical 
that  adequate  funding  for  these  programs  be  restored  and  that  appropriations  be  based  on  the  consolidation  and 
improvement  of  these  programs  in  the  upcoming  reauthorization. 

Training  of  Mental  Health  Professionals 

It  is  more  important  now  than  ever  to  support  the  education  and  training  of  mental  health  professionals.  The 
increase  of  behaviorally-based  social  problems  (violence,  teen  pregnancy,  spread  of  AIDS),  especially  among 
populations  that  have  poor  access  to  mental  health  and  other  social  services,  continues  to  tax  the  nation's  safety- 
net  and  health  care  programs,  resulting  in  increased  costs  for  all  Americans.  In  1993,  for  example,  there  were 
approximately  47.5  million  children  and  adults  who  suffered  from  mental  disorders,  most  of  whom  did  not 
receive  services.  In  addition,  there  are  approximately  400,000  cases  of  AIDS  in  the  United  States  and  an 
estimated  two  million  people  infected  with  HTV,  most  of  whom  suffer  from  unique  mental  health  needs. 
Nevertheless,  the  mental  health  work  force  is  limited  in  scope.  There  is  a  severe  shortage  of  minority  providers, 
and  of  professionals  willing  to  work  in  underserved  areas. 

CMHS  Clinical  Training 

Clinical  training  programs  at  the  Substance  Abuse  and  Mental  Health  Administration  (SAMHSA)  Center  for 
Mental  Health  Services  (CMHS)  provide  funding  and  assistance  to  meet  the  training  needs  of  mental  health 
professionals  working  with  special  populations.  As  such,  it  is  critical  to  retain  these  programs  as  autonomous 
grants  geared  to  specific  underserved  populations.  The  CMHS  training  programs  for  mental  health  professionals 
have  been  highly  successful.  By  the  beginning  of  1994,  7,219  trainees  had  completed  training  and  83%  of  them 
had  paid  back  one  month  of  service  for  each  month  of  their  traineeship  support  Approximately  80%  of  former 
trainees  continue  to  work  in  public  or  non-profit  mental  health  facilities.  The  average  federal  investment  per 
trainee  in  the  Clinical  Training  program  has  been  $11,000,  a  modest  amount  to  prepare  professionals,  mostly 
minorities,  to  provide  mental  health  services  in  underserved  areas. 
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While  there  are  a  few  other  federal  financial  aid  programs  for  health  professionals  for  which  mental  health  fields 
are  eligible,  there  are  no  other  federally-funded  programs  that  specifically  target  the  training  of  mental  health 
providers  to  serve  in  public  settings.  The  APA  urges  funding  of  the  CMHS  mental  health  training  programs 
at  levels  equal  to  fiscal  1995  appropriations. 

CMHS  HIV/AIDS  Training 

Persons  with  HTV  infection  and  their  families  face  unique  mental  health  needs.  Professionals  working  with  HIV- 
infected  people  often  need  to  help  clients  develop  adequate  coping  skills  for  stress  associated  with  the  disease, 
for  associated  stigma  and  discrimination,  and  for  sustained  behavior  change  to  reduce  the  risk  of  further 
transmission.  Since  1986,  the  SAMHSA  HTV7AIDS  training  programs  have  provided  in-service  training  for 
more  than  98,000  traditional  and  non-traditional  mental  health  providers  as  well  as  ancillary  medical  and  mental 
health  care  providers  to  help  these  professionals  to  meet  the  needs  of  persons  living  with  HTV.  Given  the 
growing  number  of  people  infected  with  HTV,  especially  among  underserved  or  disadvantaged  populations,  the 
need  for  adequately  trained  mental  health  and  other  health  professionals  to  address  HIV-related  needs  is 
increasing  rapidly.  In  the  late  1980's  Congress  recognized  these  needs  and  appropriated  $7  million  in  FY  1986 
for  this  program.  Currently,  appropriations  have  dropped  to  less  than  $3  million,  despite  the  increased  need. 
The  APA  therefore  urges  Congress  to  retain  this  vital  training  program  as  a  separate  line  item,  and  to 
provide  funding  at  levels  equal  to  fiscal  1995  appropriations. 

Health  Resources  Services  Administration  (HRSA) 

National  Health  Service  Corps  (NHSQ 

The  NHSC  provides  health  care  to  over  4,000,000  Americans  in  rural  and  other  underserved  areas  by  providing 
them  access  to  physicians  and  physician  assistants,  dentists,  nurse  practitioners,  psychologists  and  other  mental 
health  professionals.  A  reduction  in  NHSC  funding  would  adversely  impact  the  health  of  the  nation,  as  fewer 
health  care  providers  would  be  recruited  to  serve  in  underserved  areas.  A  reduced  budget  will  also  impair  the 
program's  efforts  to  support  the  infrastructure  vital  to  continuing  the  system  of  primary  health  care  already  in 
place.  More  than  28,000,000  people  have  been  identified  as  underserved.  The  NHSC  is  the  only  program  that 
attempts  to  address  the  needs  of  this  population.  APA  commends  you  for  your  recommendation  to  maintain 
funding  for  this  vital  program  for  FY  1996  and  urges  you  to  do  the  same  for  FY  1997. 

Bureau  of  Health  Professions  (BHP) 

APA  urges  the  Subcommittee  to  increase  funding  for  the  Bureau  of  Health  Professions  above  the  FY  1995 
allocation  of  approximately  $280  million"  regardless  of  efforts  to  consolidate  the  programs  during  the 
reauthorization  process.  These  programs  are  focused  on  expanding  the  supply  of  primary  care  providers  where 
shortages  exist  This  program  is  also  the  only  one  of  its  kind  to  focus  on  increasing  the  number  of  ethnic 
minority  health  professionals.  These  programs  are  especially  designed  programs  to  ensure  that  health 
professionals  are  trained  to  work  with  special  populations  such  as  rural  or  elderly. 

If  these  programs  are  dramatically  reduced  (or  eliminated),  it  is  estimated  that  there  will  be  a  loss  of  at  least 
3,500  health  professionals  who  provide  critical  cost-saving  primary  care  services.  In  addition,  it  is  expected  that 
at  least  1,000  disadvantaged  students  in  health  professions  schools  will  be  lost.  Opportunities  for  leveraging  state 
and  local  support  would  be  seriously  eroded.  Over  $800  million  in  state  and  local  support  has  been  generated 
over  the  years  for  the  Area  Health  Education  and  Geriatric  Centers  alone.  The  return  on  the  Health  Resources 
Services  Administration's  investment  in  national  work  force  development  is  considerable,  especially  considering 
its  impact  on  improving  diversity  in  health  professions  and  preparing  health  professionals  to  work  with 
vulnerable  populations. 

Mr.  Chairman,  in  past  years,  your  subcommittee  has  strongly  affirmed  the  role  of  the  federal  government  in 
several  key  areas:  to  fund  research  that  benefits  us  all;  to  train  health  care  providers  who  agree  to  practice  in 
underserved  areas,  so  the  quality  of  one's  health  care  does  not  depend  on  one's  zip  code;  to  help  fill  the  gaps  in 
educational  opportunity  so  that  being  born  poor  does  not  keep  one  from  advancing  according  to  one's  gifts;  and 
to  help  speed  along  research  advances  through  demonstration  projects,  dissemination  activities,  and  public-private 
partnerships.  As  you  look  for  ways  to  cut  or  consolidate  federal  spending,  APA  encourages  you  to  reaffirm 
those  federal  roles,  so  that  a  receding  tide  does  not  sink  those  among  us  who  are  most  vulnerable.  Thank  you 
again  for  the  opportunity  to  testify. 
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Mr.  Porter.  Dr.  Cantor,  thank  you  very  much  for  your  testimony 
today. 

Ms.  Cantor.  Thank  you. 


Thursday,  March  7,  1996. 

WITNESS 

RACHEL  RITVO,  M.D.,  AMERICAN  ACADEMY  OF  CHILD  AND  ADOLES- 
CENT PSYCHIATRY 

Mr.  Porter.  Our  next  witness  is  Dr.  Rachel  Ritvo,  M.D.,  rep- 
resenting the  American  Academy  of  Child  and  Adolescent  Psychia- 
try. 

Dr.  Ritvo? 

Dr.  Ritvo.  Thank  you,  Mr.  Chairman. 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  ap- 
preciates this  opportunity  to  speak  in  support  of  the  1997  appro- 
priations for  the  National  Institute  of  Mental  Health  and  the  Sub- 
stance Abuse  and  Mental  Health  Services  Administration. 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  is  a 
professional  association  of  nearly  6,000  child  and  adolescent  psychi- 
atrists, and  that's  about  all  there  are  in  the  country,  we  have  the 
vast  majority  of  them,  who  work  to  prevent,  diagnose  and  treat  de- 
velopmental and  psychiatric  disorders  in  children  and  adolescents, 
and  to  help  their  families. 

I  myself  am  a  child  and  adolescent  psychiatrist  in  private  prac- 
tice in  Rockville.  And  I  have  to  say,  I  feel  more  at  ease  one  on  one 
with  a  silent,  angry,  hostile  adolescent  than  in  a  setting  like  this. 
[Laughter.] 

Dr.  Ritvo.  But  I  came  here  today  because  I  wanted  you  to  know 
that  those  of  us  who  work  out  there  treating  the  suffering  children 
and  guiding  their  families  really  use  the  research  that's  done  by 
NIMH  and  that  we're  counting  on  the  research  to  continue  and  we 
need  the  funding  to  continue. 

As  in  all  of  medical  practice,  success  in  child  and  adolescent  psy- 
chiatry depends  upon  research  based  knowledge  of  healthy  function 
of  the  mechanisms  of  disease  and  the  mechanisms  of  treatment. 
Research  into  mental  disorders  of  children  and  adolescents  has 
been  a  priority  at  the  Academy  since  its  founding  in  1953,  which 
also  tells  you  we're  a  pretty  young  specialty. 

This  committee  was  essential  in  furthering  that  research  when 
it  commissioned  the  Institute  of  Medicine  report  on  children  and 
mental  disorders,  which  documented  in  the  late  1980s  how  far  re- 
search in  child  and  adolescent  psychiatry  lagged  behind  general 
psychiatry  and  other  medical  fields.  That  was  followed  up  by  the 
five  year  plan  that  was  requested  of  NIMH  on  a  plan  for  research 
on  child  and  adolescent  mental  disorders. 

NIMH  plays  a  unique  and  pivotal  role  in  furthering  research  in 
our  field.  Thanks  to  NIMH,  we're  making  progress  in  understand- 
ing the  organic  basis  of  disorders  like  attention  deficit  disorder. 
We're  making  progress  in  understanding  how  to  combine  medica- 
tion and  psychotherapy  to  treat  childhood  depression,  which  as  Ms. 
Cronkite  pointed  out,  people  didn't  even  think  existed  at  a  certain 
time. 
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There  has  been  that  time  when  people  thought  that  mental  dis- 
orders were  beyond  understanding  and  beyond  treatment.  And 
we've  come  a  long  way.  We  have  much  to  offer  the  patients,  our 
patients  and  their  families.  But  the  gaps  in  our  knowledge  are 
often  staggering.  And  they  highlight  the  need  for  continued  funding 
and  research. 

And  I  just  wanted  to  bring  you  one  of  the  most  recent  examples 
from  my  own  practice.  I  was  consulted  just  last  month  about  a 
three  and  a  half  year  old  boy  whose  nursery  school  teacher  had 
found  his  behavior  so  bizarre  over  the  past  six  months  that  she 
was  truly  afraid  that  he  was  autistic.  They  had  tried  several  inter- 
ventions in  the  nursery  school  and  brought  in  consultants. 

But  in  my  careful  evaluation,  I  could  say  that  he  was  not  an  au- 
tistic child,  and  that  this  unusual  behavior  was  the  result  of  a  com- 
plex interaction  of  his  particular  temperament,  his  age,  and  a  num- 
ber of  the  challenges  that  he  was  facing  at  the  moment  in  his  de- 
velopment, in  his  environment.  I  can  explain  that  to  his  parents, 
I  can  explain  it  to  his  teachers,  and  I  can  explain  it  to  the  pediatri- 
cian, and  we  can  all  agree  that  there  really  was  an  illness  here, 
that  this  boy  was  suffering  from  something.  I  can  devise  a  treat- 
ment for  him,  and  he's  already  doing  better,  and  I  think  we'll  have 
him  back  to  normal. 

But  I  don't  have  a  diagnosis  for  him.  There  is  nothing.  And  I  only 
brought  the  small  version  of  the  DSM-3.  But  there's  nothing  in  the 
big  bible  that  you  can  say,  this  is  what  this  boy  has.  So  what  does 
that  mean  when  we  have  no  diagnosis?  It  means  I  can't  compare 
his  treatment  to  the  treatment  similar  children  are  receiving  in 
other  parts  of  the  country.  It  means  years  from  now,  when  someone 
asks  him  what  he  had,  or  when  another  physician  wants  to  know 
and  figure  out  how  it  fits  in  with  his  later  course,  there's  really 
very  little  way  of  documenting  it  and  gathering  it. 

And  unfortunately,  and  you're  here  talking  about  money,  in  this 
world  of  money,  it  means  that  his  insurance  company  will  try  to 
say,  even  though  everyone  who  knows  him  can  see  he's  suffering, 
that  because  there's  no  diagnosis,  there's  no  illness.  And  this  hap- 
pens to  the  families  that  I  care  for  all  the  time.  We  kind  of  have 
to  squeeze  them  in  somewhere.  Because  we  all  know  he's  sick.  And 
if  you  get  them  on  the  phone  at  the  insurance  company,  they  agree 
they're  sick.  But  there's  no  diagnosis. 

In.  1995,  NIMH  completed  the  five  year  national  plan  for  re- 
search and  child  adolescent  mental  disorders.  It  had  had  three 
goals  that  were  to  be  done,  and  met.  The  first  was  to  develop  and 
sustain  a  critical  mass  of  basic  science  and  clinical  researchers.  The 
second  was  to  stimulate  the  range  of  basic  and  clinical  research  at 
the  frontiers  of  scientific  inquiry,  to  use  all  the  new  techniques  that 
are  coming  along. 

And  the  third,  and  one  of  the  most  important  to  people  like  me, 
was  to  develop  a  consortium  within  the  Institute  to  bring  together 
all  the  diverse  work  that's  being  done.  Children  crop  up  in  many 
different  programs.  And  we  need  the  funds  to  bring  all  that  infor- 
mation together  so  that  it's  useful. 

Now  it's  time  to  go  on,  and  we  planted  the  orchard,  now  it's  time 
to  find  the  money  for  the  water  and  the  fertilizer,  so  that  we  con- 
tinue to  get  a  return  on  this  foundation  that  was  put  together.  I 
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want  to  stress  two  of  the  goals  that  we  support,  of  the  six  on  my 
list.  I'll  try  to  only  do  two. 

Our  highest  priority  is  for  research  to  continue  on  the  most  dis- 
abling of  mental  disorders.  These  include  childhood  onset  schizo- 
phrenia, bipolar  disorder,  and  major  depression.  And  particularly 
conduct  disorder.  To  some,  conduct  disorder  may  sound  like  a  kind 
of  benign  name  for  something. 

But  it  needs  to  be  given  special  consideration,  because  it's  very 
resistant  to  the  treatments  that  we  have  now.  And  when  untreated 
or  undertreated,  the  link  to  criminal  behavior  in  adolescents  and 
adulthood  are  dramatic.  We  need  cost  effective  school  based  pre- 
vention programs  and  treatment  programs,  and  it  needs  to  be  a 
priority  of  research. 

A  second  priority  is  research  into  the  use  of  psychotropic  medica- 
tions for  treating  children  and  adolescents  with  mental  illness.  At 
this  point  in  time,  most  of  these  uses  are  off-label,  and  we  know 
the  FDA  is  preparing  to  possibly  cut  back  on  off-label  uses.  We  can- 
not assume  that  what's  safe  in  adults  is  safe  in  children.  And  we 
need  for  the  research  to  be  done. 

This  would  seem  to  be  an  appropriate  area  to  try  to  encourage 
private  resources  to  be  combined  with  public  appropriations. 

To  summarize  the  others,  we're  on  the  edge  of  using  the  most 
startling  of  new  techniques,  like  the  functional  magnetic  resonance 
imaging,  so  that  we  can  now  see  brain  flow,  and  see  the  effect  of 
our  therapies.  Genetic  research  has  already  been  mentioned  by  oth- 
ers, the  fundamental  research  in  early  brain  development  that  is 
the  foundation  of  our  field,  and  once  again,  the  tying  it  all  together, 
coordinating  the  many  different  fields  who  work  with  children. 

So  the  American  Academy  of  Child  and  Adolescent  Psychiatry 
recommends  that  the  NIMH  appropriations  be  increased,  that  $711 
million  be  appropriated  in  1997  for  NIMH  research  programs.  We 
also  request,  Mr.  Chairman,  that  the  NIMH's  child  and  adolescent 
research  agenda  be  supported  in  the  report  language.  Your  atten- 
tion to  the  needs  of  children  really  helps  us. 

The  Academy  further  recommends  that  appropriations  for  the 
two  institutes  connected  to  research  into  mental  illness,  the  Na- 
tional Institute  of  Drug  Abuse  and  the  National  Institute  of  Alcohol 
and  Alcohol  Abuse  be  increased  to  $501  million  and  $216  million, 
respectively. 

In  conclusion,  the  National  Academy  of  Child  and  Adolescent 
Psychiatry  has  worked  hard  in  supporting  the  national  plan  of  the 
past  five  years  of  research  at  NIMH.  But  we  need  to  look  to  the 
future,  and  we  need  this  support  to  continue.  And  we  really  appre- 
ciate your  time  and  consideration. 

[The  prepared  statement  follows:] 
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Testimony  Submitted  by  the 
American  Academy  of  Child  and  Adolescent  Psychiatry 
March  1996 

Introduction 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  appreciates  this  opportunity  to  testify 
before  the  House  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services,  and 
Education  and  Related  Agencies  regarding  fiscal  year  1997  appropriations  for  the  National  Institute 
of  Mental  Health  and  the  Substance  Abuse  and  Mental  Health  Services  Administration. 

American  Academy  of  Child  and  Adolescent  Psychiatry 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  is  a  national,  professional  association 
of  over  5,900  child  and  adolescent  psychiatrists.  Its  members  are  physicians  who  have  completed  a 
general  psychiatry  residency  and  a  two-year  residency  training  program  in  child  and  adolescent 
psychiatry.  This  medical  discipline  is  concerned  with  the  prevention,  diagnosis  and  treatment  of 
developmental  and  psychiatric  disorders  in  children,  adolescents  and  their  families. 

National  Institute  of  Mental  Health 

Since  founding  the  Academy  in  1953,  members  have  placed  research  of  the  disorders  of  childhood 
and  adolescence  at  the  forefront  of  its  advocacy.  The  National  Institute  of  Mental  Health  is  a  key 
to  the  national  effort,  contributing  leadership,  research  directions,  and  consistent  backing  for  child 
and  adolescent-centered  projects. 

The  scientific  community's  impressive  advances  are  most  often  attributable  to  NIMH-sponsored 
research.  Most  notable  are  recent  breakthroughs  related  to  the  organic  contributions  to  the  onset 
of  psychiatric  disorders,  such  as  childhood  depression  and  attention-deficit/hyperactivity  disorder, 
and  the  treatment  of  those  disorders  using  combinations  of  psychotherapy  and 
psychopharmacology.  These  findings  stimulated  the  recruitment  and  training  of  new  researchers 
into  a  specialty  are  that  was  so  small  and  under  funded  that  both  the  Institute  of  Medicine  and  the 
NIMH  had  campaigned  for  an  infusion  of  concentrated  attention. 

Maintaining  existing  projects  and  our  momentum  for  generating  new  research  is  viewed  as  so 
essential  that  the  Academy  implemented  an  aggressive  campaign  to  increase  the  number  of 
researchers,  to  broaden  the  diversity  of  the  research  projects,  and  to  give  technical  assistance  for 
research  support.  Working  in  partnership  with  the  National  Institute  of  Mental  Health  and  the 
Substance  Abuse  and  Mental  Health  Services  Administration,  the  Academy  is  an  example  of  how 
public  and  private  funding  can  be  combined  to  enhance  and  contribute  to  research  careers.  Over 
the  last  five  years,  100  new  researchers  benefited  from  joint  efforts. 

Appropriations  for  the  National  Institute  of  Mental  Health  is  especially  important  to  these  research 
projects  and  partnerships.  In  FY  1995,  NIMH  officially  and  successfully  completed  the 
Congressionally  requested  five-year  National  Plan  for  Research  on  Child  and  Adolescent  Mental 
Disorders.  Although  there  has  been  a  good  start,  the  work  is  not  complete.  The  much  needed 
emphasis  on  research  into  child  and  adolescent  mental  disorders  has  generated  a  stimulating 
research  agenda  for  the  next  five  years. 
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In  FY  1997,  NIMH  will  be  tested  to  continue  its  leadership.  The  National  Plan  focused  on  three 
goals,  which  continue  to  give  us  the  directions  critical  for  future  breakthroughs  in  diagnosing  and 
treating  mental  disorders  of  children.  NIMH  used  the  plan  to: 

o        Develop  and  sustain  a  critical  mass  of  basic  and  clinically  oriented  researchers  focused  on 
mental  disorders  that  afflict  children  and  adolescents.  The  NIMH's  K-12  young  investigator 
development  program  has  allowed  child  and  adolescent  psychiatrists  to  move  from  a  small  research 
program  to  a  major  research  center  for  five  years,  after  which  they  return  to  their  original  program 
to  infuse  it  with  new  research  impetus.  Six  researchers  are  participating  in  this  program.  This  is  an 
excellent  example  of  how  to  build  a  base  for  investigations  that  will  contribute  to  the  treatment  of 
mental  illnesses  far  into  the  next  century. 

o        Stimulate  a  range  of  basic  and  clinical  research  at  the  frontiers  of  scientific  inquiry. 
Academy  members  have  used  NIMH  research  grants  to  explore  psychiatric  disorders  with  onset  in 
childhood:  clinical  depression,  which,  without  treatment,  often  leads  to  suicide;  behavior  disorders 
such  as  attention-deficit/hyperactive  disorder,  which,  when  untreated,  can  leave  a  child  friendless, 
shunned,  out-of-control  and  labeled  for  life. 

o        Develop  and  lead  an  institute-wide  consortium  of  NIMH  program  staff  concerned  with  child 
and  adolescent  mental  health  research.  Links  between  research  and  communications  within  the 
Institute  are  a  tribute  to  the  leadership  of  the  NIMH  staff. 

These  goals  pointed  out  the  need  for  funding  increases  in  NIMH  for  research  into  the  disorders  of 
childhood  and  adolescence  and  an  effort  to  provide  internal  coordination  of  research  related  to 
children  and  adolescents. 

Future  Research  Priorities 

Any  decrease  in  the  research  budget  could  jeopardize  the  innovative  and  exciting  research 
projects  generated  by  the  five-year  national  plan.  Few  will  disagree  that  the  new  research 
findings  that  warrant  the  greatest  emphasis  are  those  relating  to  the  nature  and  types  of 
mental  disorders  that  affect  children,  the  magnitude  of  the  those  disorders  in  the  population 
and  the  effectiveness  of  the  treatments  available.  What  did  the  five-year  plan  teach  us 
about  the  future?  It  provided  the  following  directions  for  research  priorities  in  the  next  five 
years: 

•  Treatment  and  prevention  of  prevalent  and/or  disabling  disorders 

The  highest  priority  for  research  continues  to  be  the  development  of  safe  and  effective  treatments 
for  severe  and  disabling  mental  disorders  including  ch|ldhoqd-onset  schizophrenia,  bipolar  disorder, 
major  affective  disorder,  attention-deficit/hyperactivity  disorder,  and  conduct  disorder.  Conduct 
disorder,  despite  its  seemingly  harmless  label,  should  be  given  special  consideration  because  of  its 
resistance  to  conventional  interventions  and  links  to  criminal  outcomes  when  untreated  or  under 
treated.  School-based  prevention  and  treatment  programs  that  are  cost-effective  and  that  involve  a 
component  of  education  should  be  included  in  this  research  priority. 

•  Effects  of  psychotropic  medications  on  children  and  adolescents 
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A  second  priority  is  research  into  the  use  of  psychotropic  medications  for  treating  children  and 
adolescents  with  mental  illnesses.  Currently,  such  medications  are  used  "off  label"  and  are  subject 
to  the  Food  and  Drug  Administration's  concerns,  which  have  threatened  restrictions  on  all  "off 
label  medications.  Many  of  these  medications  have  been  found  to  be  clinically  sound,  but  as  their 
numbers  grow,  the  research  resources  must  be  there  to  assess  the  effects  on  younger  persons.  It  is 
not  acceptable  to  extrapolate  research  on  adults  and  apply  it  to  children.  Separate  investigations 
must  be  done,  and  this  would  be  an  appropriate  area  to  create  incentives  for  private  resources  to  be 
combined  with  public  appropriations. 

•  Utilization  of  Research  Progress  in  the  Basic  Sciences  to  the  Understanding  of  Major 
Childhood  Mental  Disorders 

Given  the  dramatic  advances  over  the  past  decade  in  the  developmental  neurosciences  and  in 
human  genetics,  unparalleled  opportunities  now  exist  to  advance  our  understanding  of  basic  genetic 
and  neurobiologies  mechanisms  involved  in  the  pathophysiology  of  childhood  and  adolescence 
disorders.  The  application  of  in  vitro  neuroimaging  techniques,  particularly  the  rapidly  advancing 
field  of  functional  magnetic  resonance  imaging  (fMRI),  should  permit  the  noninvasive  visualization 
of  changes  in  cerebral  blood  flow.  This  should  aid  in  the  identification  of  the  neurobiological 
substrates  of  specific  disorders  and  aid  in  the  localization  of  brain  regions  that  are  crucially  involved 
in  treatment  response. 

•  Genetic  Research  Specific  to  Child  and  Adolescent  Mental  Disorders 

Genetic  factors  are  important  contributors  to  the  pathogenesis  of  a  number  of  child  and  adolescent 
mental  disorders.  The  ability  to  manipulate  and  study  human  DNA  should  permit,  given  sufficient 
resources,  the  identification  and  characterization  of  the  genes  of  major  or  moderate  importance  into 
conditions  such  as  autism,  dyslexia,  Tourette's  syndrome,  obsessive-compulsive  disorder,  bipolar 
disorder  and  schizophrenia. 

•  Early  Brain  Development 

Advances  in  our  understanding  of  other  environmental  risks  and  protective  factors  that  influence 
brain  development  is  crucial,  and  the  period  of  early  brain  development  appears  to  be  critically 
important  in  this  advancement.  NIMH  must  be  able  to  support  investigators  who  will  trace 
influences  on  development  and  translate  them  into  effective  prevention  and  treatment  plans. 

•  Interdisciplinary  Research 

Interdisciplinary  research  that  brings  together  basic  developmental  neuroscientists  and  clinical 
investigators  should  be  encouraged.  NIMH  plans  to  move  forward  on  models  for  this  type  of 
endeavor,  and  support  for  the  models  should  be  assured  by  the  level  of  appropriations. 

Ongoing  Critical  Research  Project.  UNOC-CAP 

In  FY  1993,  a  15  percent  set-aside  for  researching  services  to  the  mentally  ill  is  now  the  basis  for 
the  service  Use,  Need,  Outcomes  and  Costs  for  Child  and  Adolescent  Populations  (UNOC- 
CAP)  study.  UNOC-CAP  involves  a  systematic  study  of  children's  mental  illness  needs  and 
services  based  on  a  representative  national  sample  of  children,  as  well  as  a  more  in  depth 
examination  of  service  needs  and  utilization  in  four  sites  with  diverse  regional,  cultural  and 


3 


1081 


economic  backgrounds  (Los  Angeles,  Baltimore,  St.  Louis,  and  North  Carolina). 

This  study  will  delineate  the  extent  of  the  needs  for  mental  illness  services  in  this  country  (including 
the  prevalence  and  incidence  of  child  and  adolescent  psychopathology  at  local  and  national  levels), 
the  patterns  of  service-related  outcomes  for  children  and  adolescents  who  do  and  do  not  receive 
care,  and  the  costs  of  care.  The  national  sample  of  7,000  children,  aged  4  to  17,  provides 
unprecedented,  longitudinal  research  opportunities  to  examine  a  range  of  risk  and  protective 
factors. 

Already  called  the  study  of  the  decade,  UNOC-CAP  will  be  critical  in  assessing  how  children  with 
serious  emotional  disorders  fare  in  the  current  system.  The  study  is  longitudinal  and  will  track 
children  across  all  service  systems:  education,  juvenile  justice,  welfare,  health,  and  mental  health. 
Children  aged  four  and  above  are  being  followed  for  at  least  five  years  as  they  access  the  system 
and  receive  services. 

It  is  imperative  that  services  research  funding  be  available  for  the  UNOC-CAP  study.  Congress  can 
be  proud  of  providing  the  federal  resources  necessary  to  measure  the  illnesses,  the  services  and  the 
lives  of  the  children  touched  by  them.  It  is  almost  the  equivalent  of  funding  a  cognitive  CAT  scan 
of  child  and  adolescent  emotional  disorders  as  they  are  managed  in  the  current  system. 

Dissemination  and  Advocacy 

NIMH  is  developing  strategic  plans  to  increase  the  dissemination  of  scientific  information  and 
findings  in  the  area  of  child  and  adolescent  mental  disorders.  The  new  research  findings  will  engage 
the  Center  for  Mental  Health  Services  (CMHS)  and  other  interested  lay  and  professional 
organization  in  a  well-organized  effort  to  inform  the  public  concerning  the  magnitude  and 
consequences  of  child  and  adolescent  mental  disorders.  NIMH  is  also  preparing  to  convey  in 
appropriate  media  settings  the  results  of  empirical  research  and  the  need  to  take  advantage  of 
advances  in  related  scientific  disciplines.  The  importance  of  timely  dissemination  cannot  be 
overstated. 

INSTITUTE  (NIMH,  NED  A,  NIAAA)  RECOMMENDATIONS: 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  recommends  that  NIMH 
appropriations  be  increased,  that  $711  million  be  appropriated  for  FY  1997  NIMH  research 
programs,  and  that  NIMH's  child  and  adolescent  research  agenda  be  supported  in  report 
language. 

The  Academy  further  recommends  that  appropriations  for  the  two  Institutes  connected  to 
research  into  mental  illnesses,  the  National  Institute  of  Drug  Abuse  and  the  National 
Institute  of  Alcohol  and  Alcohol  Abuse,  be  increased  to  $501  million  and  $216  million 
respectively. 

SUBSTANCE  ABUSE,  MENTAL  HEALTH  SERVICES  ADMINISTRATION 

The  newest  administration,  S  AMHS  A  is  the  home  of  the  Center  for  Mental  Health  Services.  The 
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Center  is  administering  grants  to  states  and  communities  for  innovative  systems  of  care  for  people 
with  mental  illnesses,  with  special  emphasis  on  children  and  adolescents.  The  Planning  and  System 
Development  Program  (formerly  known  as  the  Child  and  Adolescent  Service  System  Program)  and 
the  Children's  Mental  Health  Services  Improvement  Act,  authorized  in  1992,  both  provide  funds  to 
states  and  communities  to  use  for  providing  a  comprehensive  range  of  services  for  children  and 
adolescents  with  mental  illnesses  and  their  families. 

Planning  and  System  Development  Program  (PSDP) 

Providing  services  for  mental  illnesses  is  an  important  counterpart  to  research.  The  Planning  and 
System  Development  Program  is  a  remarkably  effective  and  efficient  program,  which  began  as  the 
Child  and  Adolescent  Service  System  Program  (CASSP)  in  1984.  It  has  improved  systems  of 
service  delivery  to  children  and  adolescents  who  are  severely  emotionally  disturbed.  Few  grant 
programs  are  so  effective.  States  and  communities  recognize  the  solid  rational  of  integrating 
systems  for  better  access,  evaluation  and  treatment.  Through  PSDP,  mental  health,  health, 
education,  juvenile  justice,  nutrition,  substance  abuse  treatment,  and  special  education  are 
coordinated  at  the  state  and  community  level.  SAMHSA  supports  the  service  system  improvement 
grant  program  with  technical  assistance  and  with  special  programs  for  children  and  adolescents  and 
their  families  who  are  homeless,  infected  with  the  AIDS  virus,  or  part  of  a  cultural  minority. 

Comprehensive  Community  Mental  Health  Services  for  Children  Act  (P.L. 102-321) 

Congress  approved  the  Comprehensive  Community  Mental  Health  Services  for  Children  Act  in 
1992,  as  a  part  of  the  ADAMHA  reorganization.  This  legislation  provides  states  and  communities 
with  resources  to  organize  and  deliver  comprehensive,  interagency  services  to  children  and 
adolescents  with  serious  emotional  disorders.  Authorized  for  $200  million,  this  program  received 
only  $4.9  million  in  FY  1993  to  begin  its  work.  In  FY  1994,  the  appropriations  were  $35  million, 
with  a  significant  increase  to  $60  million  in  FY  1995,  and  only  a  slight  decrease  to  $59.2  million  in 
FY  1996.  Service  site  funding  has  now  reached  22  areas  of  the  country,  but  over  40  applications 
for  assistance  have  been  received.  At  least  $80  million  is  needed  to  allow  states  and  communities 
to  serve  children  and  adolescents  through  a  range  of  coordinated  services,  such  as  day  treatment, 
respite  care,  outpatient  services  in  various  settings,  and  intensive  home-based  treatment. 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  recommends  $24  million  be 
appropriated  for  the  SAMHSA  Community  Support  Program/Planning  and  System 
Development  Program,  and  also  recommends  $80  million  for  the  Children's  Mental  Health 
System  Improvement  Act. 

Summary 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  strongly  supported  the  development  of 
the  National  Plan  for  Research  on  Child  and  Adolescent  Emotional  Disorders.  In  the  1980's,  the 
Institute  of  Medicine  found  that  for  childhood  disorders  research  was  lagging,  researchers  were 
few,  and  breakthrough  diagnoses  and  treatments  were  not  finding  their  way  into  the  field.  Progress 
has  changed  this  pattern,  but  in  FY  1995,  the  five-year  plan  ended.  It  is  time  to  safeguard  what 
has  begun  and  look  to  the  benefits  of  research  investments.  With  continued  support,  it  will  be 
possible  to  realize  the  benefits  of  programs  for  recruiting  and  training  future  researchers.  They  will 
be  the  future  of  understanding  and  treating  child  and  adolescent  mental  disorders. 
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Mr.  Porter.  Dr.  Ritvo,  thank  you  for  your  good  testimony.  I 
think  you  did  an  excellent  job. 

If  you  do  this  again  and  you  want  to  feel  less  nervous,  just  think 
of  us  as  in  need  of  your  services  as  much  as  the  angry  adolescent. 
And  it  will  probably  be  pretty  close  to  the  truth.  [Laughter.] 

Mr.  Porter.  We  very  much  appreciate  your  good  testimony  and 
thank  you  for  it. 

Staff  tells  me  that  we  are  really  running  behind  now,  and  we 
really  need  to  get  back  on  schedule.  I'm  going  to  ask  staff  to  hold 
up  a  little  sign  at  the  time  you  reach  five  minutes  and  111  try  to 
keep  us  a  little  bit  better  on  schedule.  I  apologize  to  all  of  you  for 
falling  so  far  behind. 


Thursday,  March  7,  1996. 

WITNESS 

MICHAEL  M.  FAENZA,  NATIONAL  PREVENTION  COALITION 

Mr.  Porter.  Mr.  Michael  Faenza,  President  and  CEO  of  the  Na- 
tional Mental  Health  Association,  testifying  in  behalf  of  the  Na- 
tional Prevention  Coalition. 

Mr.  Faenza? 

Mr.  Faenza.  Thank  you,  Mr.  Chairman  and  members  of  the  com- 
mittee. 

My  name  is  Mike  Faenza,  I'm  the  President  of  the  National  Men- 
tal Health  Association.  And  we're  a  national  consumer  advocacy  or- 
ganization for  people  with  mental  illnesses.  We  have  320  affiliates 
across  this  country. 

But  today  I  will  focus  my  comments,  and  I  want  to  speak  on  be- 
half of  27  national  organizations  that  make  up  that  National  Pre- 
vention Coalition.  And  this  group  works  for  the  promotion  of  pre- 
vention research  and  interventions.  And  we  believe  we  know  that 
prevention  of  mental  disorders  presents  an  urgent  challenge  to 
save  lives  and  reduce  social  services  and  health  care  costs. 

But  these  efforts  require  coordination  among  many  social  sys- 
tems and  Federal  agencies.  I  want  to  say  that  in  1993,  the  House 
and  Senate  Subcommittees  for  Labor/HHS  urged  the  National  In- 
stitute for  Mental  Health  to  contract  the  Institute  of  Medicine  to 
conduct  a  study  of  the  field  of  prevention.  The  IOM  report,  Reduc- 
ing Risks  for  Mental  Disorders:  Frontiers  for  Preventive  Interven- 
tion Research,  describes  what  is  known  and  what  needs  to  be 
learned  to  prevent  mental  disorders. 

So  in  a  nutshell,  to  advance  the  field,  the  IOM  identified  two  key 
areas.  One,  we  need  to  train  a  cadre  of  researchers  focused  on  pre- 
vention research.  Secondly,  there  needs  to  be  a  coordinated  effort 
to  pull  together  what  is  now  fragmented  prevention  efforts  that 
now  exist  across  8  departments  in  23  Federal  agencies. 

I  want  to  thank  the  subcommittee  for  supporting  these  efforts. 
Last  year,  the  subcommittee  included  language  urging  NIMH  to 
maintain  support  of  the  B/START  grant  program  that  Dr.  Kraut 
spoke  about.  B/START  is  the  NIMH  program  most  useful  in  train- 
ing and  building  a  cadre  of  prevention  researchers.  In  1995,  fund- 
ing was  approximately  $1,500,000.  In  fiscal  year  1996,  the  funding 
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will  exceed  $1,500,000.  And  we  request  that  the  subcommittee  dou- 
ble this  investment  in  fiscal  year  1997. 

The  Coalition  also  thanks  the  subcommittee  for  urging  NIMH  to 
take  the  lead  among  Federal  agencies  in  coordinating  research  to 
prevent  mental  disorders.  Because  of  language  included  by  this 
subcommittee  in  last  year's  report,  efforts  are  now  underway  to 
begin  pulling  together  prevention  research  in  23  agencies. 

At  least  there  is  the  beginning  of  this  communication  establish- 
ing a  forum  for  people  to  share  information.  And  while  we're  mak- 
ing progress,  it  has  been  very  slow.  And  we  would  request  the  com- 
mittee's continued  support  and  direction  to  NIMH  to  continue  with 
that  coordination  effort. 

I  want  to  give  you  one  quick  example  of  a  prevention  program 
that  could  have  major  impact  if  the  effort  was  coordinated.  This 
program  is  called  the  JOBS  program  and  was  developed  to  prevent 
depression  among  recently  unemployed  workers.  I  think  it's  a  good 
example.  Studies  have  shown  that  unemployment  significantly  in- 
creases the  risk  of  suicide  and  child  abuse,  besides  the  incidence 
of  clinical  depression.  In  short,  job  loss  produces  a  range  of  eco- 
nomic and  personal  events  for  many,  including  loss  of  health  insur- 
ance, foreclosure,  increased  debt. 

The  JOBS  program  was  designed  and  tested  for  more  than  a  dec- 
ade by  the  NIMH  funded  Michigan  Prevention  Research  Center. 
It's  shown  to  be  cost  effective  in  studies  by  economists  and  behav- 
ioral scientists.  JOBS  is  a  five  session  program  that  teaches  job 
search  skills,  increases  job  search  motivation  and  inoculates  the 
participants  against  emotional  setbacks. 

Widespread  implementation  of  JOBS  could  provide  a  double 
barrelled  impact  on  the  economic  self-sufficiency  and  the  mental 
health  of  families.  The  Prevention  Coalition  hopes  the  coordination 
effort  that  we're  involved  in  and  benefitting  from  your  support  will 
result  in  federal  research  programs  like  JOBS  being  translated  into 
meaningful  services  through  the  Department  of  Labor,  Health  and 
Human  Services,  Defense  and  other  agencies  that  are  now  dealing 
with  the  very  real  human  fallout  of  layoffs  and  downsizing. 

Finally,  Chairman  Porter,  speaking  with  the  hat  on  of  the  Na- 
tional Mental  Health  Association,  I  have  to  take  this  opportunity 
to  give  you  a  very  sincere  thank  you,  to  you  and  Congressman 
Obey,  I  wish  he  was  here,  for  your  support  of  the  Children's  Mental 
Health  Services  Program  within  CMHS.  Kathy  Cronkite  had  men- 
tioned this  program.  Can't  say  enough  about  how  important  it  is 
in  the  lives  of  tens  of  thousands  of  people  in  this  country,  kids  with 
serious  emotional  and  behavioral  disorders. 

And  frankly,  we  are  just  not  doing  enough  for  children  with  men- 
tal health  needs  in  this  country.  So  we  strongly  believe  that  this 
Center  for  Mental  Health  Services  program  can  prevent  some  of 
the  substance  abuse,  violence  and  anti-social  behavior  we  see  in 
our  young  people. 

I  know  you're  pressed  for  time.  Again,  thank  you  so  much  for 
this  opportunity. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  Members  of  the  Committee,  my  name  is  Michael  Faenza  and  I  am  the 
President  and  Chief  Executive  Officer  of  the  National  Mental  Health  Association. 

My  testimony  today,  however,  is  presented  on  behalf  of  the  National  Prevention 
Coalition.  The  National  Prevention  Coalition,  established  in  1987  by  the  National 
Mental  Health  Association,  is  committed  to  the  prevention  of  mental  disorders  and 
related  negative  behavioral  health  outcomes  including  substance  abuse,  violence,  and 
school  dropout.  The  National  Prevention  Coalition  is  made  up  of  twenty-seven 
organizations.  A  list  of  these  organizations  is  attached  to  my  statement. 

The  National  Prevention  Coalition  believes  that  the  prevention  of  mental  disorders  is  an 
urgent  but  complex  challenge  requiring  coordinated  efforts  of  many  systems  in  our 
society.  Thus,  I  am  here  to  talk  with  you  today  about  two  matters  of  key  importance  to 
the  National  Prevention  Coalition: 

•  Coordination  of  prevention  research  and  services  across  federal  agencies;  and 

•  Training  of  prevention  researchers. 

In  1993  the  House  and  Senate  Subcommittee  for  Labor,  Health  and  Human  Services 
urged  the  National  Institute  of  Mental  Health  to  conduct  a  comprehensive  study  of  the 
emerging  field  of  the  prevention  of  mental  disorders.  The  National  Institute  of  Mental 
Health  contracted  with  the  Institute  of  Medicine  (IOM)  to  conduct  the  study.  The  IOM 
report  titled  Reducing  Risks  for  Mental  Disorders:  Frontiers  for  Preventive  Intervention 
Research  reports  on  what  is  known  and  what  stilj  needs  to  be  learned  to  help  prevent 
mental  disorders. 
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To  advance  the  field  of  prevention  of  mental  disorders,  the  Institute  of  Medicine's  report 
found  two  areas  to  be  of  prime  importance.  First  there  is  a  need  for  training  a  cadre  of 
researchers  focused  specifically  on  the  field  of  mental  disorder  prevention  research. 
Second,  there  is  a  need  to  coordinate  the  currently  fragmented  efforts  in  prevention  of 
mental  disorders  that  now  exist  across  eight  departments  and  in  at  least  twenty-three 
federal  agencies. 

Over  the  last  year  the  National  Prevention  Coalition  has  focused  on  these  two  goals 
identified  by  IOM  to  be  of  the  greatest  importance  to  advancing  the  field. 

On  behalf  of  the  Coalition,  we  wish  to  thank  the  Subcommittee  for  supporting  us  in  this 
effort.  Last  year,  the  Subcommittee  included  language  urging  the  National  Institute  of 
Mental  Health  to  maintain  its  support  of  the  B-START  (Behavioral  Science  Track  Award 
for  Rapid  Transition)  Grant  Program.  The  B-START  Grant  Program  is  the  NIMH 
program  most  useful  to  training  and  building  a  cadre  of  prevention  researchers.  The 
program  helps  those  in  the  beginning  stages  of  their  career  and  those  making 
transitions  to  careers  in  behavioral  sciences.  The  Coalition  views  the  B-START 
Program  as  an  important  training  mechanism  to  meet  the  goals  of  the  IOM  report. 

The  Coalition  also  thanks  the  Subcommittee  for  urging  NIMH  to  take  the  lead  among 
Federal  agencies  in  coordinating  research  efforts  to  prevent  mental  disorders. 

Due  to  the  support  of  this  Subcommittee,  progress  has  been  made  in  meeting  both  of 
these  two  major  goals  of  the  IOM  report. 

In  order  to  enlist  the  support  of  the  Executive  Branch  to  meet  the  goal  of  coordination  of 
these  many  fragmented  research  efforts,  we  have  met  with  the  leadership  of  the 
National  Institute  of  Mental  Health;  we  have  met  with  the  Assistant  Secretary  of  HHS  for 
Management  and  Budget;  and  we  have  met  with  OMB  leadership.  These  doors  were 
opened  for  us  by  this  Subcommittee  and  the  language  included  by  the  Subcommittee  in 
last  year's  report.  Progress  is  now  being  made  to  call  together  these  agencies  to  help 
coordinate  the  mental  health  prevention  research  now  conducted  in  twenty-three 
agencies.  We  nevertheless  feel  that  progress  has  been  slow  and  therefore  on  behalf 
of  the  Coalition,  I  would  request  the  Committee's  continued  support  of  this  coordination 
effort.  This  coordination  is  truly  vital  to  ensure  that  the  most  current  methods  and 
findings  generated  through  federal  prevention  research  are  communicated  across 
agencies,  and  to  ensure  that  effective  programs,  proven  through  research,  are 
translated  into  services. 

Mr.  Chairman,  I  want  to  give  you  an  example  of  a  proven  program  for  the  prevention  of 
mental  disorders  that  could  have  a  profound  impact  on  our  nation's  citizens  if  only  there 
were  coordination  across  federal  agencies  to  transfer  the  research  knowledge  gained 
from  one  agency  to  another  and  to  implement  service  programs  based  on  this  research. 

The  specific  program  that  I  will  describe  was  developed  by  researchers  at  the 
University  of  Michigan  to  prevent  depression  among  recently  unemployed  workers.  In 
an  era  of  massive  layoffs  and  downsizing,  millions  of  Americans  are  either  experiencing 
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the  crisis  of  job  loss  in  their  families  or  are  at  risk  for  layoffs  in  the  foreseeable  future. 
Research  has  clearly  shown  that  job  loss  has  negative  effects  on  mental  health, 
particularly  depression,  increasing  the  risk  of  conflict  and  violence  radiating  throughout 
the  femiiy.  Job  loss  also  produces  a  cascade  of  other  negative  economic  and  personal 
life  events  and  financial  hardship  including  loss  of  health  insurance,  foreclosure,  and 
increased  debt  that  has  shown  to  be  a  critical  trigger  for  depression  and  conflict  in 
families.  Job  loss  takes  an  enormous  and  often  hidden  toll  on  American  families,  and 
yet,  proven  programs  to  heip  job  losers  obtain  new  jobs  and  regain  economic  self 
sufficiency  are  not  yet  widely  available. 

The  JOBS  program,  designed  and  tested  through  rigorous  scientific  methods  for  more 
than  a  decade  by  the  NIMH  funded  Michigan  Prevention  Research  Center,  is  a  proven 
prevention  program  that  can  be  implemented  in  a  wide  variety  of  human  service 
settings.  The  JOBS  program  has  positive  impacts  on  reemployment  and  mental  health 
and  has  been  shown  to  be  cost  effective  in  benefit-cost  studies  conducted  by 
economists  and  behavioral  scientists.  The  JOBS  program  is  a  five  session  group 
seminar  designed  to  teach  participants  job  search  skills,  increase  job  search 
motivation,  and  inoculate  participants  against  the  distressing  setbacks  that  are  an 
inevitable  part  of  the  job  search  effort.  A  key  aspect  of  the  JOBS  program  is  that  it  can 
be  implemented  in  a  wide  range  of  human  service  settings  including  unemployment 
offices,  HMOs,  private  industry  council  job  training  sites,  social  service  agencies  and 
mental  health  agencies.  Widespread  implementation  of  the  JOBS  program  could 
provide  a  double  barreled  impact  on  the  economic  self  sufficiency  and  mental  health  of 
American  families  if  it  were  widely  adopted  in  the  United  States. 

It  is  the  hope  of  the  National  Prevention  Coalition,  that  the  coordination  effort  we  have 
been  supporting  will  result  in  federally  researched  and  validated  programs  like  the 
NIMH-funded  JOBS  program  being  translated  into  meaningful  services  through  the 
Department  of  Labor,  the  Department  of  Health  and  Human  Services,  the  Department 
of  Defense,  and  other  agencies  that  are  now  dealing  with  the  human  fallout  of  layoffs 
and  downsizing. 

We  would  also  request  that  the  Subcommittee  continue  to  support  the  B-START 
(Behavioral  Science  Track  Award  for  Rapid  Transition)  Program  with  increased 
resources.  We  believe  that  this  is  the  best  NIMH  training  mechanism  available  to 
attract  young  investigators  to  the  field  of  research  on  the  prevention  of  mental 
disorders.  In  fiscal  year  1995,  funding  for  the  program  was  approximately  $1 .5  million. 
In  fiscal  year  1996,  funding  will  exceed  $1 .5  million.  We  request  that  the  Subcommittee 
double  funding  for  the  program  in  fiscal  year  1997. 

The  B-START  program  provides  small  grants  ($25,000  plus  overhead)  to  scientists 
beginning  new  careers  in  the  behavioral  sciences.  The  program  was  developed  by 
NIMH  to  address  the  steep  drop  in  the  number  of  younger  investigators  who  are 
applying  for  grants.  It  is  also  ideal  for  those  wishing  to  make  transitions  into  new  areas 
of  investigation.  The  beauty  of  the  program.. .particularly  in  these  fiscally  challenging 
times.... is  that  the  program  is  inexpensive.  In  fiscal  year  1996  it  is  expected  that  over 
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sixty  grants  will  be  made  to  sixty  researchers.  Based  on  the  average  size  of  NIH 
investigator  initiated  grants,  this  amount  of  funding  would  barely  fund  six  grants. 

Mr.  Chairman,  a  small  investment  in  the  B-START  Program  will  reach  a  long  way. 
Additionally,  the  Subcommittee's  continued  support  of  efforts  to  coordinate  research  in 
the  emerging  field  of  the  prevention  of  mental  disorders  will,  at  no  incremental  cost, 
yield  important  results. 

Mr.  Chairman,  investing  in  a  coordinated  federal  prevention  research  and  services 
effort  will  in  the  long  run  be  cost-effective.  I  would  like  to  draw  to  your  attention  to  the 
one  agency  that  does  exemplary  work  in  this  area:  the  National  Center  for  Injury 
Prevention  and  Control  (NCIPC)  at  the  Centers  for  Disease  Control  and  Prevention. 
Authorized  in  1987,  NCIPC  is  charged  with  the  task  of  coordinating  state,  local,  and 
private  efforts  to  prevent  unintentional  injuries,  including  burns,  bicycle 
falls,  and  motor  vehicle  collisions;  and  intentional  injuries,  including  acts  of  violence. 
Funds  appropriated  for  NCIPC  are  used  to  coordinate  the  efforts  of  various  agencies 
now  supporting  physical  injury  research  so  as  to  avoid  inappropriate  duplication  of 
effort  and  to  identify  gaps  in  knowledge;  develop  and  maintain  liaison  with  public  and  . 
private  agencies  involved  in  injury  control;  disseminate  the  knowledge  and  technology 
of  injury  prevention;  redirect  efforts  known  to  be  ineffective;  and  provide  expertise  in 
the  study  of  efforts  of  unknown  effectiveness.  NCIPC  has  been  strongly  endorsed  after 
evaluations  by  three  independent  parties,  including  the  prestigious  National  Academy 
of  Sciences.  Mr.  Chairman,  the  National  Prevention  Coalition  strongly  supports 
continued  and  increased  funding  for  this  vital  agency  in  fiscal  year  1997. 

Finally,  Chairman  Porter,  with  my  hat  on  as  President  and  CEO  of  the  National  Mental 
Health  Association,  I  would  like  to  conclude  my  testimony  by  thanking  you  and 
Congressman  Obey  for  your  outstanding  support  of  the  Children's  Mental  Health 
Services  Program  of  the  Center  for  Mental  Health  Services.  This  important  initiative  is 
making  a  real  difference  in  the  lives  of  thousands  of  children  with  serious  mental  and 
emotional  disorders  -  particularly  the  at-risk  kids  in  our  nation's  foster  care  and 
juvenile  justice  systems.  Similar  to  initiatives  I've  just  talked  about,  we  strongly  believe 
that  the  Children's  Program  can  prevent  some  of  the  alarming  substance  abuse, 
violence  and  anti-social  behavior  that  we  see  in  our  young  people  today. 

Thank  you  for  this  opportunity  to  testify  and  I'd  be  happy  to  answer  any  questions  you 
may  have. 
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Members 
of  the 

National  Prevention  Coalition 

American  Academy  of  Pediatrics 
American  Association  for  Marriage  and  Family  Therapy 
American  Association  of  Retired  Persons 

American  Counseling  Association 
American  Orthopsychiatric  Association 

American  Psychiatric  Association 
American  Psychological  Association 

American  Psychological  Society 
American  School  Health  Association 
Association  of  Maternal  and  Child  Health  Programs 
Child  Welfare  League  of  America 
Family  Resource  Coalition 
Federation  of  Behavioral,  Psychological  and  Cognitive  Sciences 
Federation  of  Families  for  Children's  Mental  Health 
Institute  for  Mental  Health  Initiatives 
National  Association  of  Prevention  Professionals  and  Advocates 
National  Association  of  School  Psychologists 
National  Association  of  Social  Workers 
National  Association  of  State  Mental  Health  Program  Directors 
National  Community  Mental  Healthcare  Council 
National  Council  on  Family  Relations 
National  Federation  of  Societies  for  Clinical  Social  Work,  Inc. 
National  Mental  Health  Association 
National  Parent  Teachers  Association 
Washington  Business  Group  on  Health 
World  Federation  for  Mental  Health 
Zero  to  Three/National  Center  for  Clinical  Infant  Programs 
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Mr.  Porter.  Mr.  Faenza,  thank  you  for  your  good  testimony  and 
your  kind  comments.  I  will  pass  those  along  to  Mr.  Obey  as  well. 
Mr.  Faenza.  Thank  you,  sir. 


Thursday,  March  7,  1996. 

WITNESS 

IVAN  DIAMOND,  M.D.  PH.D,  RESEARCH  SOCIETY  ON  ALCOHOLISM 

Mr.  Porter.  Ivan  Diamond,  M.D.,  Ph.D.,  Professor  and  Vice 
Chairman  of  the  Department  of  Neurology,  University  of  California 
at  San  Francisco  General  Hospital,  representing  the  Research  Soci- 
ety on  Alcoholism. 

Dr.  Diamond? 

Dr.  Diamond.  Good  morning.  Thank  you,  Mr.  Chairman. 

My  name  is  Ivan  Diamond.  I'm  a  physician  and  a  medical  sci- 
entist. And  I'm  here  today  as  President  of  the  Research  Society  on 
Alcoholism.  I'm  also  Professor  and  Vice  Chair  of  Neurology  at  the 
University  of  California.  I  direct  the  Gallow  Center  at  San  Fran- 
cisco General  Hospital,  where  we  study  the  effects  of  alcohol  on  the 
brain. 

First,  I  want  to  thank  you  for  the  opportunity  to  speak.  And  I 
especially  want  to  thank  you,  Chairman  Porter,  and  your  col- 
leagues, for  your  Herculean  efforts  to  increase  the  budget  for  NIH 
and  especially  for  NIAAA.  Alcoholism  is  a  big  problem.  Fifteen  mil- 
lion Americans,  almost  10  percent  of  our  adult  citizens,  drink  alco- 
hol excessively.  And  they  have  families  who  suffer.  Each  one  of  us 
knows  such  families. 

Alcoholism  occurs  in  all  classes,  and  20  to  40  percent  of  our  hos- 
pital beds  are  filled  with  patients  affected  by  alcohol.  Americans 
lose  more  years  of  productive  life  because  of  the  complication  of  al- 
coholism than  heart  disease, 

Alcoholism  costs  our  society  about  $100  billion  a  year.  But 
NIAAA  only  receives  2  percent  of  the  NIH  budget.  You  would  think 
that  such  a  widespread  problem  with  enormous  costs  to  society 
would  drive  our  investment  in  alcohol  research  to  higher  levels. 

But  this  is  not  happening.  Instead,  we're  falling  behind.  In  recent 
years,  the  average  budget  increase  for  NIAAA  is  25  percent  less 
than  the  NIH  average.  As  we  look  ahead  to  1997,  the  problem  is 
worse.  We  expect  NIAAA  to  fund  only  15  percent  of  grant  applica- 
tions, compared  to  25  percent  for  NIH.  I  urge  you  to  begin  to  cor- 
rect this  deficiency.  We  request  a  9  percent  increase  to  provide 
$216  million  in  1997. 

Alcoholism  is  a  disease.  There's  no  question  that  alcoholism  runs 
in  many  families  because  of  genetic  factors,  just  like  diabetes  and 
high  blood  pressure.  NIAAA  supports  basic  research  in  human 
studies  to  discover  which  genes  confer  risk  for  alcoholism.  This  in- 
formation will  help  physicians  prevent  alcoholism  in  affected  fami- 
lies. 

But  there  are  important  therapeutic  implications  as  well.  Genes 
are  the  captains  of  the  cell.  They  tell  a  cell  what  to  do.  Once  an 
abnormal  gene  is  identified,  or  if  alcohol  makes  a  normal  gene 
work  too  hard,  we  can  discover  what's  wrong.  This  is  a  great  oppor- 
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tunity  for  new  therapy.  For  the  first  time,  we  can  anticipate  de- 
signing new  drugs  for  alcoholism  and  its  medical  complication. 

Alcohol  changes  the  function  of  the  brain  by  changing  the  way 
brain  cells  talk  to  each  other.  A  brain  cell  receives  information 
from  another  cell  through  specialized  receptor  sites  on  the  celFs 
surface.  Information  is  next  transferred  to  the  inside  of  the  cell, 
where  the  function  of  cell  proteins  is  modified.  Many  of  these  sig- 
nalling mechanisms  have  been  discovered  to  be  very  sensitive  to  al- 
cohol, suggesting  new  targets  for  treatment. 

One  of  them,  an  opioid  receptor,  affects  alcohol  drinking.  As  you 
heard,  naltrexone,  a  drug  that  blocks  this  signal  site,  helps  alcohol- 
ics to  stop  drinking.  This  is  the  first  new  drug  for  alcoholism  treat- 
ment in  50  years.  But  it's  only  the  beginning.  More  important  tar- 
gets are  being  identified  today  and  better  drugs  will  appear  with 
more  research  support. 

Heavy  drinkers  develop  cirrhosis  and  other  terrible  health  prob- 
lems. Moderate  drinking,  however,  protects  against  heart  disease. 
The  risk  for  a  heart  attack  in  a  50  year  old  man  who  drinks  mod- 
erately is  10  percent  rather  than  20  percent.  New  research  can 
help  us  improve  on  these  beneficial  effects.  Possible  mechanisms 
include  alcohol-induced  increases  in  the  good  HDL  cholesterol  or 
the  antioxidant  effects  from  red  wine  to  protect  against  heart  dam- 
age and  hardening  of  the  arteries,  as  suggested  by  the  French  Par- 
adox. 

NIAAA  has  taken  the  lead  in  supporting  these  exciting  research 
opportunities.  Alcohol  research  has  come  of  age.  We  are  making 
wonderful  discoveries  that  could  not  have  happened  even  five  years 
ago.  And  the  benefits  of  this  research  are  close  at  hand. 

We  all  know  alcoholics  with  careers  and  families  that  have  been 
shattered  by  alcoholism.  The  suffering  is  real  and  the  cost  to  soci- 
ety is  enormous.  While  people  are  reluctant  to  discuss  alcoholism 
in  public,  it  is  critical  that  Congress  increase  research  support  to 
meet  this  problem.  I  urge  you  to  increase  the  NIAAA  budget  by 
$17.6  million,  or  9  percent.  To  put  this  in  perspective,  $17.6  million 
is  smaller  than  rounding  off  the  budget  for  other  larger  NIH  insti- 
tutes. This  increase  will  provide  the  country  with  an  excellent  re- 
turn on  its  investment. 

Thank  you. 

[The  prepared  statement  follows:] 
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My  name  is  Ivan  Diamond,  M.D.,  Ph.D.  I  am  a  physician  and  a  medical  scientist  and  am  here 
today  because  I  am  President  of  the  Research  Society  on  Alcoholism.  RSA  has  more  than  1000 
members  who  do  basic  and  clinical  research  on  alcoholism  and  alcohol  abuse.  I  am  also 
Professor  and  Vice-Chairman  of  the  Department  of  Neurology  at  the  University  of  California  at 
San  Francisco  General  Hospital  where  we  study  the  effects  of  alcohol  on  the  brain.  So,  I  also 
represent  physicians  and  health  workers  who  face  alcoholism  every  day  and  are  trying  to  do 
something  about  it. 

First,  I  want  to  thank  you  for  the  opportunity  to  speak  on  behalf  of  the  alcohol  research 
community,  and  more  importantly,  on  behalf  of  the  millions  of  Americans  and  their  families  who 
suffer  the  consequences  of  alcoholism.  Also,  I  especially  want  to  thank  Chairman  Porter  and  the 
Subcommittee  for  their  Herculean  effort  to  increase  the  budget  for  NIH,  and  especially  for 
NIAAA.  We  know  this  was  a  courageous  decision  in  very  painful  times.  We  also  know  that 
the  Committee's  report  encouraging  NIAAA  to  address  critical  needs  for  new  work  in  genetics, 
new  medicines,  and  the  health  consequences  of  moderate  drinking  is  timely,  important  and  needs 
even  more  support.  I  want  to  tell  you  why. 

THE  PROBLEM 

Alcoholism  and  alcohol  abuse  are  big  problems.  15  million  Americans  -  almost  10%  of  our 
adult  citizens  ~  drink  alcohol  excessively.  Alcoholics  and  alcohol  abusers  drink  about  half  of 
all  of  the  alcohol  produced  in  this  country  and  account  for  nearly  all  of  the  socioeconomic  and 
medical  complications  of  alcoholism  and  alcohol  abuse.  These  people  have  families  who  also 
suffer  the  consequences  of  alcoholism.  Each  one  of  you  knows  such  families.  Alcoholism  is  a 
very  common  problem  and  it  occurs  in  all  socioeconomic  classes.  Twenty  to  forty  percent  of 
our  hospital  beds  are  filled  with  patients  affected  by  alcohol.  Alcoholism  and  alcohol  abuse 
account  for  5%  of  all  deaths  in  the  nation,  twice  as  many  as  die  of  AIDS.  Americans  lose  more 
years  of  productive  life  due  to  the  complications  of  alcoholism  than  they  do  from  heart  disease. 

CURRENT  SPENDING 

Over  90%  of  all  alcohol  research  support  comes  from  NIAAA,  making  it  our  most  important 
source  of  funding.  Alcoholism  and  alcohol  abuse  cost  our  society  an  enormous  amount  of 
money,  about  $100  billion  a  year.  However,  NIAAA  has  a  budget  of  $198.6  million,  2%  of  the 
total  NIH  budget.  You  would  think  that  such  a  widespread  problem  with  well-documented  costs 
to  society  would  drive  our  investment  in  alcohol  research  to  higher  levels,  but  this  is  not 
happening.  Instead,  we  are  falling  further  behind.  While  the  total  NIH  budget  has  increased  an 
average  of  3.7%  since  NIAAA  joined  NIH,  the  average  increase  for  NIAAA  has  been  25%  less 
than  the  NIH  average.  NIAAA  has  had  an  average  annual  increase  of  only  2.8%.  Clearly  the 
investment  in  alcohol  research  does  not  reflect  the  magnitude  of  the  problem. 

The  currency  of  medical  science  in  America  today  is  the  NIH  grant.  Due  to  the  budget  shortfall 
to  NIAAA,  many  highly  qualified  research  projects  are  not  being  funded.  For  example,  in  FY 
96  only  1 8%  of  grant  applications  to  NIAAA  will  be  funded,  where  over  the  past  several  years 
NIH  has  funded  closer  to  25%  of  grant  applications.  For  FY  97  the  figures  are  even  worse 
where  we  anticipate  that  NIAAA  will  only  be  able  to  fund  1 5%  of  applications.  Our  research 
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society  strongly  urges  the  Congress  to  begin  to  correct  this  deficiency.  We  request  a  9%  increase 
to  bring  NIAAA  funding  to  $216.2  million  in  FY  97. 

FUTURE  RESEARCH  OPPORTUNITIES 

I  am  a  neurologist  and  a  physician  scientist  so  I  will  discuss  some  of  the  issues  I  know  best; 
genes,  neuroscience,  new  drugs,  and  the  health  consequences  of  moderate  drinking. 

Genes  and  the  Risk  for  Alcoholism: 

While  environmental  conditions  influence  drinking  habits,  there  is  no  question  that  alcoholism 
runs  in  some  families  because  of  genetic  factors.  Alcoholism,  like  diabetes  and  hypertension, 
is  probably  transmitted  through  the  actions  of  several  genes.  Our  brain  has  many  genes  that 
control  the  way  our  brain  cells  work.  In  the  last  few  years  we  have  discovered  how  to  study  the 
genetics  of  complex  behaviors,  like  alcoholism. 

A  concerted  effort  to  discover  which  genes  confer  susceptibility  to  alcoholism  is  being  supported 
by  NIAAA.  This  involves  sophisticated  techniques  of  molecular  genetics.  Nearly  70%  of  the 
genes  in  269  alcoholic  families  has  been  scanned  in  a  search  for  alcoholism  genes.  NIAAA  is 
also  supporting  studies  in  animals  to  search  for  genes  that  control  alcohol  craving,  addiction, 
tolerance  and  dependence,  since  similar  genes  are  often  the  same  in  animals  and  human  beings. 
When  you  find  the  right  gene  in  an  animal,  it  is  much  easier  to  identify  the  same  gene  in 
humans. 

Genetic  information  will  help  physicians  prevent  alcoholism  in  affected  families.  But  there  are 
important  therapeutic  implications  as  well.  Genes  are  the  captains  of  the  cell.  They  tell  the  cell 
what  proteins  to  make  and  how  to  function.  Once  an  abnormal  gene  is  identified,  or  if 
alcoholism  makes  a  normal  gene  work  too  hard,  we  can  discover  what  is  wrong.  Then  new 
treatments  can  be  developed  to  overcome  these  adverse  effects.  This  is  a  great  opportunity  for 
new  therapies.  For  the  first  time  we  can  anticipate  designing  new  drugs  for  alcoholism  and  its 
medical  complications. 

Alcohol  and  Gene  Control  of  Brain  Function: 

Every  organ  in  an  individual  has  the  same  genes,  but  the  brain  is  different  than  the  liver.  This 
occurs  because  some  genes  are  more  active  in  one  organ  and  less  active  in  another.  There  are 
sophisticated  mechanisms  to  regulate  which  genes  may  work  in  each  organ.  Researchers  have 
discovered  that  alcohol  actually  changes  which  genes  are  switched  on  and  off,  making  some 
genes  work  harder  than  others.  These  gene  changes  are  probably  involved  in  craving  and 
addiction,  as  well  as  in  the  brain  disorders  of  alcoholics  and  the  developing  fetus  of  alcoholic 
mothers.  This  new  knowledge  has  important  implications  for  treatment,  where  we  can  now 
anticipate  designing  new  drugs  for  alcoholism  with  powerful  effects.  Also,  genes  identified  by 
their  response  to  alcohol  might  be  abnormal  in  genetic  alcoholism,  providing  another  marker  to 
identify  people  at  risk  to  develop  alcoholism  because  of  genetic  factors. 
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New  Medications: 

Alcohol  changes  the  function  of  the  brain  by  changing  the  way  brain  cells  talk  to  each  other. 
A  brain  cell  receives  information  from  another  cell  through  specialized  receptor  sites  on  the  cell 
surface.  Information  is  next  transferred  to  the  inside  of  the  cell  where  the  function  of  cell 
proteins  is  modified  by  specialized  enzymes.  Many  of  these  signaling  and  regulatory  mechanisms 
are  very  sensitive  to  alcohol,  suggesting  new  targets  for  treatment.  One  of  them,  an_Qpioid. 
receptor,  affects  alcohol  drinking.  NIAAA  supported  researchers  discovered  that  naltrexone,  a 
drug  that  blocks  this  signal  site,  helps  alcoholics  stop  drinking.  Alcoholics  have  a  very  high 
relapse  rate  when  they  try  to  become  abstinent.  The  relapse  rate  is  reduced  by  50%  in  alcoholics 
treated  with  jiakrexqne.  This  is  the  first  new  drug  for  alcoholism  treatment  in  50  years,  but  it 
represents  only  the  beginning.  More  important  targets  are  being  identified  today  and  better  drugs 
will  appear  with  more  NIAAA  supported  research. 

Health  Consequences  of  Moderate  Drinking: 

Heavy  drinkers  develop  cirrhosis  and  other  terrible  health  problems  that  reduce  their  life 
expectancy.  However,  many  studies  in  different  countries  indicate  that  moderate  drinking  has 
a  protective  effect  against  heart  disease  in  middle  aged  people.  For  example,  the  risk  of  a  heart 
attack  in  a  50  year  old  man  who  drinks  moderately  will  be  10%  rather  than  20%.  As  we  better 
understand  how  this  happens  we  can  augment  these  beneficial  effects.  Possible  mechanisms 
include  increases  in  the  good  HDL  cholesterol,  antioxidant  effects  from  red  wine  to  protect 
against  heart  damage  and  hardening  of  the  arteries  as  suggested  by  the  "French  Paradox,"  and 
subtle  blood-thinning  changes  that  may  also  be  protective.  Preliminary  evidence  in  animals 
suggest  that  moderate  alcohol  drinking  may  also  work  through  a  special  signaling  receptor  site 
on  the  heart  to  confer  protection  against  heart  damage.  NIAAA  is  actively  supporting  these 
exciting  research  questions. 

CONCLUSION 

We  all  know  alcoholics  with  careers  and  families  that  have  been  shattered  by  alcoholism.  The 
suffering  is  real  and  the  cost  to  the  American  family  and  the  American  workplace  is  enormous. 
While  people  are  reluctant  to  discuss  family  alcohol  problems,  it  is  critical  that  Congress 
continues  to  support  research  and  public  awareness  in  alcoholism  and  alcohol  abuse. 

We  are  making  wonderful  discoveries  that  could  not  have  happened  even  five  years  ago,  and  the 
benefits  of  this  research  are  close  at  hand.  I  urge  you  to  make  a  prudent  investment  and  increase 
the  NIAAA  budget  by  $17.6  million  or  9%.  Such  an  increase  will  enable  us  to  build  upon  the 
exciting  research  opportunities  we  have  discovered  and  provide  the  country  with  an  excellent 
return  on  its  investment. 
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Mr.  Porter.  Di\  Diamond,  I  like  the  directness  and  simplicity  of 
your  presentation  I  think  it's  very  effective.  We  certainly  agree 
with  you  that  this  is  a  problem  that  touches  every  family  in  this 
country,  and  is  one  that  really  affects  our  society  as  a  whole.  We 
don't  give  it  enough  prominence  in  our  funding. 

I  really  appreciate  your  coming  here  today  to  make  that  case, 
and  you  made  it  very,  very  well.  Thank  you. 

Dr.  Diamond.  Thank  you. 

Mr.  Porter.  Because  I  will  not  be  able  to  hear  all  of  the  testi- 
mony of  the  next  witness,  we're  going  to  have  the  subcommittee 
stand  in  recess  just  briefly  until  Mr.  Miller  can  return.  He's  gone 
to  vote,  and  I'm  going  to  go  to  vote  right  now,  and  we'll  resume  as 
soon  as  he  comes  back. 

[Recess.] 


Thursday,  March  7,  1996. 

WITNESS 

KEN  DECERCfflO,  NATIONAL  ASSOCIATION  OF  STATE  ALCOHOL  AND 
DRUG  ABUSE  DIRECTORS 

Mr.  Miller  [presiding].  I  would  ask  people  to  take  their  seats, 
and  we'll  continue.  I  apologize  for  the  vote  that  delayed  us.  But 
let's  begin  then  and  we'll  have  Mr.  Ken  Decerchio  who's  from  Talla- 
hassee, in  my  home  State. 

Mr.  Decerchio.  Good  morning,  Mr.  Miller,  members  of  the  com- 
mittee. 

Before  I  start,  I'd  like  to  thank  Mr.  Porter  and  the  rest  of  the 
subcommittee  for  their  support  and  funding  of  this  year's  block 
grant,  on  behalf  of  State  agency  directors. 

My  name  is  Ken  Decerchio,  and  I'm  Chief  of  the  Alcohol  and 
Drug  Abuse  program  for  the  State  of  Florida.  I'm  testifying  on  be- 
half of  the  National  Association  of  State  Alcohol  and  Drug  Abuse 
Directors,  which  represents  the  concerns  of  state  authorities  that 
in  fiscal  year  1994  administered  over  $3.9  billion  in  substance 
abuse  prevention  and  treatment  programs.  The  primary  Federal 
contribution  to  this  $3.9  billion  effort  is  a  $1.2  billion  substance 
abuse  block  grant. 

The  State  alcohol  and  drug  authorities  provide  funding,  training, 
technical  assistance  and  support  to  over  7,000  community  based 
programs  that  deliver  substance  abuse  treatment,  and  to  a  simi- 
larly large  number  of  prevention  programs  that  help  youth,  preg- 
nant and  parenting  women,  and  people  of  all  ages  to  avoid  sub- 
stance abuse  problems. 

We  are  here  today  to  ask  that  the  substance  abuse  block  grants 
be  increased  by  $266,000  from  its  fiscal  year  1995  level.  NASADAD 
is  also  requesting  10  percent  increases  for  the  substance  abuse 
demonstration  programs  of  the  Substance  Abuse  and  Mental 
Health  Services  Administration,  which  includes  the  Centers  for 
Substance  Abuse  Treatment  and  the  Center  for  Substance  Abuse 
Prevention  demonstrations. 

State  alcohol  and  drug  agencies  feel  that  these  investments  are 
essential  to  meet  the  need  for  prevention  and  treatment  and  that 
they  will  reduce  costs  related  to  crime,  Medicaid  and  Medicare. 
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There  are  several  key  points  that  I  would  like  to  make  today  re- 
garding this  request  for  an  increase.  First,  we  must  redouble  our 
efforts  to  reverse  the  startling  surge  in  the  number  of  youths  who 
are  using  alcohol  and  other  drugs.  We  must  provide  essential  serv- 
ices to  those  who  are  waiting  for  treatment  as  well  as  mothers  who 
are  receiving  Aid  to  Families  with  Dependent  Children  and  dis- 
abled individuals  receiving  Social  Security  benefits.  A  significant 
number  of  these  vulnerable  populations  have  substance  abuse  prob- 
lems that  must  receive  treatment  through  the  public  system  before 
they  can  get  and  keep  a  job. 

Third,  alcohol  and  other  drug  treatment  and  prevention  services 
will  help  to  reduce  Medicaid,  Medicare  and  other  social  and  health 
related  costs.  And  fourth,  State  and  national  studies  show  that  not 
only  does  treatment  work,  but  that  it  is  cost  effective  in  the  short 
and  long  run. 

Results  from  the  1995  National  Institute  on  Drug  Abuse's  Mon- 
itoring the  Future  survey  indicate  the  critical  need  for  alcohol  and 
drug  prevention  and  treatment  programs  for  young  Americans. 
Teenage  alcohol  and  drug  use  has  seen  an  alarming  rise  in  the  last 
four  years.  The  proportion  of  eighth  graders  taking  illicit  drugs  in 
the  12  months  prior  to  this  survey  has  almost  doubled  since  1991, 
from  11  percent  to  21  percent.  Rates  of  alcohol  use  among  8th  and 
10th  graders  also  remained  high,  and  25.5  percent  of  eighth  grad- 
ers and  39.2  percent  of  10th  graders  have  tried  alcohol  in  the  past 
month. 

These  numbers  tell  us  that  not  only  can  we  not  afford  to  let  our 
guard  down,  but  that  we  must  redouble  our  efforts  if  we  are  to 
overcome  this  distressing  trend. 

NASADAD's  most  recent  survey  of  alcohol  and  other  drug  treat- 
ment waiting  lists  showed  some  alarming  numbers.  Over  66,000 
people  were  on  waiting  lists  for  treatment  in  this  country.  There 
are  currently  1,400  people  waiting  for  treatment  services  in  Flor- 
ida. States  also  noted  that  over  768,000  women  receiving  Aid  to 
Families  with  Dependent  Children  and  more  than  203,000  recipi- 
ents of  Supplemental  Social  Security  and  disability  income  have 
significant  substance  abuse  problems  that  must  be  treated  before 
they  can  get  and  keep  jobs.  This  need  will  become  more  urgent  as 
their  benefits  are  either  terminated  or  time-limited,  as  proposed  in 
several  Federal  and  State  initiatives. 

These  numbers  reflect  the  pressure  the  public  alcohol  and  other 
drug  treatment  system  is  under,  and  is  just  the  tip  of  the  iceberg. 
There  has  been  considerable  discussion  regarding  the  need  to  cap 
escalating  Federal  and  State  health  care  costs  by  making  changes 
in  the  Medicaid  and  Medicare  programs.  Yet  the  effects  of  sub- 
stance abuse  on  these  programs  has  not  been  fully  appreciated  in 
these  debates. 

The  Center  on  Addiction  and  Substance  Abuse  at  Columbia  Uni- 
versity analyzed  a  1991  national  hospital  discharge  survey  to  de- 
termine the  costs  of  substance  abuse  to  these  important  health  care 
systems.  Of  the  $96.4  billion  spent  on  Medicaid  that  year,  $18.2  bil- 
lion or  18.9  percent  was  attributable  to  substance  abuse  problems. 
Of  the  $173.3  billion  that  was  spent  on  Medicare  in  1991,  $31.9  bil- 
lion was  related  to  substance  abuse. 
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Clearly,  untreated  substance  abuse  contributes  significantly  to 
the  cost  of  these  programs.  One  out  of  every  five  dollars  spent  on 
Medicare  and  Medicaid  was  the  result  of  substance  abuse.  Invest- 
ing in  alcohol  and  other  drug  prevention  and  treatment  can  help 
cut  costs  dramatically. 

Many  organizations  responsible  for  addressing  the  crime  problem 
believe  that  substance  abuse  services  funding  should  be  increased. 
In  its  report,  New  Directions  for  National  Substance  Abuse  Policy, 
the  American  Bar  Association  notes  that,  "substance  abuse  must  be 
recognized  as  a  public  health  problem  that  can  be  prevented  and 
treated.  Preventing  substance  abuse  and  treating  it  at  the  earliest 
opportunity  for  those  who  already  have  problems  can  reduce  the 
need  for  more  costly  intervention  measures  later  on." 

Prevention  services  are  a  critical  part  of  the  continuum  of  health 
care  provided  by  state  alcohol  and  drug  authorities.  Twenty  percent 
of  the  substance  abuse  block  grant  is  allocated  for  prevention.  And 
states  contribute  additional  dollars  for  a  total  commitment  in  fiscal 
year  1994  of  $522  million.  States  have  a  productive  and  effective 
prevention  infrastructure  in  place  that  plans  and  provides  services 
to  communities,  schools  and  families  to  reduce  their  risk  for  sub- 
stance abuse. 

Without  a  persistent  prevention  effort  to  address  substance 
abuse  problems,  people  from  all  ages,  the  number  of  people  who 
need  treatment  will  escalate.  There  have  been  many  studies  of  the 
effectiveness  and  cost  benefits  of  alcohol  and  other  drug  treatment. 
And  the  results  are  clear:  treatment  can  and  does  work.  Treatment 
reduces  alcohol  and  drug  use,  cuts  crime,  reduces  health  care  costs, 
increases  worker  productivity  and  saves  taxpayer  money. 

One  of  the  most  recent  comprehensive  independent  studies  was 
conducted  in  California  and  published  in  1994.  The  CAL  data  study 
randomly  selected  1,900  treatment  clients  from  16  counties  and  fol- 
lowed up  on  their  progress  an  average  of  15  months  after  treat- 
ment. Significant  decreases  were  seen  in  hospitalizations,  emer- 
gency room  visits,  crime  and  other  social  costs.  The  overall  benefit 
in  California  was  $7.14  for  each  dollar  invested  in  treatment. 

Another  important  study  in  Florida  reported  by  the  National  As- 
sociation for  Perinatal  Addiction  Research  and  Education  found 
that  the  provision  of  treatment  reduced  the  number  of  women  test- 
ing positive  for  cocaine  use  at  the  time  of  delivery  by  over  50  per- 
cent. Florida  also  has  an  important  program  that  provides  non-se- 
cure community  based  treatment  to  department  of  corrections  of- 
fenders. Since  September,  1991,  over  5,000  offenders  have  been  di- 
verted from  state  prison  to  treatment  programs  in  the  community. 
Of  the  offenders  who  successfully  completed  their  program,  74  per- 
cent had  no  recommitment  to  prison  or  other  form  of  community 
supervision. 

Florida  will  soon  have  additional  successes  to  report.  Beginning 
in  July,  1996,  all  of  our  contracts  for  substance  abuse  services  and 
prevention  and  treatment  will  contain  performance  measures  to  as- 
sess the  effectiveness  of  prevention  and  treatment  services.  I  un- 
derstand that  the  National  Academy  of  Sciences  is  now  reviewing 
data  sets  that  might  be  used  on  a  national  level  to  help  states  doc- 
ument performance  objectives  for  substance  abuse  and  alcohol  con- 
cerns. States  support  this  effort,  and  look  forward  to  the  partner- 
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ship  with  the  U.S.  Federal  Government  in  finding  ways  to  docu- 
ment our  success  and  the  value  of  our  investment. 

While  my  primary  task  is  to  address  funding  for  fiscal  year  1997 , 
I  cannot  conclude  without  strongly  urging  you  to  provide  fiscal  year 
1996  funding  for  the  remainder  of  the  year.  The  process  of  short 
term  continuing  resolutions  to  fund  public  health  programs  has 
been  difficult  and  costly.  Contracts  that  are  negotiated  on  a  yearly 
basis  have  been  renegotiated  numerous  times ,  and  in  some  in- 
stances, services  have  been  reduced  and  curtailed  in  anticipation  of 
reductions. 

In  closing,  I  would  like  to  emphasize  the  following.  Both  the  Fed- 
eral and  State  government  can  save  considerably  by  providing  ade- 
quate funds  to  meet  the  need  for  substance  abuse  treatment  and 
prevention.  The  numbers  show  that  there  is  an  immediate  and  long 
term  financial  payoff  for  the  investments  that  are  made.  Treatment 
has  a  proven  track  record.  State  and  Federal  studies  show  that 
after  treatment,  health  care  costs  and  crime  costs  decrease,  while 
productivity  and  school  achievement  increase.  We  can  and  do  make 
a  difference. 

Reforms  are  being  proposed  at  the  Federal  and  State  level  to 
time-limit  benefits  to  mothers  on  AFDC  and  disabled  persons  who 
receive  Social  Security  and  Supplemental  Security  income.  We 
must  help  the  large  numbers  of  these  recipients  to  get  treatment. 
If  we  are  not  able  to  provide  the  treatment  that  they  need,  they 
will  not  be  able  to  get  and  keep  jobs.  They  will  show  up  in  our 
emergency  rooms  and  jails. 

We  must  make  a  firm  commitment  to  help  stem  the  rising  tide 
of  illegal  use  of  alcohol  and  illicit  drugs  among  our  youth  through 
prevention  efforts.  By  the  year  2005,  there  is  likely  to  be  a  45  per- 
cent increase  in  the  number  of  teenagers.  An  investment  now  in 
prevention  will  pay  dividends  for  years  to  come. 

Thank  you  for  the  opportunity  to  testify  before  you  today. 

[The  prepared  statement  follows:] 
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Chairman  Porter  and  Members  of  the  House  Appropriations  Subcommittee  on  Labor,  Health  and 
Human  Services,  Education,  and  Related  Agencies,  thank  you  for  the  opportunity  to  testify  before  you  today. 
My  name  is  Ken  DeCerchio,  and  I  am  Chief  of  the  Alcohol,  Drug  Abuse  and  Mental  Health  Program  Office 
in  the  State  of  Florida.  I  am  testifying  on  behalf  of  the  National  Association  of  State  Alcohol  and  Drug 
Abuse  Directors,  which  represents  the  concerns  of  State  Authorities  that  in  FY'94  administered  over  $3.9 
billion  of  substance  abuse  prevention  and  treatment  programs.  The  primary  Federal  contribution  to  this  $3.9 
billion  is  the  $1.2  billion  Substance  Abuse  Block  Grant. 

State  Alcohol  and  Drug  Authorities  provide  funding,  training,  technical  assistance,  and  support  to 
over  7,000  community-based  programs  that  deliver  substance  abuse  treatment  and  to  a  similarly  large  number 
of  prevention  programs  that  help  youth,  pregnant  and  parenting  women,  and  people  of  all  ages  to  avoid 
substance  abuse  problems. 

We  are  here  today  to  ask  that  the  Substance  Abuse  Block  Grant  be  increased  by  $266  million,  from 
its  FY'95  of  $1,234  billion  to  $1.5  billion.  NASADAD  is  also  requesting  10  percent  increases  for  the 
substance  abuse  demonstration  programs  of  the  Substance  Abuse  and  Mental  Health  Services  Administration 
(SAMHSA).  We  recommend  an  increase  from  $208.4  million  to  $228.8  million  for  the  Center  for  Substance 
Abuse  Treatment  demonstrations,  and  from  $238.6  million  to  $262.4  million  for  the  Center  for  Substance 
Abuse  Prevention  demonstrations.  State  Alcohol  and  Drug  Agencies  feel  that  these  investments  are  essential 
to  meet  the  need  for  prevention  and  treatment  and  that  they  will  reduce  costs  related  to  crime,  Medicaid,  and 
Medicare. 

There  are  several  key  points  that  I  would  like  to  make  today  regarding  this  request  for  an  increase: 

1.  We  must  redouble  our  efforts  to  reverse  the  startling  surge  in  the  number  of  youths  who  are 
using  alcohol  and  other  drugs. 

2.  We  must  provide  essential  services  to  those  who  are  waiting  for  treatment  as  well  as  mothers 
who  are  receiving  Aid  to  Families  with  Dependent  Children  (AFDC)  and  disabled  individuals 
receiving  Social  Security  benefits.  A  significant  number  of  these  vulnerable  populations  have 
substance  abuse  problems  that  must  receive  treatment  through  the  public  system  before  they  can 
get  and  keep  a  job. 

3.  Alcohol  and  other  drug  treatment  and  prevention  services  will  help  to  reduce  Medicaid, 
Medicare,  and  other  social  and  health-related  costs. 

4.  State  and  National  studies  show  that  not  only  does  treatment  work  but  that  it  is  cost-effective 
in  the  short  and  long  run. 

Startling  Increases  in  Use  by  Youth 

Results  from  the  1995  National  Institute  on  Drug  Abuse's  Monitoring  the  Future  Survey  indicate  the 
critical  need  for  alcohol  and  drug  prevention  and  treatment  programs  for  young  Americans.  Teenage  alcohol 
and  drug  use  has  seen  an  alarming  rise  in  the  last  4  years.  The  proportion  of  8th-eraders  taking  illicit  drugs 
in  the  12  months  prior  to  the  survey  has  almost  doubled  since  1991,  from  11  percent  to  21  percent.  Rates 
of  alcohol  use  among  8th  and  10th  graders  also  remained  high:  25.5%  of  8th  graders  and  39.2%  of  10th 
graders  have  tried  alcohol  in  the  past  month.  These  numbers  tell  us  that  not  only  can  we  not  afford  to  let 
our  guard  down  but  that  we  must  redouble  our  efforts  if  we  are  to  overcome  this  distressing  trend. 
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Florida  has  done  its  own  youth  survey  with  funding  from  the  Center  for  Substance  Abuse  Prevention 
with  no  less  startling  results.  Over  22,000  middle  and  high  school  youth  in  26  counties  in  Florida  were 
surveyed  with  the  following  results: 

o        59%  of  students  reported  that  it  was  easy  to  get  alcohol, 
o        41%  reported  it  was  easy  to  get  marijuana, 
o        18%  reported  it  was  easy  to  get  cocaine. 

o        31  %  of  those  youth  who  have  been  physically  abused  numerous  times  reported  that  they  use  alcohol 
regularly. 

o        8%  say  their  parents  are  in  treatment. 

o        7%  of  the  students  themselves  have  entered  a  program  for  alcohol  and  other  drugs. 
Need  for  Treatment 

NASADAD's  most  recent  survey  of  alcohol  and  other  drug  treatment  waiting  lists  showed  some 
alarming  numbers.  Over  66,000  people  were  on  waiting  lists  for  treatment.  States  also  noted  that  over 
768,000  women  receiving  Aid  to  Families  with  Dependent  Children  (AFDC)  and  more  than  203,000 
recipients  of  Supplemental  Security  Income  (SSI)  and  Disability  Income  (SSDI)  have  significant  substance 
abuse  problems  that  must  be  treated  before  they  can  get  and  keep  jobs.  This  need  will  become  more  urgent 
as  their  benefits  are  either  terminated  or  time-limited,  as  proposed  in  several  Federal  and  State  initiatives. 
These  numbers  reflect  the  pressure  the  public  alcohol  and  other  drug  treatment  system  is  under  and  are  just 
the  tip  of  the  iceberg. 

Treatment  Will  Help  Reduce  Medicaid  and  Medicare  Costs  and  Slow  the  Spread  of  HTV  and  TB 

There  has  been  considerable  discussion  regarding  the  need  to  cap  escalating  Federal  and  State  health 
care  costs  by  making  changes  in  the  Medicaid  and  Medicare  programs.  Yet  the  effects  of  substance  abuse 
on  these  programs  has  not  been  fully  appreciated  in  these  debates.  The  Center  on  Addiction  and  Substance 
Abuse  (CASA)  at  Columbia  University  analyzed  the  1991  National  Hospital  Discharge  Survey  to  determine 
the  costs  of  substance  abuse  to  these  important  health  care  systems. 

Of  the  $96.4  billion  spent  on  Medicaid  that  year,  $18.2  billion  (18.9%)  was  attributable  to  substance 
abuse  problems .**  Of  the  $173.3  billion  that  was  spent  on  Medicare  in  199T7T3 1.9  billion  (18.4%)  wasi*elated 
to  substance  abuse.  Clearly,  untreated  substance  abuse  contributes  significandy  to" the  costs  ot  these  programs. 
One  out  of  every  five  dollars  spent  on  Medicare  and  Medicaid  was  a  result  of  substance  abuse.  Investing  in 
alcohol  and  other  drug  prevention  and  treatment  can  help  cut  costs  dramatically. 

In  addition,  serious  health  epidemics  could  be  slowed  if  adequate  alcohol  and  other  drug  treatment 
were  available.  For  example,  HTV  infection  related  to  drug  use  is  escalating.  An  unpublished  study  by  the 
Centers  for  Disease  Control  and  Prevention  (CDC),  which  was  discussed  in  a  February  28,  1995,  New  York 
Times  article,  found  that  75%  of  new  HIV  infections  in  1994  were  directly  or  indirecdy  a  result  of  substance 
abuse. 

Along  the  same  lines,  substance  abusers  are  at  high  risk  for  contracting  and  spreading  tuberculosis  and 
the  very  expensive  multiple  drug-resistant  TB.  In  fact,  the  CDC  lists  alcoholics  and  intravenous  drug  users 
as  1  of  the  8  "top  priority"  groups  for  TB  testing.  Also  in  this  list  are  other  individuals  who  are  vulnerable 
to  substance  abuse  including  persons  with  HTV  and  other  high-risk  populations. 
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Attorneys  and  Police  Chiefs  Call  for  Substance  Abuse  Treatment 

Many  organizations  responsible  for  addressing  the  crime  problem  believe  that  substance  abuse  services 
funding  should  be  increased.  In  its  report,  New  Directions  for  National  Substance  Abuse  Policy,  the 
American  Bar  Association  notes  mat  "Substance  abuse  must  be  recognized  as  a  public  health  problem  that 
can  be  prevented  and  treated.  Preventing  substance  abuse,  and  treating  it  at  the  earliest  opportunity  for  those 
who  already  have  problems,  can  reduce  the  need  for  more  costly  intervention  measures  later  on. " 

According  to  a  January  1995  poll,  31%  of  the  Nation's  police  chiefs  believe  that  "reducing  drug 
abuse"  would  have  the  greatest  impact  on  violent  crime,  almost  twice  the  number  that  cited  other  factors  such 
as  a  better  economy  or  longer  prison  sentences. 

Prevention 

Prevention  services  are  a  critical  part  of  the  continuum  of  health  care  provided  by  State  Alcohol  and 
Drug  Authorities.  Twenty  percent  of  the  Substance  Abuse  Block  Grant  is  allocated  for  prevention,  and  States 
contribute  additional  dollars  for  a  total  commitment  in  FY' 94  of  $522  million.  States  have  a  productive  and 
effective  prevention  infrastructure  in  place  that  plans  and  provides  services  to  communities,  schools,  and 
families  to  reduce  their  risk  for  substance  abuse. 

While  children  in  our  schools  are  the  most  obvious  candidates  for  alcohol  and  drug  prevention  and 
education  programs,  many  populations  receive  prevention  services  through  the  State  Agencies,  including  the  " 
elderly,  pregnant  and  parenting  women,  out-of-school  youth,  and  others. 

Examples  of  specific  alcohol  and  other  drug  prevention  programs  include: 

o        Training  for  primary  care  physicians  who  treat  high-risk  populations. 

o  Education  on  the  appropriate  use  of  prescription  medications  by  seniors  to  avoid  possible  dangerous 
interactions. 

o  Programs  presented  at  community  colleges,  universities,  and  vocational  education  institutions  to 
discourage  binge  drinking  by  college  students  and  educate  them  about  the  risk  of  alcohol  and  drug 
abuse. 

o        Classes  on  the  negative  effects  of  substance  abuse  for  pregnant  and  parenting  women.  ^ 
o        Alcohol  and  other  drug  prevention  services  for  adults  in  the  welfare  system, 
o        Programs  to  help  offer  positive  alternatives  to  individuals  and  communities  to  resist  substance  abuse 
problems. 

o        Education  and  support  services  to  help  parents  talk  to  their  children  about  substance  abuse. 

State  AOD  prevention  programs  are  designed  to  provide  these  programs,  and  take  into  consideration 
culturally  appropriate  strategies  for  racial  and  ethnic  minority  groups  and  the  social  organizations  that  serve 
them.  In  addition,  AOD  prevention  experts  provide  training  and  expertise  to  community  leaders  and 
organizations.  Without  a  persistent  prevention  effort  to  address  substance  abuse  problems  for  people  of  all 
ages,  the  number  of  people  who  need  treatment  will  escalate. 
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Treatment  Effectiveness 

There  have  been  many  studies  of  the  effectiveness  and  cost  benefits  of  alcohol  and  other  drug 
treatment,  and  the  results  are  clear:  Treatment  Can  and  Does  Work!  Treatment  reduces  alcohol  and  drug 
use,  cuts  crime,  reduces  health  care  costs,  increases  worker  productivity,  and  saves  taxpayers  money. 

One  of  the  most  recent,  comprehensive  studies  was  conducted  in  California  and  published  in  1994. 
The  California  study  randomly  selected  1,900  treatment  clients  from  16  counties  and  followed  up  on  their 
progress  an  average  of  15  months  after  treatment.  Significant  decreases  were  seen  in  hospitalizations, 
emergency  room  visits,  crime,  and  other  social  costs.  The  overall  benefit  in  California  was  $7.14  for  each 
dollar  invested  in  treatment. 

Other  States  have  reported  similar  cost  reductions  after  alcohol  and  other  drug  treatment.  Although 
not  all  States  have  the  resources  to  conduct  research,  NASADAD  published  a  report  in  1994  entitled  Invest 
in  Treatment  for  Alcohol  and  Other  Drug  Problems:  It  Pays.  Here  are  just  two  of  the  results  reported  by 
States: 

o  Ohio  showed  a  66  %  decrease  in  hospital  admissions  and  a  41  %  decrease  in  emergency  room  utilization 
after  treatment.  Ohio  also  showed  an  89%  decrease  in  absenteeism  and  a  57%  decrease  in  on-the-job 
injury  after  treatment. 

o        Texas  followed  up  on  clients  12  months  after  completion  of  treatment  and  found  that  80%  of  clients . 
were  arrest- free  and  59%  were  employed. 

Another  important  study  reported  by  the  National  Association  of  Perinatal  Addiction  Research  and 
Education  found  that  the  provision  of  treatment  reduced  the  number  of  women  testing  positive  for  cocaine  use 
at  the  time  of  delivery  by  over  50  percent.  Florida  also  has  an  important  program  that  provides  non-secure, 
community  based  treatment  to  offenders.  Of  the  offenders  who  successfully  completed  the  program,  74%  had 
no  recommitment  to  prison  or  other  form  of  supervision. 

Florida  will  soon  have  its  additional  successes  to  report.  Beginning  in  July  1996,  contracts  for 
substance  abuse  services  will  contain  performance  measures  to  assess  the  effectiveness  of  prevention  and 
.  treatment  services.  I  understand  that  the  National  Academy  of  Sciences  is  now  reviewing  data  sets  tha^might 
be  used  on  a  national  level  to  help  States  document  performance  objectives  for  substance  abuse  and  mental 
health  concerns.  I  would  encourage  the  Federal  Government  to  do  more  to  help  States  to  find  ways  to 
document  our  success. 

FY  '96  Funding 

While  my  primary  task  is  to  address  funding  for  FY' 97,  I  cannot  conclude  without  strongly  urging  you  to 
provide  FY'96  funding  for  the  remainder  of  the  year.  The  process  of  using  short-term  CRs  to  fund  public 
"  health  programs  has  been  both  disruptive  and  costly.  Contracts  that  are  negotiated  on  a  yearly  basis  must  be 
re-negotiated  every  few  weeks  and  in  some  instances,  services  have  been  drastically  curtailed  in  anticipation 
of  cuts.  It  is  critical  for  the  alcohol  and  drug  treatment  and  prevention  field  that  you  provide  full  funding  for 
the  Substance  Abuse  Block  Grant  and  for  other  SAMHSA  programs  for  the  balance  of  this  year. 
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Closing 

In  closing,  I  would  like  to  emphasize  the  following: 

1.  Both  the  Federal  and  State  government  can  save  considerably  by  providing  adequate  funds  to 
meet  the  need  for  substance  abuse  treatment  and  prevention.  The  numbers  to  show  that  there 
is  an  immediate  and  long  term  financial  payoff  for  the  investments  that  are  made. 

2.  Treatment  has  a  proven  track  record.  State  and  Federal  studies  show  that  after  treatment, 
health  care  costs  and  crime  costs  decrease  while  productivity  and  school  achievement  increase. 
We  can  make  a  difference. 

3.  Reforms  are  being  proposed  at  the  Federal  and  State  level  to  time-limit  benefits  to  mothers  on 
AFDC  and  disabled  persons  who  receive  Social  Security  and  Supplemental  Security  Income.  We 
must  help  the  large  numbers  of  these  recipients  to  get  treatment.  If  we  are  not  able  to  provide 
the  treatment  that  they  need,  they  will  not  be  able  to  get  and  keep  jobs. 

4.  We  must  make  a  firm  commitment  to  help  stem  the  rising  tide  of  youth  illegal  use  of  alcohol  and 
illicit  drugs  through  prevention  efforts. 


Thank  you  for  the  opportunity  to  testify  before  the  subcommittee  today. 
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Mr.  Miller.  Thank  you.  I  think  Mr.  Porter,  by  the  way,  is  over 
on  the  floor  of  the  House  because  they  are  doing  the  CR  for  the  re- 
mainder of  the  year  right  now.  They'll  be  voting  on  it  within  the 
next  couple  of  hours. 

I  used  to  serve  on  the  board  of  what  was  called  Manatee  Glen, 
used  to  be  Manatee  Mental  Health  Center.  I  served  on  that  board 
for  many  years  in  Manatee  County,  so  I'm  familiar  with  the  serv- 
ices there.  I've  been  working  with  Jim  Sleeper  in  Sarasota. 

Mr.  Decerchio.  He's  a  good  friend. 

Mr.  Miller.  He's  had  a  little  league  down  there,  I  threw  out  the 
first  ball  in  Sarasota  County  here  a  couple  of  weeks  ago.  That's  the 
last  I  saw  him. 

But  I've  visited  many  of  the  facilities,  both  Sarasota  and  Mana- 
tee Counties.  And  we're  pleased  at  the  two  programs  we  have 
there.  But  with  tight  budgets,  it's  nice  to  ask  for  10  percent, 
but  

Mr.  Decerchio.  We  understand. 

Mr.  Miller.  Thank  you  very  much  for  coming  today. 

Mr.  Decerchio.  Thank  you,  sir,  for  having  me. 


Thursday,  March  7,  1996. 

WITNESS 

LUCILLE  EBER,  ED.D,  COMMUNITY  WRAPAROUND  PROJECT  OF  LA 
GRANGE,  ILLINOIS 

Mr.  Porter  [presiding].  Our  next  witness  is  Lucille  Eber,  Doctor 
of  Education,  Principal  Investigator,  representing  the  Community 
Wraparound  Project  of  LaGrange,  Illinois.  Nice  to  see  you. 

Dr.  Eber.  Greetings  from  Illinois. 

Good  morning,  Congressman  Porter,  and  my  regards  to  other 
members  of  the  committee.  My  name  is  Lucille  Eber,  and  I  am  a 
Principal  Investigator  of  the  Community  Wraparound  Initiative,  a 
mental  health  demonstration  project  in  southwest  Cook  County,  Il- 
linois. 

Thank  you  for  the  opportunity  to  testify  about  the  importance  of 
children's  mental  health,  and  in  particular,  the  Children's  Mental 
Health  Services  program.  The  Community  Wraparound  Initiative 
targets  three  townships  and  24  school  districts  in  the  Chicago  sub- 
urbs. We  serve  children  between  the  ages  of  3  and  21  who  are  ei- 
ther returning  to  their  families  from  out  of  home  placement,  such 
as  psychiatric  hospitals,  or  youngsters  that  are  at  imminent  risk  of 
placement  in  such  settings. 

I'd  like  to  take  a  moment  to  offer  my  sincere  thanks  to  Chairman 
Porter  and  Congressman  Obey.  Over  the  years,  both  of  you  have 
demonstrated  courageous  and  unprecedented  support  for  the  needs 
of  children  and  youths  struggling  with  serious  mental  and  emo- 
tional disturbances.  Your  continued  leadership  on  behalf  of  millions 
of  Americans  often  misunderstood  and  stigmatized  is  making  a  real 
difference  in  the  lives  of  people  with  mental  illness  and  their  fami- 
lies. 

Recent  data  released  by  the  National  Institute  of  Mental  Health 
indicate  that  2.5  million  children  in  the  United  States  have  severe 
mental  or  emotional  disorders,  but  only  a  small  fraction  receive  any 
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care  whatsoever.  Included  in  this  estimate  are  about  1  million  of 
America's  children  at  greatest  risk,  the  youngsters  in  foster  care, 
juvenile  justice  and  special  education. 

The  Children's  Mental  Health  Services  program  began  just  four 
years  ago,  under  the  leadership  of  Chairman  Obey.  Legislators  un- 
derstood that  states  and  communities  need  help  in  forming  a  local, 
community-based  system  of  care  for  children  with  serious  emo- 
tional disturbances.  Children  who  are  suicidal,  depressed  or  several 
troubled  are  regularly  placed  in  expensive  psychiatric  facilities  or 
residential  treatment  centers  often  hundreds  of  miles  away  from 
their  families. 

In  1993,  one  group  of  residential  facilities  reported  lengths  of 
stay  averaging  277  days  at  an  average  annual  cost  to  state  and 
county  government  of  $54,000.  A  community  based  system  of  care 
allows  children  to  stay  at  home  with  their  families  while  receiving 
the  mental  health  care  they  need  at  far  less  cost. 

Children's  Mental  Health  Program  grants  are  awarded  in  a  com- 
petitive process.  States,  counties,  Indian  tribes  and  even  school  dis- 
tricts can  apply  to  participate  in  the  program.  Currently,  there  are 
29  sites  in  18  states  with  operational  programs.  Unfortunately, 
four  times  as  many  applications  were  turned  down  due  to  lack  of 
Federal  funds,  including  a  promising  application  by  the  Lac  du 
Flambeau  Chippewa  Tribe  in  northern  Wisconsin. 

The  Children's  Mental  Health  Program  operates  as  a  collabo- 
rative. Unlike  previous  categorical  efforts,  Federal  funds  are  com- 
bined with  local  and  state  matching  dollars  to  achieve  local  buy-in 
and  commitment  which  sustains  these  programs  after  Federal  dol- 
lars sunset.  The  majority  of  the  projects  will  be  entering  their  third 
year  of  operation  in  fiscal  year  1997.  And  fiscal  year  1997  is  also 
a  critical  year  for  Federal  funding. 

Data  from  our  school  base  project  in  Cook  County  indicate  that 
community  based  approaches  have  caused  a  significant  reduction 
in  days  children  spend  outside  their  homes.  In  addition,  our  data 
shows  that  over  a  12  month  period,  we've  reduced  the  average  psy- 
chiatric hospital  days  from  10.4  to  zero  for  one  group  of  children. 
Findings  also  show  successful  maintenance  in  school  placements" 
when  children  receive  community  based  care.  Teachers  report  sig- 
nificant improvement  in  children's  behavior,  attendance  and  learn- 
ing. 

I'd  like  to  share  what  this  community  based  or  wraparound  ap- 
proach can  look  like  for  a  child  and  family.  A  typical  child  served 
through  our  system  may  look  like  Mike,  a  13  year  old  with  a  psy- 
chiatric diagnosis.  Mike  has  been  in  and  out  of  psychiatric  hos- 
pitals for  over  three  years,  including  two  stays  in  a  state  facility, 
following  depletion  of  the  family's  insurance.  The  school  had  tried 
several  different  special  education  placements  for  Mike  to  no  avail. 
His  family,  exhausted  and  overwhelmed,  and  school  administra- 
tors, equally  frustrated,  were  discussing  ways  to  qualify  Mike  for 
residential  placement,  because  his  parents,  his  teachers  and  his 
therapists  couldn't  seem  to  help  Mike  manage  his  mental  illness. 

Mike  is  now  receiving  services  through  the  wraparound  project. 
A  wraparound  facilitator  works  with  the  family  and  helped  find  a 
community  mentor  who  helps  Mike  successfully  participate  in  com- 
munity activities,  such  as  park  district  and  YMCA  programs. 


1108 


Structured  peer  supports  at  school,  in-school  respite  and  in-home 
respite  care  were  established.  Mike's  desire  to  be  treated  normally 
and  to  have  friends  became  a  focal  point  of  all  services. 

As  daily  life  supports  were  organized,  the  family  became  better 
able  to  follow  through  with  the  clinical  treatment  that  is  vital  to 
Mike's  success.  This  includes  appropriate  use  of  medication  and 
therapy.  Some  of  these  clinical  services  are  provided  in  the  home 
and  are  blended  with  respite,  natural  family  supports  and  parent 
partnerships,  accessed  through  a  local  family  support  organization. 

Unfortunately,  the  mental  health  service  system  has  not  histori- 
cally had  access  to  the  resources  or  knowledge  about  how  to  effec- 
tively wrap  and  bundle  services  securely  around  families.  Existing 
service  providers  have  been  fragmented  across  child  serving  sys- 
tems. Care  has  been  uncoordinated  and  sporadic.  The  dearth  of  cri- 
sis stabilization,  respite,  in-home  support  and  case  management 
has  crippled  the  efforts  of  the  few  clinicians  available  to  help  chil- 
dren such  as  Mike. 

Further  hampering  services  to  children  with  mental  health  needs 
is  the  continuing  stigma  associated  with  mental  illness  and  the 
myth  that  all  children  are  happy.  I  once  had  a  conversation  with 
a  local  councilman  who  was  astounded  that  the  suicide  rate  for  10- 
to  14-year-olds  in  the  United  States  had  increased  25  percent  over 
the  past  five  years.  Suicide  is  the  third  leading  cause  of  death  for 
adolescents  and  young  adults  age  15  to  24. 

The  projects  funded  through  the  Children's  Mental  Health  Pro- 
gram are  not  only  lifelines  for  individual  families  and  children  in 
the  29  project  sites,  but  the  program  is  demonstrating  and  guiding 
changes  in  how  human  services  must  organize  themselves, 
prioritize  resources  and  work  in  collaboration  with  each  other  to  le- 
verage funding  streams.  The  continued  implementation  of  these  ef- 
forts is  critical  to  ensure  that  children  with  mental  health  chal- 
lenges- and  their  families  stop  being  underidentified  and  under- 
served. 

Thank  you  for  allowing  me  to  testify  on  behalf  of  the  Community 
Wraparound  Initiative  in  Illinois  and  the  National  Mental  Health 
Association,  and  for  your  continued  commitment  to  help  ensure 
productive  lives  for  children  with  serious  mental  and  emotional  dis- 
orders. Your  efforts  are  recognized  and  truly  appreciated. 

I'll  be  happy  to  answer  any  questions  you  may  have. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  LUCILLE  EBER,  ED.D. 
on  behalf  of 

The  Community  Wraparound  Project  of  LaGrange,  Illinois 
and  the 

National  Mental  Health  Association 
Before  the 
HOUSE  APPROPRIATIONS 
Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 
March  7, 1996 


Introduction: 

Good  Morning  Congressman  Porter  and  Distinguished  members  of  the  committee. 
My  name  is  Lucille  Eber  and  I  am  a  Principal  Investigator  of  the  Community 
Wraparound  Initiative,  a  mental  health  demonstration  project  in  southwest  Cook  County 
Illinois.  Thank  you  for  the  opportunity  to  talk  with  you  today  about  the  importance  of 
children's  mental  health  and  in  particular,  the  Children's  Mental  Health  Services 
Program.  The  Community  Wraparound  Initiative  targets  three  townships  and  24  school 
districts  in  the  suburbs  around  Chicago.  We  serve  children  between  3  and  21  years  of 
age  who  are  either  returning  to  their  families  from  out-of-home  placements  like 
psychiatric  hospitals  or  youngsters  that  are  at  irnminent  risk  of  placement  in  such 
settings. 

Before  I  begin  my  substantive  remarks,  I  would  like  to  take  a  moment  to  offer  my 
sincere  thanks  to  Chairman  Porter  and  Congressman  Obey.  Over  the  years  both  of  you 
have  demonstrated  courageous  and  unprecedented   support  for  the  needs  of  children 
struggling  with  serious  mental  and  emotional  disturbances.   Your  continued  leadership 
on  behalf  of  millions  Americans  often  misunderstood  and  stigmatized  is  making  a  real 
difference  in  the  lives  of  people  with  mental  illnesses  and  their  families. 

2.5  Million  Kids  with  Mental  Disorders: 

Recent  data  released  by  the  National  Institute  of  Mental  Health  indicate  that  2.5  million 
children  in  the  U.S.  have  severe  mental  or  emotional  disorders,  but  only  a  small  fraction 
actually  receive  any  care  whatsoever.  Included  in  this  estimate  are  about  1  million  of 
America's  children  at  greatest  risk:  the  youngsters  in  foster  care,  juvenile  justice  and 
special  education. 

The  Children's  Mental  Health  Services  Program  came  into  being  just  four  short  years 
ago  under  the  leadership  of  then  Chairman  Obey.  Legislators  understood  that  states  and 
communities  needed  help  in  forming  local  community-based  systems  of  care  for  children 
with  serious  emotional  disturbances.   Children  who  are  suicidal,  depressed  or  severely 
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troubled  are  regularly  placed  in  expensive  psychiatric  facilities  or  residential  treatment 
centers  often  hundreds  of  miles  away  from  their  families.  In  1993,  one  group  of 
residential  facilities  reported  lengths  of  stay  averaging  277  days  at  an  average  annual  cost 
to  state  and  county  government  of  $54,000.  A  community  based  "system  of  care"  allows 
children  to  stay  at  home  with  their  families  while  receiving  the  mental  health  care  they 
need  at  far  less  cost. 

Children's  Mental  Health  Program  grants  are  awarded  in  a  competitive  peer-review 
process.  States,  counties,  Indian  tribes  and  even  school  districts  can  apply  to  participate 
in  the  program.  Currently,  there  are  29  sites  in  18  states  with  operational  programs. 
Unfortunately,  four  times  as  many  applications  were  turned  down  due  to  lack  of 
appropriated  federal  funds  including  a  promising  application  by  the  Lac  Du  Flambeau 
Chippewa  tribe  in  northern  Wisconsin. 

The  Children's  Mental  Health  Program  operates  as  a  collaborative.   Unlike  previous 
categorical  efforts,  federal  funds  are  combined  with  local  and  state  matching  dollars  to 
achieve  local  buy-in,  which  sustains  these  programs  after  the  federal  dollars  sunset.  The 
majority  of  the  projects  will  be  entering  their  third  year  of  operation  in  FY  97.  FY  97  is 
also  a  critical  year  for  federal  funding  because  it  is  the  peak  federal-funding  year 
designed  to  boost  the  previous  two-years  efforts  and  begin  data  collection. 

Data  from  our  school-based  project  in  Cook  County  indicate  that  the  community-based 
approaches  have  caused  a  significant  reduction  in  days  children  spent  outside  their 
homes.  Data  shows  that  over  a  12  month  period,  there  was  decline  in  average  hospital 
days  from  10.4  to  zero.  Findings  also  show  successful  maintenance  in  school  placements 
when  children  receive  community-based  care.  Teachers  report  significant  improvement  in 
children's  behavior,  attendance  and  academic  performance. 

How  The  Program  Helps  Troubled  Kids: 

I  would  like  to  share  what  this  community-based  or  "wraparound"  approach  can  look  like 
for  a  child.  A  typical  child  served  through  our  system  may  look  like  Mike,  a  thirteen 
year  old  with  a  psychiatric  diagnosis.  Mike  has  been  in  and  out  of  psychiatric  hospitals 
for  three  years  including  state  facilities  upon  depletion  of  the  family's  insurance.  The 
school  has  tried  several  different  special  education  placements  for  Mike  to  no  avail.  His 
family,  exhausted  and  overwhelmed,  and  school  administrators  were  discussing  ways  to 
qualify  Mike  for  a  residential  placement  because  his  parents,  his  teachers  and  his 
therapist  couldn't  seem  help  Mike  manage  his  mental  illness. 

Mike  is  now  enrolled  in  the  wraparound  program.  A  project  facilitator  worked  with  the 
family  to  find  Mike  a  reading  tutor,  and  a  community  mentor  helps  Mike  in  YMCA 
activities.  Structured  peer  supports  and  in-school  respite  were  established.   Mike's  desire 
to  be  treated  "normally"  and  to  have  friends  helped  him  work  with  the  project  facilitator. 
As  daily  life  supports  are  organized,  the  family  became  better  able  to  follow-through 
with  the  clinical  treatment  that  is  vital  to  Mike's  success.  This  includes  appropriate  use 
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of  medication  and  therapy  for  Mike.  Some  of  these  clinical  services  are  provided  in  the 
home  and  are  blended  with  respite,  natural  family  supports  and  parent  partnerships 
accessed  through  a  local  family  organization. 

When  clinical  treatment  and  nontraditional  supports  are  merged  together  in  a  strength- 
based  plan,  families  can  finally  get  the  realistic  supports  that  allow  them  to  cope  with  the 
challenges  that  accompany  their  child's  disability.  Feedback  from  families  indicates  that 
the  consistent  support  of  a  wraparound  facilitator  makes  clinical  treatment  more  realistic 
and  accessible.  The  blended  team  and  availability  of  flexible  resources  strengthens  a 
family's  natural  support  system. 

Fragmented  Service  System 

Unfortunately,  the  mental  health  service  system  has  not  historically  had  access  to  the 
resources  or  knowledge  about  how  to  "wrap"  services  securely  around  families.  Existing 
service  providers  were  fragmented  across  child-serving  systems,  care  was  uncoordinated 
and  sporadic.  The  dearth  of  crisis  stabilization,  respite,  in  home  supports  and  case 
management  has  crippled  the  ability  of  the  few  clinicians  in  the  Chicago  area  to  help 
kids  like  Mike. 

Further  hampering  services  to  children  with  mental  health  needs  is  the  continuing  stigma 
associated  with  mental  illness  and  for  some  people,  the  continued  belief  in  the  myth  that 
all  children  are  happy.  I  once  had  a  conversation  with  a  local  councilman  who  was 
astounded  that  the  suicide  rate  for  10-14  year  olds  in  the  United  States  had  increased 
25%  over  the  past  5  years.  Suicide  is  the  third  leading  cause  of  death  for  adolescents  and 
young  adults  aged  15-24  (NIH). 

The  projects  funded  through  the  Children's  Mental  Health  Program  are  not  only  life 
lines  for  individual  families  and  children  in  the  29  project  sites,  but  the  Program  is 
demonstrating  and  guiding  changes  in  how  human  services  must  organize  them  selves, 
prioritized  resources  and  work  in  collaboration  with  each  other  to  leverage  funding 
streams.  The  continued  implementation  of  these  efforts  is  critical  to  ensure  that  children 
with  mental  health  challenges  and  their  families  stop  being  underidentified  and 
undeserved. 

$80  Million  Requested: 

I  come  before  you  today  as  someone  in  a  leadership  role  with  these  initiatives  on  the 
local  level.  I  assure  you  that  I  do  not  stand  alone,  but  speak  with  confidence  for  my 
colleagues  involved  in  these  initiatives  as  well.  Our  commitment  is  to  ensure  that 
bureaucratic  and  restrictive  systems  are  changed  so  that  supports  and  services  are  more 
available,  accessible  and  effective.  However,  we  need  the  continued  support  of  national 
leaders  such  as  yourselves  and  programs  such  as  the  Children's  Mental  Health  Services 
Program  to  keep  the  spirit  of  change  alive  with  action.  Therefore,  while  I  know  that  you 
face  extraordinary  fiscal  constraints,  it's  our  hope  that  you  will  appropriate  $80  million 
for  the  Children's  Mental  Health  Services  Program  in  FY  1997.  In  addition  to  stronger 
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law  enforcement  measures,  we  strongly  believe  that  initiatives  of  this  kind  will  help 
prevent  some  of  the  violence  and  anti-social  behavior  increasingly  prevalent  today  among 
our  young  people. 

Another  federal  program  which  has  assisted  in  the  efficacy  of  the  Children's  Mental 
Health  Services  Program  is  the  Family  Network  administered  by  SAMHSA.  I  would 
encourage  the  committee  to  continue  funding  family  empowerment. 

For  Fiscal  Year  1997, 1  would  urge  the  Committee  to  appropriate  $80  million  for  the 
Children's  Mental  Health  Services  Program.  This  would  enable  the  Center  for  Mental 
Health  Services  to  fully  fund  the  29  existing  sites'  pledged  federal  portion. 

Thank  you  for  allowing  me  to  testify  on  behalf  of  the  Community  Wraparound  Initiative 
and  the  National  Mental  Health  Association.  Thank  you  for  your  continued  support  and 
commitment  to  ensure  healthy  and  productive  lives  for  children  with  serious  mental  and 
emotional  disorders.  Your  efforts  are  recognized  and  truly  appreciated.  I  will  be  happy 
to  answer  and  questions  you  may  have  of  me. 


The  National  Mental  Health  Association  (NMHA)  is  the  nation 's  oldest  voluntary  non-profit 
advocacy  organization  dedicated  to  improving  the  mental  health  of  all  individuals  and 
achieving  victory  over  mental  illness.  NMHA  has  over  320  affiliates  nationwide. 
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Mr.  Porter.  Dr.  Eber,  thank  you  very  much  for  your  testimony. 

What  were  the  three  townships? 

Dr.  Eber.  Lyons,  Riverside  and  Proviso. 

Mr.  Porter.  Close.  [Laughter.] 

Dr.  Eber.  I  lived  in  Deerfield  once.  Does  that  do  it? 

Mr.  Porter.  That  will  do  it.  [Laughter.] 

Mr.  Porter.  Thank  you  very  much  for  your  testimony  this  morn- 
ing. 

Dr.  Eber.  Thank  you. 


Thursday,  March  7,  1996. 

WITNESS 

GINA  CIOFFI,  GENOME  ACTION  COALITION 

Mr.  Porter.  Our  next  witness  is  Gina  Cioffi,  National  Executive 
Director  of  the  Cooky's  Anemia  Foundation,  testifying  in  behalf  of 
the  Genome  Action  Coalition.  And  she's  accompanied  by  Lyle  Den- 
nis, with  the  Human  Genome  Coalition,  formerly  the  AA  to  Rep- 
resentative Bernie  Dwyer,  is  that  correct? 

Mr.  Dennis.  Absolutely,  Mr.  Chairman. 

Mr.  Porter.  Nice  to  see  you  again. 

Ms.  Cioffi.  Good  morning,  Mr.  Chairman  and  Mr.  Miller. 

My  name  is  Gina  Cioffi,  I'm  the  National  Executive  Director  of 
the  Coolers  Anemia  Foundation,  based  in  New  York.  I  want  to  re- 
quest that  my  written  testimony  be  included  in  the  record,  and 
thank  you  yesterday  for  allowing  Ralph  to  testify  on  behalf  of  the 
Foundation. 

The  Genome  Action  Coalition  is  a  voluntary  group  of  more  than 
70  patient  advocacy  groups,  professional  groups,  pharmaceutical 
companies,  biotechnology  companies  and  individuals  involved  in 
academic  scientific  research.  Through  its  efforts,  the  Coalition 
seeks  to  assure  that  adequate  resources  are  available  to  meet  the 
goals  of  the  Human  Genome  Project. 

The  importance  of  your  support  cannot  be  overstated.  But  to  fully 
understand  it,  it's  important  to  understand  the  current  status  of 
the  project.  Human  Genome  Project  is  a  15  year  multi-national  ef- 
fort to  determine  the  exact  appropriate  sequence  of  the  four  chemi- 
cal components  of  DNA  for  each  of  the  80,000  to  100,000  genes  in 
each  human  cell.  What  it  seeks  are  3  billion  bits  of  information. 

But  why  does  this  matter?  Genetic  errors  are  responsible  for 
3,000  to  4,000  clearly  hereditary  diseases,  including  Coolers  ane- 
mia, Huntington's  disease,  cystic  fibrosis,  many  forms  of  mental  ill- 
ness, as  you've  heard  today.  What's  more,  we  now  know  that  al- 
tered genes  play  a  part  in  cancer,  heart  disease,  diabetes,  and 
many  other  common  and  complex  disorders.  Often,  a  genetic  pre- 
disposition is  triggered  by  environmental  factors  such  as  lifestyle 
and  diet. 

Understanding  the  genetic  script  will  take  us  into  an  area  of  mo- 
lecular medicine  with  precise  new  approaches  to  diagnosis,  treat- 
ment and  prevention  of  diseases.  The  Human  Genome  Project  will 
develop  the  tools  to  find  the  genes  implicated  in  various  diseases. 
Such  discoveries  will  likely  lead  to  improvements  in  early  detection 
and  treatment,  as  well  as  methods  of  prevention. 
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The  development  of  predictive  tests  can  result  in  lifestyle 
changes  that  avert  disease  or  catch  it  at  the  very  early  stages  when 
treatment  is  most  effective.  But  finding  the  right  gene  and  rec- 
ognizing the  defect  is  difficult.  If  the  human  genetic  script  were 
printed  out,  it  would  fill  1,000  1,000  page  phone  books. 

How  do  you  locate  a  single  typographical  error?  You  start  with 
a  map.  The  Human  Genome  Project  has  completed  a  genetic  map 
which  consists  of  thousands  of  markers  space  along  the  chro- 
mosomes. It  is  also  well  on  its  way  to  developing  physical  maps, 
which  consist  of  overlapping  pieces  of  DNA,  spanning  the  entire 
chromosome. 

These  maps  will  greatly  narrow  the  area  within  which  scientists 
will  have  to  search  to  find  a  suspect  gene.  Decoding  all  3  billion 
chemical  basis  is  a  daunting  task,  requiring  the  efforts  of  biologists, 
physicists,  engineers  and  computer  scientists. 

But  it's  in  this  area  that  the  subcommittee's  action  is  so  critical. 
By  supporting  this  project  at  the  $170  million  level  in  the  fiscal 
year  1996  budget,  the  subcommittee  has  in  fact  funded  the  next 
steps  in  the  development  of  the  complex  necessary  sequencing  tech- 
nology. 

Last  month,  the  National  Advisory  Council  on  Human  Genome 
Research  met  to  review  the  application  submitted  in  response  to  a 
request  for  applications  to  further  stimulate  the  development  of 
high  capacity  DNA  sequencing  by  initiating  pilot  projects  to  ad- 
dress issues  in  large  scale  sequencing  of  DNA,  such  as  improved 
strategies,  implementing  advances  in  technology  in  a  production 
setting,  data  analysis,  production  management  and  organization. 

The  awarding  of  these  funds  should  be  announced  in  the  near  fu- 
ture. This  would  not  have  happened  but  for  the  extraordinary  lead- 
ership and  accomplishment  of  this  subcommittee.  And  Mr.  Chair- 
man, we  thank  you  for  your  support  of  the  NIH  and  this  project. 

Since  its  creation  in  1990,  the  Human  Genome  Project  has  pro- 
gressed further  than  expected  and  has  done  so  with  less  funds  ap- 
propriated than  originally  planned.  Stated  another  way,  the  project 
is  ahead  of  schedule  and  under  budget.  But  this  is  not  an  invitation 
to  cut  it  or  slow  it  down.  [Laughter.] 

Ms.  Cioffi.  This  project  cannot  be  completed  fast  enough.  Every 
single  day  of  the  week,  women,  men  and  children  are  dying  of  ge- 
netic based  diseases.  Those  that  are  not  dying  are  suffering  enor- 
mously. 

The  research  that's  being  done  at  the  National  Center  for  Human 
Genome  Research,  in  fact,  all  of  NIH,  is  not  going  to  cure  all  dis- 
eases today  or  even  tomorrow.  And  it's  true  there's  a  danger  the 
progress  reported  may  be  over-hyped.  But  it's  also  true  that  no 
greater  opportunity  to  prevent,  treat  and  cure  disease  has  ever 
been  available  to  humankind  than  the  Human  Genome  Project. 

Such  a  wealth  of  information  is  locked  deep  inside  the  vault  that 
is  the  human  cell.  This  project  is  our  best  chance  to  find  the  com- 
bination and  open  the  door.  Mr.  Chairman,  again  on  behalf  of  the 
Genome  Action  Coalition,  I  appreciate  the  opportunity  to  address 
you  this  morning,  and  thank  you  for  your  attention. 

[The  prepared  statement  follows:] 
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Good  morning,  Mr.  Chairman  and  members  of  the  subcommittee.  My  name  is 
Gina  Cioffi  and  I  am  the  National  Executive  Director  of  the  Cooley's  Anemia 
Foundation,  based  in  New  York.  I  am  here  today  to  testify  on  behalf  of  The  Genome 
Action  Coalition. 

As  you  all  know,  and  as  Ralph  Cazzetta  testified  yesterday,  Cooley's  anemia,  or 
thalassemia,  is  a  genetic  condition  in  which  the  hemoglobin  B  is  either  completely 
missing  (thalassemia  major)  or  its  production  is  retarded  (thalassemia  minor).  In  either 
case,  we  know  that  a  mutation  in  a  gene  or  genes  is  the  cause  of  the  disease  and  that  if 
both  parents  have  the  mutation,  there  is  a  one  in  four  chance  their  child  will  be  affected. 
If  only  one  parent  has  the  mutation,  they  are  a  carrier  and  the  child  may  be,  too. 

The  Cooley's  Anemia  Foundation's  interest  in  genetic  research  is  long-standing 
and,  in  fact,  predates  the  current  Human  Genome  Project.  In  the  early  1980's,  we  funded 
a  young  researcher  as  a  Cooley's  Anemia  Fellow  out  at  the  University  of  Michigan.  His 
name  was  Dr.  Francis  Collins  and  today,  of  course,  he  is  the  Director  of  the  National 
Center  for  Human  Genome  Research. 

The  Genome  Action  Coalition  (TGAC)  is  a  voluntary  coalition  of  more  than  70 
patient  advocacy  groups,  professional  groups,  pharmaceutical  companies,  biotechnology 
companies,  and  scientific  researchers.  It  has  been  in  existence  for  a  little  more  than  a 
year.  Its  purpose  is  to  create  and  nurture  an  environment  within  the  government  and  the 
general  public  in  which  genome  research  will  continue  to  enjoy  strong  support. 

The  Coalition  is  the  leading  non-governmental  advocate  for  government  and 
private  investment  in  genome  research  and  the  development  and  ultimate  success  of  the 
Human  Genome  Project.  Most  critically,  it  is  an  educational  vehicle  intended  to  expand 
the  knowledge  and  understanding  of  the  long-term  value  of  genome  research  among 
elected  and  appointed  officials  and  the  general  public. 

Through  its  efforts,  the  Coalition  hopes  to  assure  that  adequate  resources  are 
available  to  meet  the  goals  of  the  Human  Genome  Project.  Genome  research  is  an 
integral  aspect  of  the  more  general  field  of  biomedical  research  and  supplements  other 
forms  of  research  conducted  through  other  venues.  At  its  most  basic  level,  the  work  of 
the  Human  Genome  Project  is  infrastructure;  it  creates  the  knowledge  and  the  pathways 
to  work  with  other  institutes  to  find  the  cures  and  treatments  that  are  not  otherwise 
possible. 

Consistent  with  our  mission  to  seek  adequate  resources,  Mr.  Chairman,  I  must 
begin  today  by  thanking  this  subcommittee  for  its  extraordinary  effort  on  the  budget  of 
the  National  Center  for  Human  Genome  Research  and  of  the  entire  National  Institutes  of 
Health  in  the  current  fiscal  year.  To  understand  how  important  what  you  did  will  turn  out 
to  be,  people  must  understand  where  the  Human  Genome  Project  is  in  its  current 
development. 


1117 


The  Human  Genome  Project  is  a  fifteen  year,  multi-national  effort  to  determine 
the  exact  appropriate  sequence  of  the  four  chemical  components  of  DNA  for  each  of  the 
80,000  to  100,000  genes  in  each  human  cell.  What  it  is  seeking  is  no  less  than  three 
billion  bits  of  information.  But,  why  is  this  important? 

Even  before  it  is  complete,  the  Human  Genome  Project  is  transforming  both 
biology  and  medicine.  Our  genes  direct  the  development  of  a  single-celled  egg  into  a  full 
grown  adult  and  influence  not  only  what  we  look  like,  but  what  diseases  we  may 
eventually  get.  Understanding  their  functioning  will  tell  us  more  than  we  have  ever 
known  about  how  a  baby  develops.  It  will  also  take  us  into  an  era  of  molecular  medicine, 
with  precise  new  approaches  to  diagnosis,  treatment  and  prevention  of  disease. 

Our  genes  are  made  of  DNA,  a  long,  threadlike  molecule,  coiled  inside  our  cells. 
Within  the  cell  nucleus,  the  DNA  is  packed  into  23  pairs  of  chromosomes.  Each 
chromosome  carries  thousands  of  genes  arrayed  like  beads  on  a  string.  Genes,  which  are 
simply  short  segments  of  DNA,  are  the  instruction  manuals  that  tell  our  cells  how  to 
behave.  They  do  this  by  specifying  the  instructions  for  making  particular  proteins. 

These  instructions  are  written  in  a  four-letter  code,  with  each  letter  corresponding 
to  the  chemical  constituents  of  DNA:  A,  G,  C,  and  T.  (Y ou  will  note,  incidentally,  the 
acronym  for  The  Genome  Action  Coalition  is  TGAC.)  Genes  are  the  paragraphs  of  the 
DNA  language.  If  that  language  becomes  garbled,  if  a  word  is  "misspelled,"  the  cell  may 
make  the  wrong  protein,  or  too  little  or  too  much  of  the  right  one.  In  some  cases,  such  as 
sickle  cell  anemia,  a  single  misplaced  letter  out  of  three  billion  is  sufficient  to  cause  the 
disease. 

Errors  in  our  genes  are  responsible  for  an  estimated  3000  to  4000  clearly 
hereditary  diseases,  including  Cooley's  anemia,  Huntington's  disease,  cystic  fibrosis, 
neurofibromatosis,  and  many  others.  What's  more,  we  now  know  that  altered  genes  play 
a  part  in  cancer,  heart  disease,  diabetes  and  many  other  common  and  complex  disorders. 
Often  in  these  cases,  the  gene  creates  a  genetic  predisposition  that  is  then  triggered  by  the 
interaction  with  environmental  factors,  such  as  lifestyle  and  diet 

The  Human  Genome  Project,  then,  will  develop  the  tools  to  identify  genes 
involved  in  both  common  and  rare  diseases.  Such  discoveries  are  likely  to  bring 
improvements  in  early  detection  and  treatment  of  disease  and  new  approaches  to 
prevention.  When  the  molecular  basis  of  disease  is  revealed,  scientists  have  a  far  better 
chance  of  defeating  it,  either  through  highly  targeted  drugs  or  through  gene  therapy. 
Even  before  that,  however,  the  development  of  predictive  tests  can  result  in  lifestyle 
changes  that  avert  a  disease  or  catch  it  at  very  early  stages,  when  treatment  is  most  likely 
to  be  successful. 

But  finding  the  gene  is  very  difficult.  The  problem  lies  with  the  vast  size  of  the 
genome,  containing  three  billion  chemical  bases.  If  printed  out,  the  human  genome 
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would  fill  1000  editions  of  a  1000  page  telephone  book.  How  can  you  possibly  find  a 
single  typographical  error?  First,  you  need  a  map  -  and  the  Human  Genome  Project  is 
well  on  its  way  to  developing  two. 

Genetic  maps  consist  of  thousands  of  markers  ~  short,  distinctive  segments  of 
DNA  ~  spaced  along  the  chromosomes.  Now  very  detailed,  a  genetic  map  enables 
researchers  to  pinpoint  the  location  of  a  gene  between  any  two  markers.  Physical  maps, 
on  the  other  hand,  consist  of  overlapping  pieces  of  DNA  spanning  an  entire  chromosome. 
When  these  maps  are  complete,  researchers  can  go  to  a  specific  region  of  chromosome  by 
using  a  genetic  map.  then  go  the  freezer,  where  DNA  for  the  physical  map  is  stored,  and 
pick  out  that  piece  to  study,  rather  than  searching  through  the  chromosomes  again. 

Ultimately,  decoding  all  three  billion  chemical  bases  will  be  a  daunting  task. 
Researchers  from  biology,  physics,  engineering  and  computer  science  are  working  on 
developing  the  automated  technologies  to  reduce  the  time  and  cost  of  sequencing.  And, 
this  is  where  the  action  of  this  subcommittee  in  the  fiscal  1 996  budget  is  so  important. 

NCHGR's  budget  was  predicated  on  the  assumption  that  it  would  fund  a  request 
for  applications  (RFA)  to  begin  to  take  significant  steps  in  the  development  of  this 
complex  and  necessary  sequencing  technology.  By  supporting  the  NCHGR  budget  at  a 
level  of  $170  million  in  the  current  year,  this  subcommittee  has  made  the  next  step  in 
genomics  research  possible. 

Last  month,  the  National  Advisory  Council  on  Human  Genome  Research  met  to 
review  the  applications  that  were  submitted  in  response  to  the  RFA.  It  is  expected  that 
NCHGR  will  be  announcing  the  award  of  these  funds  in  the  very  near  future.  This  would 
not  have  happened  had  it  not  been  for  the  efforts  of  this  subcommittee  and  for  your 
unflinching  support  of  the  National  Institutes  of  Health,  Mr.  Chairman. 

On  March  18,  the  President  will  submit  to  the  Congress  his  budget  for  the  fiscal 
year  that  begins  on  October  1,  1996.  Although  none  of  us  know  what  level  of  funding  he 
will  recommend  for  NIH,  in  general,  or  NCHGR  in  particular,  based  on  previous 
submissions,  we  are  hopeful  that  his  budget  will  represent  an  increase  over  the  generous 
level  that  this  committee  provided  in  the  current  year. 

Since  its  creation  in  1990,  the  Human  Genome  Project  has  progressed  farther  than 
expected  and  has  done  so  with  appropriations  that  were  less  than  originally  planned.  Put 
another  way,  it  is  ahead  of  schedule  and  under  budget.  But,  lest  there  be  any  temptation 
to  slow  the  funding  for  the  project  because  it  is  proceding  faster  than  anyone  dare 
dreamed  when  it  was  created,  let  me  be  very  clear. 

This  project  can  not  be  completed  fast  enough.  Every  day,  men,  women  and 
children  are  dying  of  genetic-based  diseases.  Those  that  are  not  dying  are  suffering 
enormously.  This  subcommittee  has  heard  testimony  over  the  past  two  weeks  from 
representatives  of  patient  advocacy  groups  for  many  diseases  that  are  either  the  direct 
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result  of  a  genetic  mutation  or  the  indirect  result,  meaning  that  a  genetic  mutation  has 
created  a  predisposition  to  a  particular  disease. 

Illness,  suffering  and  death  are  not  acceptable.  Even  from  the  coldest  economic 
perspective,  the  costs  to  our  society  are  staggering.  Group  after  group  has  come  before 
this  Subcommittee  and  cited  the  economic  impact  of  the  disease  with  which  they  are 
concerned.  Four  billion  dollars,  six  billion  dollars,  ten  billion  dollars  -  the  numbers  are 
enormous. 

But,  even  more  than  that  is  the  human  suffering.  Children  with  Cooley's  anemia, 
for  example,  undergo  the  transfusion  of  34  units  of  red  blood  cells  each  year;  nightly 
painful  drug  infusions  lasting  12  hours;  and  numerous  continuing  chronic  complications. 
Likewise,  children  with  cystic  fibrosis,  or  primary  immune  deficiency,  or  whichever 
genetic  illness  you  choose,  are  very,  very  sick.  In  short,  they  are  robbed  of  their 
childhoods.  The  suffering  for  adults  that  are  seriously  mentally  ill,  or  have  Huntington's 
disease,  or  develop  breast  cancer  is  equally  tragic. 

Mr.  Chairman,  it  is  important  that  we  be  very  clear.  The  research  that  is  being 
done  at  the  National  Center  for  Human  Genome  Research,  and  throughout  all  of  the  NIH, 
is  not  going  to  solve  all  of  these  problems  today,  or  tomorrow.  There  is  danger  from 
over-hyping  the  work  that  is  being  done.  And,  we  who  are  affiliated  with  The  Genome 
Action  Coalition  recognize  that  danger  and  are  careful  not  to  fall  prey  to  it. 

But,  it  is  also  true  that  no  greater  opportunity  to  prevent,  treat  and  cure  disease  has 
ever  been  presented  to  humankind  than  the  Human  Genome  Project.  Such  a  wealth  of 
information  is  locked  deep  inside  the  vault  that  is  the  human  cell  and  this  project  is  our 
best  chance  to  find  the  combination  and  open  the  door.  This  subcommittee's  continued 
support  will  help  to  make  that  possible. 

Mr.  Chairman,  again,  on  behalf  of  The  Genome  Action  Coalition,  I  appreciate  the 
opportunity  to  speak  with  you  this  morning  and  thank  you  for  your  attention. 
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Mr.  Porter.  Ms.  Cioffi,  we  took  the  whole  subcommittee  out  to 
see  Dr.  Collins  last  year.  And  I  think  it  really  helped  members  to 
understand  what  the  project  was  all  about.  I  think  there's  very 
strong  support  on  the  subcommittee  for  it. 

Ms.  Cioffi.  He  was  an  early  Fellow  of  the  Foundation's.  We 
funded  him  when  he  was  at  the  University  of  Michigan  to  work  in 
this  field. 

Mr.  Porter.  Is  that  right?  Really?  Well,  we  certainly  appreciate 
your  good  testimony  today.  And  I  think  if  we  can  continue  our  sup- 
port there,  you're  right,  that  we  should  not,  at  a  time  when  we  are 
ahead  of  schedule  and  under  budget,  we  ought  to  redouble  our  ef- 
forts to  make  sure  it  progresses  as  fast  as  possible. 

Ms.  Cioffi.  Thank  you. 


Thursday,  March  7,  1996. 

WITNESS 

JAMES  T.  WORTHAM  M.A.,  REGIONAL  PRIMATE  RESEARCH  CENTERS 
PROGRAM 

Mr.  Porter.  James  T.  Wortham,  M.A.,  Associate  Director,  New 
England  Regional  Primate  Research  Center,  Harvard  Medical 
School,  testifying  in  behalf  of  the  Regional  Primate  Research  Cen- 
ters Program. 

Mr.  Wortham.  Good  morning,  or  good  afternoon,  as  the  case  may 
be.  Congressman,  thank  you  for  the  opportunity  today. 

I  am  Jim  Wortham,  the  Associate  Director  at  the  New  England 
Regional  Primate  Research  Center,  Harvard  Medical  School.  It's 
one  of  seven  regional  primate  centers  located  at  distinguished  uni- 
versities in  Massachusetts,  Georgia,  Wisconsin,  Louisiana,  Wash- 
ington, Oregon  and  California.  And  we  are  funded  through  the 
NIH,  specifically  through  the  National  Center  for  Research  Re- 
sources. 

I  want  to  take  just  a  couple  of  minutes  to  indicate  to  you  what 
we  do.  And  these  seven  centers  have  a  population  of  around  15,000 
non-human  primates.  We  have  absolutely  a  superior  staff  our- 
selves. We  have  unique,  specialized  equipment  as  well  as  labora- 
tories. And  we  support  over  1,200  other  principal  investigators  rep- 
resenting 340  institutions  in  their  own  right.  We  conduct  research 
in  the  area  of  AIDS,  chronic  neurologic  diseases,  Parkinson's,  heart 
disease,  blindness,  organ  transplantation,  osteoporosis,  lyme  dis- 
ease and  drug  addiction,  just  to  name  a  few. 

Very  often,  the  non-human  primate  itself  is  that  link  between 
basic  research  and  human  application  on  the  other.  And  I  want  to 
cite  just  two  real  quick  recent  examples.  One  is  in  the  area  of  Par- 
kinson's. We  have  an  individual,  Dr.  Bertha  Madras  at  our  center, 
who  has  in  fact  developed  an  agent  called  altropane,  which  is  a 
highlighter,  if  you  will,  of  those  portions  of  the  brain  where  Parkin- 
son's is  known  to  develop.  She  has  done  this  in  a  monkey  and  has 
recently  received  FDA  approval  for  a  human  trial  that's  being  con- 
ducted as  we  speak  at  the  Mass  General  Hospital  in  Boston,  Mas- 
sachusetts. The  other  is  the  whole  area  of  AIDS  and  AIDS  vaccine. 
We  also  have  an  investigator  named  Dr.  Ronald  Desrosiers,  very 
instrumental  in  the  development  of  a  vaccine.  The  monkeys  have 
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a  disease  called  SIV,  which  is  very  similar  to  HIV.  In  the  case  of 
Dr.  Desrosiers,  he  has  developed  a  vaccine  that  precludes  monkeys 
from  getting  this  SIV,  which  is  homologous  to  the  HIV.  That's  the 
good  news. 

The  bad  news  is,  if  you  want  to  consider  it  bad  news,  it's  a  live, 
attenuated  vaccine.  And  I  would  point  out  that  most  vaccines  that 
have  been  developed  for  infectious  diseases  are  in  fact  live,  attenu- 
ated vaccines.  We're  optimistic  about  this,  but  more  research  is 
done.  There  was  a  witness,  I  forget  who  it  was,  that  had  a  great 
analogy  about  the  NIH  being  a  big  portfolio  with  mutual  funds. 
Well,  Congressman  Porter  and  Congressman  Miller,  we're  one  of 
those  portfolios  or  one  of  those  mutual  funds  that  hasn't  fared  very 
well  in  that  budget  process.  And  I  have  prepared  written  testimony 
which  I'd  like  also  entered. 

But  we're  requesting  in  your  budget  considerations  for  1997  that 
we  receive  a  6  percent  increase  that's  designated  for  the  primate 
center  programs.  We  have  not  competed  well  in  that  portfolio  of 
mutual  funds.  And  we  feel  we  have  a  very  important  mission  in 
support  of  biomedical  research. 

I'd  also  like  to  close  just  by  thanking  you  and  the  committee  for 
your  prior  appropriations  the  previous  two  years  in  the  construc- 
tion program  for  the  National  Center  for  Research  Resources, 
where  you  in  fact  designated  some  specific  funding  for  the  primate 
center  program  for  us  to  compete  with. 

Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Chairman  Porter  and  Members  of  the  Committee:  I  am  James  T.  Wortham, 
Associate  Director  of  the  New  England  Regional  Primate  Research  Center,  Harvard 
Medical  School.  I  thank  you  for  the  opportunity  to  appear  before  you  today  representing 
the  seven  NIH-sponsored  Regional  Primate  Research  Centers,  each  located  at  a 
distinguished  University  in  California,  Georgia,  Louisiana,  Massachusetts,  Oregon, 
Wisconsin,  and  Washington. 

Since  their  initial  establishment  by  Congress  in  the  1960's,  the  seven  Regional 
Primate  Research  Centers  sponsored  by  the  National  Center  for  Research  Resources 
(NCRR)  have  served  the  nation's  biomedical  research  needs  in  a  unique  and  essential 
mission  of  the  National  Institutes  of  Health  (NIH).  Nonhuman  primates  are  very  often  the 
vital  link  between  basic  research  on  the  one  hand,  and  human  application  on  the  other. 
Often  they  are  the  only  appropriate  species  to  answer  particular  medical  questions.  The 
seven  Centers  provide  the  resources  to  include:  nonhuman  primates,  scientific  expertise, 
and  the  specialized  facilities  and  equipment  necessary  for  this  research  to  be  carried  out 
successfully.  Without  these  Centers,  many  high  priority  biomedical  research  programs 
which  require  nonhuman  primates,  sponsored  and  supported  by  the  NIH,  could  not 
proceed.  These  include  programs  in  AIDS,  chronic  neurologic  diseases  such  as 
Parkinsonism,  heart  disease,  blindness,  organ  transplantation,  osteoporosis,  Lyme 
disease,  and  drug  addiction  to  name  only  a  few.  The  resources  of  the  Centers  are  vital 
to  research  on  these  and  other  diseases. 

As  examples  of  the  important  biomedical  research  conducted  at  the  seven  Centers, 
I  would  like  to  cite  several  research  programs  at  the  New  England  Regional  Primate 
Research  Center: 

AIDS:  When  AIDS  first  surfaced  in  the  early  1980's,  investigators  at  the  New  England 
Center  initiated  a  program  to  develop  an  animal  model  to  study  the  disease.  This 
proceeded  with  unprecedented  speed.  We  discovered  a  virus  known  as  simian 
immunodeficiency  disease  virus  (SIV),  which  is  very  closely  related  to  human 
immunodeficiency  disease  virus  (HIV).  In  monkeys,  SIV  induces  a  disease  remarkably 
similar  to  AIDS  in  humans  and  provides  the  best  model  system  in  which  to  study  the 
disease  process,,  therapy  and  vaccine  development.  I  am  not  aware  of  any  other  example 
where  the  development  of  a  laboratory  animal  model  for  a  newly  emerged  human  disease 
emerged  so  quickly.  It  simply  would  not  have  happened  without  the  Regional  Primate 
Research  Centers  Program  and  their  vital  resources. 

Dr.  Ronald  Desrosiers,  Professor  of  Microbiology  at  the  New  England  Center  has 
developed  a  radical  vaccine  concept  which  has  completely  protected  monkeys  against 
exposure  to  wild-type,  disease-causing  strains  of  SIV.  The  vaccine  is  based  on  deleting 
from  the  virus  certain  genes  which  are  essential  for  the  virus  to  cause  disease.  Of  the 
many  approaches  to  an  AIDS  vaccine,  this  is  the  only  vaccine  to  date  which  has  proven 
so  effective.  Recent  data  collected  from  the  long-term,  non-progressing  survivors  of  HIV 
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infection  has  provided  evidence  that  similar  gene-deleted  strains  of  HIV  exist  in  nature  and 
similarly  result  in  long-term,  disease-free  survival.  Additional  studies  are  needed  to 
document  the  safety  of  such  a  vaccine,  since  it  is  a  live  vaccine.  I  emphasize,  however, 
that  most  of  the  truly  successful  vaccines  used  to  prevent  infectious  diseases  in  people 
are,  in  fact,  live  virus  vaccines.  You  are  likely  to  hear  more  about  this  vaccine  approach 
in  the  future. 

SICKLE  CELL  ANEMIA:  Another  example  relates  to  the  development  of  treatments  for 
inherited  abnormalities  of  hemoglobin,  the  oxygen-carrying  substance  of  red  blood  cells. 
Worldwide,  millions  of  peoples'  lives  are  affected  directly  or  indirectly  by  such  disorders, 
most  prominent  among  them  being  sickle-cell  anemia  and  beta-thalassemia.  The 
demonstration  that  oral  hydroxyurea  is  the  first  effective  treatment  for  people  with  sickle 
cell  anemia  has  been  cited  as  one  of  the  top  ten  medical  advances  in  1995.  This  is  the 
direct  result  of  studies  with  nonhuman  primates  at  the  New  England  Center  where  the 
potential  effectiveness  of  hydroxyurea  was  first  demonstrated. 

VISION:  Studies  conducted  by  Dr.  Elio  Raviola  at  the  New  England  Center  examine  why 
millions  of  people  have  to  wear  glasses  due  to  myopia.  Myopia  has  a  prevalence  of  about 
25%  in  the  United  States  and  may  exceed  70%  in  certain  populations  in  the  world. 
Although  heredity  plays  a  part,  Dr.  Raviola  has  gathered  compelling  evidence  that 
environment  plays  a  role.  To  understand  the  mechanism,  Dr.  Raviola  has  developed  a 
nonhuman  primate  model  in  which  he  proved  that  excessive  growth  of  the  posterior 
segment  of  the  eye  globe  follows  alteration  or  blurring  of  the  visual  perception.  He  has 
shown  in  monkeys  that  under  appropriate  circumstances  the  retina  secretes  an  abnormal 
molecule  that  controls  growth  of  the  eye  leading  an  actual  elongation  of  the  eye  and 
altered  vision.  The  identification  of  this  molecule  as  a  vasoactive  peptide  provides  a  target 
for  the  development  of  methods  to  prevent  myopia. 

PARKINSON'S  DISEASE:  Parkinson's  disease  is  a  degenerative  disorder  of  the  brain 
which  affects  an  increasing  segment  of  the  older  population.  It  is  characterized  by  a  loss 
of  nerve  cells.  Typically,  diagnostic  symptoms  do  not  become  evident  until  neural 
degeneration  is  severe,  precluding  early  intervention  with  drugs  that  may  retard 
progression  of  the  disease.  A  procedure  which  would  allow  presymptomatic  diagnosis  of 
the  disease  would  be  of  great  benefit.  Using  squirrel  monkeys,  Dr.  Bertha  Madras  at  the 
New  England  Center  has  developed  a  brain  imaging  agent,  termed  altropane,  that  in  the 
monkey  accumulates  almost  exclusively  in  the  dopamine-rich  striatum  of  the  brain,  the 
area  affected  in  Parkinson's  disease.  With  this  agent,  single  photon  emission  tomography 
(SPECT  imaging)  was  able  to  accurately  detect  dopamine  cell  loss  in  monkeys  with 
experimentally  induced  Parkinson's  disease.  The  Food  and  Drug  Administration  approved 
investigation  of  this  new  drug  and  studies  conducted  at  the  Massachusetts  General 
Hospital  and  elsewhere  have  confirmed  in  human  patients  that,  indeed,  altropane  is  highly 
effective  in  imaging  those  specific  areas  of  the  brain  affected  in  Parkinson's  disease,  thus 
allowing  early  diagnosis. 
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AFFILIATED  SCIENTISTS:  In  addition  to  their  own  research  programs,  the  seven 
Regional  Primate  Research  Centers  serve  as  national  resources  to  the  biomedical 
community  at  large.  Thousands  of  NIH-supported  investigators  from  nearly  every  major 
research  university  in  our  country  depend  upon  the  Primate  Research  Centers'  resources. 
These  investigators  either  actually  conduct  part  of  their  research  at  the  Centers  or  depend 
upon  the  Centers  for  expertise  or  biological  specimens.  This  nationwide  program 
addresses  nearly  every  major  program  of  the  NIH  categorical  institutes. 

BUDGET:  The  research  programs  at  the  Centers  are  largely  supported  by  research 
grants  from  the  categorical  institutes  of  the  NIH.  The  infrastructure  of  the  Centers  which 
provides  the  necessary  resources  for  the  program  to  remain  successful,  however,  depends 
on  appropriations  provided  to  the  Centers  through  the  National  Center  for  Research 
Resources,  NIH.  Appropriations  for  the  Regional  Primate  Research  Centers  in  absolute 
dollars  has  barely  risen  in  recent  years,  and  has  actually  declined  in  several  recent  years. 
When  you  take  into  account  inflation  and,  in  particular,  the  extraordinary  high  costs  of 
biomedical  research,  the  budget  for  the  seven  Centers  has  seriously  declined.  This  has 
necessarily  led  to  reductions  of  available  resources  for  the  biomedical  community.  In 
particular,  irreplaceable  colonies  of  nonhuman  primates  have  been  curtailed  and  will 
probably  never  be  replaced.  Many  programs  of  the  NIH  have  enjoyed  an  increase  in  their 
budgets.  Unfortunately,  certain  resources  are  easy  to  neglect.  Let  me  quote: 

The  right  plan,  with  the  wrong  resources, 
becomes,  sadly  the  wrong  plan 

I  request  that  this  committee  in  its  budget  deliberations  take  action  to  reverse  the  current 
"no  growth"  funding  pattern  that  has  existed  for  the  past  several  years  for  the  Regional 
Primate  Research  Center  Program.  The  seven  Centers  are  currently  operating  around  12 
million  dollars  below  their  NIH  peer-reviewed,  approved  recommended  funding  level. 
Specifically,  designated  funding  for  the  Primate  Center's  Program  of  an  additional  6  million 
dollars  over  the  FY  1996  funding  authorization  of  $44,974  million  is  urgently  needed  to 
prevent  further  degradation  of  this  extremely  valuable  biomedical  resource. 

I  would  like  to  thank  the  Committee  for  their  support  in  providing  NCRR  construction 
funds  which  are  specifically  designated  for  Primate  Centers  the  previous  two  years.  These 
funds  are  essential  for  providing  appropriate  facilities  and  laboratories  for  our  vital 
research  mission  and  continued  appropriations  of  this  nature  are  essential. 
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Mr.  Porter.  I'm  correct,  am  I  not,  that  the  primate  centers  have 
to  compete  for  the  funds  to  become  eligible? 

Mr.  Wortham.  That's  correct.  We're  a  peer  review  process,  like 
most  programs. 

Mr.  Porter.  Well,  we  thank  you  very  much  for  your  testimony 
today,  and  I'm  sorry  we've  run  over  and  delayed  some  of  our  wit- 
nesses. 

Mr.  Wortham.  Thank  you. 


Thursday,  March  7,  1996. 

WITNESS 

DAVID  G.   GORENSTEIN,  PH.D,  UNIVERSITY  OF  TEXAS  MEDICAL 
BRANCH  AT  GALVESTON 

Mr.  Porter.  David  G.  Gorenstein,  Ph.D.,  Professor,  representing 
the  University  of  Texas  Medical  Branch  at  Galveston. 
Dr.  Gorenstein.  I  also  lived  in  Deerfield. 

Mr.  Porter.  Really?  Gee,  we  have  more  witnesses  living  in  Deer- 
field  lately.  [Laughter.] 

Dr.  Gorenstein.  Chairman  Porter,  other  members  of  the  sub- 
committee, my  name  is  David  G.  Gorenstein.  I'm  from  the  Univer- 
sity of  Texas  Medical  Branch  at  Galveston,  UTMB.  I  serve  as  Di- 
rector of  the  Sealy  Center  for  Structural  Biology  and  Professor  of 
Human  Biological  Chemistry  and  Genetics. 

I  speak  to  you  today  as  a  beneficiary  of  this  country's  50  year 
history  of  bipartisan  support  for  biomedical  research  and  education. 
I  received  my  undergraduate  education  at  MIT,  my  graduate  train- 
ing at  Harvard  University,  support  by  an  NIH  traineeship.  I  had 
advanced  training  at  Oxford  University  in  England  through  the 
generosity  of  the  Fulbright  Senior  Investigator  Program. 

America's  world  leadership  in  science  medicine  and  biotechnology 
is  a  product  of  your  support  of  the  public  trust,  and  I  speak  for  my 
colleagues  across  the  country  in  thanking  you  for  your  stewardship. 
We  are  particularly  grateful  for  the  5.7  percent  increase  in  fiscal 
year  1996. 

The  opportunities  to  address  complex  biomolecular  research 
problems  have  never  been  greater.  My  own  field  of  structural  biol- 
ogy offers  a  perfect  example  of  a  new  field  of  research  that  has  the 
potential  for  substantial  health  and  economic  impact.  In  structural 
biology,  we  solve  the  three  dimensional  structure  of  complex  bio- 
logical molecules,  such  as  shown  in  this  exhibit  on  protein  DNA 
complex.  Cures  for  many  diseases  will  continue  to  elude  us  until 
we  can  understand  the  detailed  molecular  architecture  that  struc- 
tural biology  provides,  not  only  of  how  these  biomolecules  work 
normally,  but  of  what  can  go  wrong  to  cause  disease. 

New  drugs  can  then  be  specifically  designed  to  fix  what  has  gone 
wrong.  In  my  own  field,  these  methods  for  drug  discovery  have 
been  developed  only  within  the  past  decade.  The  field  is  undergoing 
tremendous  growth.  The  biotechnology  and  pharmaceutical  indus- 
tries have  all  embraced  structural  biology  because  it  affords  an  op- 
portunity to  speed  the  drug  discovery  process  and  yet  save  money 
in  the  long  run. 
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Our  own  group  and  others  at  UTMB  are  interested  in  under- 
standing the  three  dimensional  structure  of  the  AIDS  viral  proteins 
and  various  drug  complexes,  but  are  also  trying  to  understand  the 
molecular  basis  of  a  new  class  of  drugs  that  are  targeted  to  specific 
proteins  that  are  attracting  towards  cancer. 

Just  as  one  example  of  the  opportunities  afforded  by  structural 
biology  in  improving  health  care  that  is  provided  by  the  develop- 
ment of  an  exciting  new  class  of  anti-AIDS  drugs,  the  gene  from 
one  of  the  HIV  proteins  was  cloned  and  the  three-dimensional 
structure  of  the  protein  solved  by  structural  biologists.  Computer 
modeling,  using  structural  biologists,  was  then  used  to  design  a 
number  of  new  drugs  to  bind  to  this  critical  enzyme  of  the  virus. 
Pharmaceutical  chemists  then  synthesized  these  rationally  de- 
signed drugs.  They  were  not  operating  in  the  dark  as  they  had 
often  been  in  the  past. 

Just  a  few  days  ago,  in  fact,  the  FDA  authorized  the  use  of  sev- 
eral of  these  new  drugs  in  the  treatment  of  AIDS.  The  initial  re- 
sults are  really  encouraging.  It's  greatly  sped  up  the  drug  discovery 
process.  Similar,  targeted  drug  discovery  processes  are  now  under- 
way at  cancer,  heart,  genetic  and  other  diseases. 

The  entire  biotechnology  industry  is  poised  to  take  advantage  of 
this  new  drug  discovery  process.  A  particularly  important  though 
quite  small  component  of  NIH  funding  is  through  the  Small  Busi- 
ness Innovative  Research,  the  SBIR  program.  This  peer  review  pro- 
gram provides  an  important  linkage  between  university,  govern- 
ment and  industry.  And  I  personally  have  been  involved  in  a  small 
biotechnology  startup  firm  that  helps  take  advantage  of  tech- 
nologies and  patents  that  I  and  my  colleagues  developed  within  the 
university  through  NIH  supported  research.  The  SBIR  mechanism 
allows  companies  that  developed  out  of  basic  research  to  develop  on 
the  market. 

Fm  sure  you  agree  that  one  reason  why  the  U.S.  is  the  world 
leader  in  biotechnology  is  the  unique  link  that  exists  between  world 
class  NIH  supported  academic  research  and  the  business  world. 
These  are  enormously  exciting  times  in  my  field.  We  are  now 
poised  to  understand  the  basic  details  of  life  at  the  atomic  level. 
The  potential  of  these  new  approaches  to  treat,  cure,  prevent  dis- 
ease can  have  great  economic  benefit,  not  to  mention,  as  we  saw 
today,  the  potential  for  lessening  of  human  suffering. 

Unfortunately,  during  this  period  of  tremendous  opportunities 
and  excitement  in  the  field,  faculty  are  very  frustrated  as  they 
spend  less  time  doing  research  and  more  time  writing  grants,  some 
of  which  there  is  only  an  11  percent  chance  of  getting  funding,  fac- 
ulty who  at  one  time  enthusiastically  encouraged  young  students 
to  forge  ahead  with  a  career  in  research  now  hesitate  to  make  that 
recommendation. 
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Fully  understanding  the  constraints  and  demands  in  the  Federal 
budget,  as  well  as  the  hard  economic  decisions  this  subcommittee 
must  make,  I  am  here  today  to  implore  your  support  of  NIH  with 
the  6.5  percent  increase  recommended  by  both  FASEB  and  the  ad 
hoc  group.  We  cannot  move  this  country  forward  without  invest- 
ment in  the  future,  and  the  future  holds  enormous  capacity  for 
medical  and  economic  advancement  with  the  NIH  supported  re- 
search. 

Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Chairman  Porter  and  Members  of  the  Subcommittee  my  name  is  David 
G.  Gorenstein.     I  am  from  the  University  of  Texas  Medical  Branch, 
at  Galveston   (UTMB)   where  I  serve  as  Director  of  the  Sealy  Center 
for  Structural  Biology,   Professor  of  Human  Biological  Chemistry 
and  Genetics  and  Senior  Scientist  in  the  Sealy  Center  for 
Molecular  Science.     I  speak  to  you  today  as  a  beneficiary  of  this 
Country's  fifty-year  history  of  bi-partisan  support  for  biomedical 
research.     I  received  my  undergraduate  training  at  MIT,  graduate 
training  at  Harvard  University  and  advanced  training"^ at.  Oxford 
University  in  England  through  the  generosity  of  the  Fulbright 
senior  investigator  program.     More  recently  I  was  a  Guggenheim 
Fellow  at  the  University  of  California  at  San  Francisco.     I  am  the 
editor  and  on  the  editorial  board  of  several  journals  in  my 
scientific  discipline  of  structural  biology.     Finally  I  have  been 
supported  by  the  National  Institutes  of  Health  (NIH)   through  the 
process  of  competitive  peer  review  for  the  past  25  years.     I  have 
also  served  as  director  of  a  number  of  NIH  and  National  Science 
Foundation   (NSF)   designated  research  centers,    including  one  of 
five  NIH  Research  Resources  national  nuclear  magnetic  resonance 
(NMR)   Centers  in  the  country  and  one  of  ten  NSF  national 
Biological  Facilities  Centers.     I  have  served  as  deputy  director 
of  one  of  eleven  National  Institutes  of  Allergy  and  Infectious 
Diseases   (NIAID)   designated  national  AIDS  Research  Centers. 

America's  world  leadership  in  science,  medicine  and  biotechnology 
is  a  product  of  your  support  as  keeper  of  the  public  trust,   and  I 
speak  for  my  colleagues  across  the  country  in  thanking  you  for 
your  stewardship.     We  are  particularly  grateful  for  the  5.7% 
increase  in  the  FY   '96  budget.     The  opportunities  to  address 
complex  biomedical  research  problems  have  never  been  greater.  An 
extensive  body  of  knowledge  upon  which  to  build  is  growing  daily; 
new  efficient  technologies  speed  the  discovery  process;  and, 
multidisciplinary  approaches  offer  exciting  potential  for  medical 
breakthroughs.     With  your  support  of  the  NIH,  we,   in  the  academic 
community,   stand  ready,  willing  and  able  to  continue  to  make 
substantial  health  and  economic  contributions  to  this  country. 

My  field  of  Structural  Biology  offers  a  perfect  example  of  a  new 
field  of  research  that  has  the  potential  for  substantial  health 
and  economic  impact.     Scientists  realize  that  if  we  want  to  attack 
some  of  the  fundamental  medical  problems  in  the  country,  we  have 
to  understand  the  basic  targets  of  activities  in  molecules. 
Ultimately  this  information  can  be  utilized  in  the  development  of 
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therapeutically  useful  drugs.     In  structural  biology  we  utilize 
methods  such  as  NMR,   x-ray  diffraction  and  computational  modeling 
to  solve  the  three-dimensional  structure  of  complex  molecules  as 
proteins  and  DNA.     Cures  for  many  diseases  will  continue  to  elude 
us  until  we  can  understand  the  detailed  molecular  architecture 
that  structural  biology  provides  not  only  of  these  biomolecules , 
but  of  aberrant  molecules  that  cause  disease  and  new  drugs  that 
work  by  binding  to  these  molecules.     In  my  own  field  of  NMR,  these 
methods  for  drug  discovery  have  been  developed  only  within  the 
last  decade.     The  field  is  undergoing  tremendous  growth  because  of 
new  technologies  and  the  enormous  potential  it  provides  for 
understanding  many  basic  and  applied  problems  in  biomedicine.  The 
biotechnology  and  pharmaceutical  industry  has  embraced  structural 
biology  because  it  affords  opportunities  to  speed  the  discovery 
process  and  yet  save  money  in  the  long-run.     We  will  shortly  have 
the  sequence  of  the  entire  human  genome  through  the  NIH  supported 
human  genome  project.     Of  the  ca.  50-100,000  in  the  human  DNA  only 
a  tiny  fraction  have  been  identified  and  characterized.     We  know 
the  three-dimensional  structure  of  an  even  smaller  number  of  the 
coded  proteins  that  control  the  life  and  death  of  cells  and  of  us . 

As  you  know,   AIDS  researchers  are  interested  in  designing  drugs  to 
attack  specific  proteins  of  HIV.     Our  own  group  and  others  at  UTMB 
are  interested  in  understanding  the  three  dimensional  structure  of 
HIV  reverse  transcriptase  and  various  drug  complexes .     We  are  also 
trying  to  understand  the  molecular  basis  of  a  new  class  of  drugs 
that  are  targeted  to  specific  proteins  involved  in  cancerous 
growth.   The  instrumentation  we  require  is  becoming  prohibitively 
expensive  for  single  investigator  research.     I  am  most  fortunate 
to  have  one  of  very  few  750  MHz  NMR  spectrometers  in  the  world. 
NIH  funds  were  leveraged  to  purchase  this  and  other  instruments 
creating  a  new  resource  for  biomedical  discovery.     The  NIH  Center 
for  Research  Resources   (NCRR)  plays  a  vital  role  in  providing 
instrumentation  for  research  and  needs  support.     Several  years  ago 
I  chaired  a  study  section  reviewing  grants  for  funding  of  major 
biomedical  instrumentation.  Unfortunately  because  of  the  reduction 
of  funding  of  this  program  by  7  5%  that  year,   only  a  tiny  fraction 
of  the  excellent  applications  were  funded. 

Just  one  example  of  the  opportunities  afforded  by  structural 
biology  in  improving  health  care  can  be  provided  by  the 
development  of  an  exciting  new  class  of  anti-AIDS  drugs.     The  gene 
for  one  of  the  HIV  proteins  was  cloned  and  the  3D  structure  of  the 
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protein  solved  by  X-ray  crystallography.     The  details  of  the 
protein  structure  allowed  many  structural  biologists  to  utilize 
new  computer  modeling  methods  to  design  a  number  of  new  drugs  to 
bind  to  this  critical  enzyme  of  the  virus.  Pharmaceutical 
chemists  then  synthesized  these  rationally  designed  drugs.  They 
were  not  operating  in  the  dark  as  they  often  found  themselves 
previously.  Just  a  few  days  ago  the  FDA  authorized  the  use  of 
several  of  these  new  drugs  in  the  treatment  of  AIDS.     The  initial 
results  are  very  encouraging.     This  greatly  sped  up  the  drug 
discovery  process .     Similar  targeted  drug  discovery  is  now 
underway  in  cancer,   heart  and  genetic  diseases. 

The  entire  biotechnology  industry  is  poised  to  take  advantage  of 
this  as  well  as  many  other  new  avenues  of  drug  discovery.  A 
particularly  important  though  quite  small  component  of  NIH  funding 
is  through  the  small  business,   innovative  research   (SBIR)  program. 
This  peer-reviewed  program  provides  an  important  linkage  between 
industry,   university  and  the  government.     Both  industry  and 
universities  can  often  work  best  together  by  sharing  resources  and 
technologies .     I  personally  have  been  involved  in  a  small 
biotechnology  start-up  firm  that  hopes  to  take  advantage  of 
technologies  and  patents  that  I  and  my  colleagues  developed  within 
the  university  through  NIH  supported  research.     The  SBIR  mechanism 
allows  companies  that  evolve  out  of  this  basic  research  to  develop 
on  the  market.   I  am  sure  you  agree  that  one  reason  why  the  US  is 
the  world  leader  in  biotechnology  is  the  unique  link  that  exists 
between  world  class,  NIH  sponsored  academic  research  and  the 
business  world.     Many  barriers  exist  relative  to  timely 
publication  of  results,  patent  protection  and  distribution  of 
revenues .     We  need  help  to  address  these  barriers  and  promote 
economic  development . 

These  are  enormously  exciting  times  in  my  field.  We  are  now  poised 
to  understand  the  basics  of  life  at  atomic  details.     The  impact 
that  these  new  methods  and  approaches  have  to  disease  elimination 
and  prevention  provide  great  economic  benefit  and  lessening  of 
human  suffering.     The  US  through  NIH  funding  must  continue  to 
provide  the  leadership  role  in  basic  biomedical  research  if  we  are 
to  continue  to  be  a  leader  in  this  infant  biotechnology  industry. 
We  all  look  towards  future  growth  and  development  on  structural 
biology  and  other  new  exciting  technologies  now  being  developed  in 
university  and  small  biotech  company  laboratories.     Without  atomic 
level  structures  to  guide  our  research,  we  will  be  unable  to  keep 
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pace  with  international  competition,    let  alone  serve  a  world 
leadership  role. 

This  is  not  the  time  to  become  complacent.  Emerging  and  reemerging 
infectious  diseases  threaten  on  many  fronts.     With  the  support  of 
NIH,   UTMB  established  a  Center  for  Tropical  Diseases.     This  Center 
is  working  with  the  World  Health  Organization,  NAFTA,   and  CDC  to 
study  and  enhance  the  prediction,  prevention  and  control  of 
several  emerging  viral  diseases  occurring  in  the  Americas .  Also 
with  NTH  support,   UTMB  has  developed  a  Clinical  Center  for  AIDS 
Research.     Finally,   the  Center  for  Environmental  Health,  funded 
through  NIEHS,    is  addressing  complex  DNA  repair  systems  and 
working  with  the  community  to  access  various  risk  factors. 
Developing  knowledge  and  economic  development  that  is  compatible 
with  human  health  is  the  reason  why  environmental  science  programs 
are  so  important  to  the  future  of  this  country.     A  combination  of 
structural  biology  and  environmental  health  research  will  make  it 
possible  to  enhance  the  science  base  for  making  regulatory 
decisions . 

Time  constraints  prohibit  mention  of  the  many  other  UTMB  programs 
supported  by  NIH  funding.     These  programs  are  making  substantial 
contributions  to  the  health  and  welfare  of  this  country.  They 
certainly  will  be  impacted  by  the  decisions  made  by  this 
subcommittee  on  the  continued  support  of  the  National  Institutes 
of  Health. 

UTMB  is  concerned  about  the  impact  of  health  care  reform  on  the 
nation's  academic  institutions.     Patient  care  dollars  support 
research  and  the  education  and  training  of  future  generations  of 
scientists.     The  extent  of  that  support  varies  from  institution  to 
institution  depending  on  how  the  numbers  are  calculated,   but  is 
considered  to  be  substantial  at  some  institutions.     Throughout  the 
nation,    clinical  researchers  are  being  asked  to  generate  more 
patient  care  dollars,    thus  further  restricting  time  for  clinical 
research. 

Certainly,    every  attempt  is  being  made  to  conserve  resources. 
UTMB  is  cataloging  research  expertise,   core  facilities,  equipment, 
technologies,    etc.   to  provide  mechanisms  that  will  enable  faculty 
to  share  existing  and  future  resources.     Steps  have  been  taken  to 
identify  UTMB ' s  multidisciplinary  strengths  to  address  medical 
problems  and  further  promote  resource  sharing.     The  development  of 
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our  structural  biology  center  is  a  reflection  that  this  research 
is  just  too  complex  today  to  continue  in  the  mode  of  a  single 
investigator.     These  technologies  require  the  collaboration  of 
many  scientists  in  different  disciplines,    from  physicists,  to 
biochemists  to  clinicians. 

Unfortunately,   during  this  period  of  tremendous  opportunities  and 
excitement  in  the  field,    faculty  are  frustrated  as  they  spend  less 
time  doing  research  and  more  time  writing  grants,   some  of  which 
have  as  little  as  a  11%  chance  of  funding.     Faculty  who  at  one 
time  enthusiastically  encouraged  young  students  to  forge  ahead 
with  a  career  in  research,   now  hesitate  to  make  that 
recommendation.     The  uncertainty  of  the  future  for  research 
prohibits  honest  recommendation.     Likewise,  young  students  are 
watching  as  their  mentors  struggle  in  an  increasingly  competitive 
research  environment,   and  wonder  what  the  future  will  hold  for 
them. 

Fully  understanding  the  constraints  and  the  demands  on  the  federal 
budget  as  well  as  the  hard  economic  decisions  this  Subcommittee 
must  make,    I  am  here  today  to  implore  you  to  support  NIH  with  the 
6.5%  increase  recommended  by  both  FASEB  and  the  Ad  Hoc  Group.  We 
cannot  move  this  country  forward  without  investment  in  the  future, 
and  the  future  holds  enormous  capacity  for  medical  and  economic 
advancement  through  the  support  of  research. 

I  am  in  awe  of  the  democratic  process  that  allows  a  research 
scientist  to  come  before  this  distinguished  Subcommittee  to  voice 
an  opinion.      I  assure  you  it  is  an  opinion  shared  by  individual 
investigators  and  academic  institutions  across  the  country.  We 
need  your  help.     We  need  your  support.     The  National  Institutes  of 
Health  is  the  cornerstone  for  America's  leadership  role  in 
biomedical  research.     The  rigorous  peer-review  and  evaluation 
provided  through  the  NIH  process  for  funding  research  is  the  most 
successful  research  funding  enterprise  in  the  world,  and 
guarantees  that  money  invested  in  the  NIH  is  money  well  spent. 
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Mr.  Porter.  Can  I  ask  one  quick  question?  You  mentioned  the 
deteriorating  percentage  of  grants  that  are  able  to  be  funded  today. 
What  would  be  your  opinion  as  to  why  that  is  so?  Since  we're  put- 
ting more  money  into  NIH  and  biomedical  research  all  the  time, 
why  would  we  have  fewer  grants? 

Dr.  Gorenstein.  I  think  we've  done  a  great  job  in  encouraging 
previously  our  peers  to  move  into  biomedical  research,  certainly. 
And  so  we've  had  increased  numbers,  but  yet  effectively  on  a  re- 
duced, non-inflationary  money  that  is  not  a  great  increase,  espe- 
cially considering  that  biomedical  research  is  going  up  at  a  much 
faster  rate  than  normal  research. 

An  example,  my  own  instrumentation,  a  nucleomagnetic  reso- 
nance spectrometer,  when  I  first  started  research,  you  could  buy 
one  of  those  for  $200,000.  I  moved  to  UTMB  because  we  have  one 
of  the  few  750  MHz  nucleomagnetic  spectrometers,  and  it  cost  $3 
million.  So  biomedical  research  is  escalating,  but  the  opportunities 
it  affords  are  just  remarkable. 

Mr.  Porter.  Well,  then,  inflation  in  costs,  more  researchers,  re- 
search projects  lasting  over  a  longer  period  of  time  and  more  poten- 
tial or  better  research  opportunities,  all  of  those  are  factors? 

Dr.  Gorenstein.  They're  all  factors.  I  mean,  there  are  people 
who  have  been  moving  into  these  fields  because  of  the  great  excite- 
ment. We  all  know  that  excitement,  certainly.  And  so  there  has 
been  a  movement  of  people  into  these  fields,  certainly,  and  espe- 
cially in  structural  biology,  where  there's  been  such  a  great  growth 
of  interest  and  movement  into  it.  I  just  sat  on  an  NIH  study  section 
last  year  where  it  was,  the  blood  was  all  over  the  walls.  It  was  very 
sad. 

Mr.  Porter.  We  need  to  look  long  term  at  how  we  can  really  dra- 
matically increase  funding  in  biomedical  research,  like  doubling 
our  commitment  because  the  opportunities  are  so  much  more  avail- 
able to  us  today  than  ever  before.  Every  day  that  we  don't  take  ad- 
vantage of  them,  we  lose,  potentially  lose. 

We  really  appreciate  your  testimony,  Dr.  Gorenstein. 

Mr.  Miller.  Can  I  ask  one  brief  question? 

Mr.  Porter.  Mr.  Miller. 

Mr.  Miller.  Do  you  recognize  as  much  of  a  problem  with  regula- 
tions coming  out  of  Washington  impacting  your  biomedical  re- 
search, whether  it's  the  animal  side  or  the  auditing  side,  or  what 
have  you?  Is  there  any  area  of  savings  in  that  area  that  would 
make  more  efficient  use  of  your  dollars? 

Dr.  Gorenstein.  Well,  I  certainly  think  that  the  FDA  expediting 
the  development  of  new  drugs  to  market  is  an  exciting  new  way  of 
moving,  certainly.  Because  especially  for  small  companies  and  ev- 
erything, for  them  to  develop  effectively  the  drugs  that  tradition- 
ally might  take  ten  years  to  develop,  a  small  company  does  not 
have  the  equity  to  survive  those  eight  years  to  develop  a 
$300,000,000  drug. 

So  the  decrease  in  regulation  to  move  drugs  from  the  research 
laboratory  to  the  bedside  I  think  is  being  shortened  through  the  de- 
crease in  the  number  of  these  regulations.  I  think  that's  very  im- 
portant. 
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Mr.  Porter.  Thank  you,  Dr.  Gorenstein. 


Thursday,  March  7,  1996. 

WITNESSES 

CELESTE  LOPES  AND  MARY  LOU  McGEE,  RECORDING  FOR  THE  BLIND 
AND  DYSLEXIC 

Mr.  Porter.  Finally,  two  very  patient  individuals  who  have  been 
here  all  morning,  and  I  feel  bad  about  how  much  we've  run  over. 
Mary  Lou  McGee,  Chairman  of  the  Board,  and  Celeste  Lopes,  a  dis- 
trict attorney  from  New  York,  testifying  in  behalf  of  Recording  for 
the  Blind  and  Dyslexic.  Thank  you  both  for  your  patience. 

Ms.  McGee.  Good  afternoon,  Mr.  Porter. 

To  switch  to  education  for  just  a  moment,  if  we  may,  I  know  that 
I'm  very  pleased,  we're  very  pleased  to  be  your  finale,  and  I  know 
you're  real  glad  that  we're  your  finale  this  morning.  As  National 
Chairman  of  Recording  for  the  Blind  and  Dyslexic,  I  welcome  the 
chance  to  be  here  again  this  year.  We  have  submitted  written  testi- 
mony to  you  which  has  all  the  facts  and  figures  that  you  will  need 
about  our  program. 

I  would  just  like  to  make  two  quick  points.  First,  to  thank  you 
very  much  for  the  support  of  the  subcommittee  in  our  past  re- 
quests. And  very  important  to  us,  to  remind  you  that  Recording  for 
the  Blind  and  Dyslexic  is  really  the  national  educational  library  for 
people  who  are  blind  or  have  print  disabilities.  The  demand  for  our 
services  has  grown  about  70  percent  since  1990  and  will  double  by 
the  year  2000. 

In  spite  of  this  growth  in  service,  only  about  25  percent  of  our 
cash  budget  comes  from  the  Federal  Government.  However,  the 
Federal  supplement,  which  was  $3.6  million  during  the  last  two 
years,  and  our  request,  I  might  add,  for  next  year,  is  $4.5  million, 
which  is  the  same  we  requested  last  year,  we  are  not  requesting 
an  increase.  This  Federal  money  has  been  very  key  in  funding  our 
growth  of  service  and  also  letting  us  do  the  research  and  the  tech- 
nology for  better  service,  taking  computer  technology  that  exists 
now  and  applying  it  to  our  population.  This  is  very  exciting,  our 
borrowers  are  waiting  for  it. 

The  second  thing  I  want  to  tell  you  is  that  Recording  for  the 
Blind  and  Dyslexic  is  a  very  well  managed,  non-profit  business.  We 
are  lean  and  mean.  And  we  spend  81  cents  of  every  dollar  that  we 
have  in  revenue  on  direct  services. 

The  reason  we're  able  to  do  this  is  that  96  percent  of  all  the  peo- 
ple who  work  for  us  are  volunteers.  We  have  4,500  volunteers 
across  the  country,  and  only  about  200  full-time  paid  employees  for 
all  our  studios  and  our  headquarters.  This  makes  us  a  real  good 
bargain  for  the  Federal  Government,  because  of  that  volunteer 
component.  We  could  not  possibly,  the  Government  could  not  pos- 
sibly replicate  the  service  that  we  provide  on  our  budget.  And  we 
feel  very  proud  of  the  effective  way  that  we  do  consumer  services 
and  move  the  technology  forward  for  our  population. 

I'm  pleased  that  Ms.  Celeste  Lopes  is  here  today.  She  is  one  of 
our  success  stories,  certainly,  and  I  welcome  her.  She's  been  a  Re- 
cording for  the  Blind  and  Dyslexic  borrower  since  1970.  She  is  an 
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assistant  district  attorney  in  New  York,  a  graduate  of  William 
Smith  and  Boston  College  Law  School,  and  an  accomplished  skier 
and  equestrian. 
Ms.  Lopes.  Thank  you. 

Good  afternoon.  I  thank  you  first  of  all  for  the  honor  of  address- 
ing you.  And  I  think  I  should  start  my  comments  by  first  telling 
you,  I've  been  legally  blind  since  birth.  And  from  the  time  I  started 
school  in  1963  until  I  said  goodbye  to  the  academic  world  in  1983, 
I  have  been  mainstreamed,  which  means  I've  been  mainstreamed 
for  many,  many  years  prior  to  the  passage  of  Federal  law  504,  and 
for  many  years  thereafter. 

However,  I  was  never  taught  Braille.  Recordings  for  the  Blind, 
when  I  was  in  school,  was  the  only  way  I  got  through  junior  high 
school,  high  school,  college  and  law  school  and  it  continues  to  serve 
me  as  Recordings  for  the  Blind  and  Dyslexic  in  my  professional  ca- 
reer. I  still  depend  upon  Recordings  for  the  Blind  and  Dyslexic  for 
a  great  number  of  my  reading  needs,  as  do  the  hundreds  of  thou- 
sands of  individuals  in  this  country  who  cannot  access  the  printed 
word. 

Recordings  for  the  Blind  and  Dyslexic  provide  accessible  textual 
materials  not  only  on  audio  cassette  tapes  but  now  also  in  an  elec- 
tronic format  called  E-text,  which  is  a  way  of  reading  textual  mate- 
rial with  the  use  of  a  computer.  And  for  me,  it's  with  the  use  of 
a  computer  and  a  voice  synthesizer. 

My  story,  however,  is  no  different  than  the  hundreds  of  thou- 
sands of  individuals  who  are  of  a  few  years  prior  to  my  age  and 
those  who  are  now  in  school,  because  schools  are  still  not  teaching 
Braille,  and  people  still  need  an  accessible  way  of  retrieving  the 
necessary  information  we  need  to  be  successful  in  academia,  as 
well  as  in  our  professional  careers. 

We  also  look  forward  to  Recordings  for  the  Blind  developing  more 
efficient  and  effective  ways  of  integrating  computer  technology  with 
the  ability  to  access  the  printed  word.  Because  that  will  in  turn  en- 
able us  to  work  a  little  more  efficiently  and  effectively. 

So  through  your  past  generosity  and  hopefully  your  future  gener- 
osity, we  think  that  Recordings  for  the  Blind  will  continue  to  play 
this  integral  role  in  our  lives.  So  on  behalf  of  myself  and  the  other 
hundreds  of  thousands  of  people  who  cannot  read  the  printed  word, 
I  thank  you  for  your  past  support  and  encourage  your  future  sup- 
port. 

[The  prepared  statement  follows:] 
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STATEMENT  OF 
RECORDING  FOR  THE  BLIND  &  DYSLEXIC,  INC. 

Before  the 

Subcommittee  on  Labor,  Health  and  Human  Services,  and  Education 
Committee  on  Appropriations 
U.S.  House  of  Representatives 

With  respect  to 

Fiscal  Year  1 997  Appropriations 
Office  of  Special  Education  and  Rehabilitative  Services 
Department  of  Education 

March  7,  1996 


INTRODUCTION 


Recording  for  the  Band  &  Dyslexic  (RFB&D)  deeply  appreciates  the  support  of  the  House 
Subcommittee  on  Labor,  HHS  and  Education  Appropriations,  which  has  provided  the  essential 
supplementary  assistance  needed  by  RFB&D  to  expand  its  services  and  to  undertake  the 
technological  innovations  necessary  to  assure  that  individuals  with  disabilities  are  able  to 
compete  with  their  sighted  peers  in  gaining  full  access  to  education  and  careers. 

This  year,  RFB&D  respectfully  requests  the  Committee  to  recommend,  and  the  Congress  to 
appropriate,  $4.5  million  to  continue  to  help  support  RFB&D's  services  to  blind  and  other 
disabled  students  for  FY  1997.  This  amount  is  the  same  as  RFB&D  requested  last  year. 
Funding  at  this  level  is  essential  to  adequately  support  RFB&D's  continued  growth  in  services 
and  its  leading  role  in  developing  and  applying  new  technologies  for  making  information 
accessible  to  individuals  for  whom  standard  print  is  of  little  or  no  use. 


WHY  CONGRESS  SHOULD  FUND  RFB&D 


The  National  Education  Library 

RFB&D  -  a  national,  private,  nonprofit,  volunteer-based  organization  -  serves  as  the  National 
Education  Library  for  people  who  cannot  read  standard  print  because  of  a  disability.  Applying 
the  latest  technologies,  RFB&D  produces  and  distributes  textbooks  and  other  educational 
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materials  in  accessible  audio  and  digital  text  versions  to  students  and  professionals  who  are 
blind,  severely  dyslexic,  or  otherwise  physically  disabled.  This  year  alone,  RFB&D  -  the 
largest  educational  library  of  its  kind  in  the  world  --  will  lend  over  225,000  copies  of 
textbooks,  free  of  charge,  to  nearly  40,000  individuals  with  disabilities  nationwide. 

RFB&D's  tape  and  digital  text  library  contains  75,000  textbooks  and  other  educational 
materials  covering  all  academic  subject  areas,  at  all  educational  levels  --  from  elementary  and 
secondary  school  through  college,  graduate  and  professional  school,  continuing  education,  and 
support  of  professional  careers.  New  books  are  added  to  the  library  by  RFB&D's  volunteer 
readers  at  the  rate  of  3,000-4,000  titles  each  year. 


A  Sound  Investment  for  Congress 

Since  RFB&D  was  founded  in  1 948  to  help  blinded  veterans  of  World  War  II  attend  college 
under  the  G.I.  Bill  of  Rights,  its  role  in  providing  educational  and  professional  opportunities  to 
people  with  disabilities  has  grown  and  become  recognized  as  a  unique  national  resource.  Up 
until  that  time,  few  blind  Americans  were  able  to  achieve  a  higher  education;  fewer  still 
advanced  to  hold  the  type  of  job  for  which  they  were  capable.  Now,  the  majority  of  RFB&D's 
students  who  attend  high  school  and  college  go  on  to  productive  careers  in  mainstream 
occupations.  As  a  result,  revenue  -  amounting  to  many  times  the  funds  invested  in  RFB&D 
by  Congress  -  is  returned  to  the  government  in  taxes  paid  by  disabled  workers.  (The  RFB&D 
brochure,  "Success,"  which  accompanies  this  testimony,  provides  illustrations  of  the  success 
of  these  individuals.) 


Fulfilling  a  Congressional  Mandate 

RFB&D  ~  in  the  private,  nonprofit  sector  -  has  been  helping  fulfill  the  federal  mandate  to 
provide  educational  opportunities  to  students  with  disabilities  since  the  passage  of  the  federal 
Rehabilitation  Act  of  1973  and  the  Education  of  the  Handicapped  Act  of  1975  (now  IDEA). 
For  blind,  severely  dyslexic,  and  many  other  physically-disabled  students,  "reasonable 
accommodation"  in  education  most  often  means  RFB&D's  taped  texts  and  books  on  computer 
disk.  It  is  to  RFB&D  --  as  the  primary  educational  materials  provider  --  that  these  students 
first  turn  to  meet  their  needs  for  accessible  materials. 


RFB&D  is  Well-Manaaed 

RFB&D  is  unique,  serving  as  a  model  for  private-public  sector  partnerships  and  operating  as 
an  almost  wholly  volunteer  organization.  Indeed,  RFB&D  -  a  well-managed,  efficient, 
medium-sized  corporation  --  stands  as  a  perfect  example  of  an  essential  national  service  that 
is  already  "privatized. " 

RFB&D  "employs"  the  services  of  over  4,500  volunteers,  comprising  96  percent  of  its  labor 
force.  Working  in  30  recording  studios  nationwide,  these  highly  trained  volunteers  are  subject 
experts,  familiar  with  the  academic  and  technical  content  of  the  books  they  read.  As  RFB&D 
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is  a  truly  volunteer-powered  organization.  Congress  derives  great  leverage  from  the  funds  it 
provides  to  this  service.  The  hours  of  labor  donated  annually  by  RFB&D's  volunteers  were 
valued  last  year  at  $9.2  million  by  KPMG/Peat  Marwick,  RFB&D's  independent  auditors. 

The  greatest  part  of  RFB&D's  funding  comes  from  private phSanthropy.  the  gifts  of  thousands 
of  individual,  corporate,  and  foundation  donors.  Eighty-four  percent  of  RFB&D's  budget 
comes  from  private  sources.  And,  with  an  effective,  professional  fundraising  program  in 
place,  RFB&D  each  year  raises  more  money  from  private  sources  than  it  did  in  the  previous 
year. 

RFB&D's  fixed  expenses  have  remained  largely  constant.  With  extremely  low  administrative 
costs  -81  percent  of  its  expenditures  go  directly  into  its  services  --  RFB&D  consistently 
meets  the  standards  set  by  the  Council  of  Better  Business  Bureaus  and  the  National  Charities 
Information  Bureau. 

RFB&D  continually  challenges  itself  to  improve  responsiveness,  anticipate  demand,  and 
provide  its  services  in  the  shortest  time  possible.  Ninety-six  percent  of  book  orders  are  filled 
within  48  hours  of  request.  RFB&D  is  the  model  of  a  consumer-centered,  responsive, 
nonprofit  corporation  whose  true  measure  of  success  is  the  satisfaction  of  the  individuals  it 
serves. 


THE  SUPPORT  RFB&D  NEEDS  FROM  CONGRESS 


As  mentioned,  the  largest  portion  of  RFB&D's  funding  comes  from  private  sources.  Last  year, 
in  an  overall  budget  of  $22  million,  including  the  expense  of  RFB&D's  library  headquarters, 
its  30  recording  studios  and  donated  volunteer  services.  Congress  provided  $3.6  million,  or 
1 6  percent.  In  a  cash  budget,  omitting  donated  services,  government  funding  amounts  to  27 
percent.  For  RFB&D,  this  valuable,  supplemental  government  funding  is  an  essential  addition 
to  its  budget,  enabling  the. organization  to  rise  to  the  challenges  of  growth  and  change  which 
it  would  otherwise  be  unable  to  do. 

Federal  funding  has  permitted  RFB&D  to  grow  to  serve  the  increasing  needs  of  individuals 
with  disabilities  and  to  develop  and  apply  new  technologies  which  assure  efficient  and 
effective  modes  of  access  to  information  for  the  thousands  of  American  students  and 
professional  who  cannot  read  standard  print. 


Increased  Demand  for  RFB&D  Services 

Over  the  past  several  years,  demand  for  RFB&D's  services  has  increased  dramatically, 
particularly  among  people  with  severe  dyslexia.  This  has  resulted  in  a  70  percent  increase 
since  1 990  in  the  number  of  people  using  its  services  and  a  60  percent  increase  in  the  number 
of  books  circulated.  And,  with  technological  advances  in  education  and  the  workplace  leading 
to  increased  opportunities  for  people  with  disabilities,  RFB&D  anticipates  doubling  the  number 
of  people  it  serves  by  the  Year  2000. 
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In  response,  RFB&D  is  rising  to  the  challenge  of  increased  demand  with  a  number  of  new 
programs  to  make  more  material  available  to  more  people  than  ever  before.  Included  among 
these  new  initiatives  are  RFB&D's  Institutional  Membership  program,  giving  schools  and 
agencies  greater  access  to  RFB&D's  services;  an  "Express"  reading  system,  streamlining  the 
production  of  high  demand  texts;  RFB&D's  "Kindergarten  through  Grade  3  Books"  program, 
recording  materials  for  early  elementary  education;  the  establishment  of  a  college  library 
program  to  distribute  materials  produced  by  individual  colleges  and  universities  through 
RFB&D's  national  network,  while  also  establishing  national  standards  of  production;  and  the 
completion  of  a  cooperative  database  network  listing  all  books  available  from  the  leading 
producers  of  accessible  format  materials. 

Flans  call  for  the  growth  of  RFB&D's  library  to  accelerate,  with  production  increasing  to  5,000 
new  titles  annually  by  the  Year  2000  and  400,000  copies  of  books  being  circulated  to  more 
than  75,000  individuals. 

Appffttt'Qr*  QfNew  TeghnQ/ggies 

Advances  in  new  information  technologies  have  allowed  RFB&D  to  greatly  expand  access  to 
an  increased  volume  and  entirely  new  types  of  information,  including  reference  works  and 
professional  journals.  RFB&D  is  leading  the  world  in  making  audio  and  digital  text  materials 
accessible  to  people  with  disabilities. 

Through  RFB&D's  electronic  text  (E-Text)  service,  individuals  who  cannot  use  a  standard 
computer  screen  are  now  able  to  read  books  and  other  information  using  synthesized  speech, 
electronic  braille  and  screen-character  enlargement.  RFB&D's  catalog  of  books  is  available 
online  for  searching  by  computer  and  modem.  This  year,  RFB&D  established  a  "Home  Page" 
on  the  World  Wide  Web,  expanding  outreach  and  the  awareness  of  its  services  to  the  Internet 
community. 

RFB&D  is  also  a  leading  participant  in  the  consideration  of  disability  and  copyright  issues. 
Since  1994,  RFB&D  has  played  an  active  role  among  the  publishing,  disability  and  education 
communities  in  promoting  the  Copyright  Bill  now  under  consideration  by  Congress  which  will 
ensure  greater  access  to  information  for  people  with  disabilities. 

This  year  too,  RFB&D  will  initiate  several  new  pilot  programs  applying  new  technology.  One 
program  will  allow  RFB&D  to  transmit  E-Text  over  the  Internet.  Another  will  experiment  with 
digital  audio  production,  an  investment  of  time  and  expertise  for  the  not-too-distant  future  in 
which  digital  text  and  digital  audio  technologies  converge. 

Carrying  out  these  new  initiatives  creates  an  enormous  challenge,  one  which  RFB&D  cannot 
do  by  itself  or  in  isolation.  In  the  application  of  new  technologies,  RFB&D  is  guided  and 
advised  by  corporate  partners  such  as  IBM,  Microsoft,  the  Association  of  American  Publishers, 
and  others;  by  scientists  from  the  commercial  sound  and  electronic  text  industries  who  serve 
on  RFB&D's  National  Board  of  Directors  and  technical  advisory  committees;  and  by 
collaborative  research  efforts  underway  in  universities  and  agencies  across  the  country  and 
around  the  world. 
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Through  these  activities  and  others,  RFB&D  is  improving  the  availability  and  flow  of 
information  to  people  with  disabilities  and  furthering  its  mission  of  equity  of  access  to 
information  for  all  Americans.  The  goal  is  quite  simple  -  accessible  versions  of  information 
to  people  with  disabilities  at  the  same  time,  with  the  same  ease,  and  on  the  same  terms  as 
is  accorded  to  the  general  population. 


CONCLUSION 


RFB&D  is  a  national  leader  and  innovator  in  providing  services  to  people  who  cannot  read 
standard  print  because  of  a  disability.  RFB&D  is  proud  of  its  proven  success  in  distributing 
educational  and  professional  materials  to  disabled  Americans  so  that  they  can  remove 
themselves  from  the  dependency  system  and  lead  productive  lives  in  society's  mainstream. 

By  utilizing  a  work  force  largely  comprised  of  volunteers,  by  raising  the  bulk  of  its  funding 
from  private  sources,  by  following  well-managed  business  practices,  by  undertaking 
partnerships  with  private  sector  corporations  and  other  agencies,  and  by  applying  advances 
in  new  technologies,  RFB&D  is  maximizing  the  federal  funding  entrusted  to  it,  and  is  ensuring 
a  sound  and  lasting  return  on  that  investment. 

We  ask  the  Congress  to  help  RFB&D  rise  to  the  increasing  demand  for  its  services  and 
continue  to  apply  new  technologies  which  allow  disabled  students  and  professionals  to 
compete  with  their  sighted  peers.  We  urge  the  Congress  to  continue  this  essential  private- 
public  partnership  at  this  critical  time  by  modestly  increasing  its  support  of  RFB&D  to  $4.5 
million  for  FY  1997. 
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Mr.  Porter.  Ms.  McGee  and  Ms.  Lopes,  thank  you  for  your  testi- 
mony. 

I  understand  that  the  Department  of  Education  delayed  your 
funding  for  this  fiscal  year  and  that  you  had  to  borrow  money. 

Ms.  McGee.  A  little  cash  flow  problem,  Fm  sure  that's  familiar 
to  you.  I  should  tell  you  that  we  appreciate  very  much  your  efforts 
to  help  us  recoup  that  money.  It  has  not  occurred  yet.  We  are  still 
working  through  the  offices  over  at  the  Department  of  Education. 
And  we're  hopeful  that  that  amount  will  come  to  us.  But  thank  you 
for  your  efforts  in  that.  I  think  it's  coming.  But  it  hasn't  happened 
yet. 

Mr.  Porter.  Can  I  ask  about  new  technology?  Ms.  Lopes,  you 
mentioned  use  of  a  computer  and  a  voice  synthesizer.  Can  you  tell 
us  a  little  bit  more  about  that? 

Ms.  Lopes.  I  personally  use  a  computer,  an  IBM  compatible  com- 
puter, with  a  voice  synthesizer,  which  is  driven  by  software.  In 
terms  of  what  I  spoke  to  you  about,  there  is  a  process  called  E- 
Text,  or  electronic  text,  which  is  basically  the  production  of  a  print- 
ed book  on  a  computer  disk.  And  with  the  use  of  book  Manger, 
which  is  a  software  developed  by  RFB  in  conjunction  with  IBM,  we 
can  do,  or  I  can  do,  anybody  using  the  E-Text  system,  can  basically 
search  through  the  entire  book  by  what  you  might  call  going  to  an 
index,  basically  typing  in  your  search  parameters  and  then, 
through  Book  Manager,  it  automatically  jumps  you  to  the  various 
places  in  that  text,  where  that  concept  or  that  idea  or  phraseology 
that  you're  looking  for  appears,  which  enables  you,  say,  to  look  up 
things.  I  use  it  a  lot  for  Black's  Law  Dictionary  in  my  work.  There 
are  other  things  like  medical  dictionaries  and  encyclopedia  types  of 
publications  which  are  available  in  E-Text  format.  And  as  I'm  sure 
you  can  appreciate  this  kind  of  quick  search  and  retrieval  applica- 
tion is  very  efficient  and  very  useful.  Many  borrowers  don't  only 
use  a  voice  synthesizer  to  get  the  information,  they  also  use  a 
refreshable  Braille  display  which  is  attached  to  the  computer,  so 
that  not  only  can  you  get  the  output  in  an  audio  sense,  but  you  can 
get  it  through  this  refreshable  Braille  display,  for  those  people 
more  comfortable  using  Braille. 

Ms.  McGee.  Mr.  Chairman,  I  would  like  to  say  that  the  focus  of 
our  technology  and  the  research  that  we  do  is  really  to  make  the 
printed  word  accessible  to  people  like  Celeste  and  those  who  are 
learning  disabled  in  the  same  way  you  and  I  use  the  printed  word, 
with  indexes  and  with  the  search  capability.  And  our  written  testi- 
mony outlines  several  other  ways  that  we're  pushing  the  tech- 
nology forward.  And  that's  something  that  the  Federal  money  has 
really  been  critical  in  helping  us  do. 

Mr.  Porter.  Ms.  McGee,  thank  you  very  much  for  your  testi- 
mony, and  Ms.  Lopes.  It's  easy  to  see  why  you're  a  successful  dis- 
trict attorney. 

Ms.  Lopes.  Assistant  district  attorney.  [Laughter.] 

Mr.  Porter.  Assistant  district  attorney  and  because  I  have  a  son 
that  graduated  from  Boston  College,  you  get  special  points  for 
being  a  graduate  of  their  law  school. 

Thank  you  for  being  with  us. 

Ms.  McGee.  Thank  you,  Mr.  Chairman. 
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Mr.  Porter.  The  subcommittee  will  stand  in  recess  until  2:00 
p.m.  this  afternoon. 
[Recess.] 


Thursday,  March  7,  1996. 

WITNESS 

DANIEL  NATHANS,  M.D.,  JOINT  STEERING  COMMITTEE  FOR  PUBLIC 
POLICY 

Mr.  Bonilla  [presiding].  The  committee  will  come  to  order. 

Good  afternoon.  Chairman  Porter  has  been  called  away  for  a 
short  period  of  time  and  I  am  filling  in  for  him  this  afternoon 
chairing  this  subcommittee  hearing.  My  name  is  Henry  Bonilla  of 
Texas. 

At  this  time,  we  would  be  pleased  to  continue  hearing  our  public 
witnesses.  We  will  begin  with  Doctor  Daniel  Nathans,  professor  of 
molecular  biology  and  genetics,  senior  investigator  of  the  Howard 
Hughes  Medical  Institute,  Johns  Hopkins  University.  He  is  rep- 
resenting the  Joint  Steering  Committee  for  Public  Policy.  Welcome, 
Doctor. 

Dr.  Nathans.  Thank  you  very  much.  As  you  mentioned,  my 
name  is  Daniel  Nathans.  I  am  the  interim  president  of  Johns  Hop- 
kins University  as  well  as  professor  of  molecular  biology  and  genet- 
ics at  Johns  Hopkins.  I  appreciate  the  opportunity  to  supplement 
my  written  testimony.  As  you  said,  I  speak  on  behalf  of  five  bio- 
medical societies  that  cover  the  disciplines  of  molecular  biology  and 
biochemistry,  of  genetics,  cell  biology,  biophysics,  and  anatomy. 

First,  I  would  like  to  commend  this  committee  for  rescuing  the 
fiscal  year  1996  NIH  budget  and  also  for  the  leadership  position 
that  it  took  on  getting  the  5.7  percent  increase  in  the  budget  for 
the  National  Institutes  of  Health.  I  think  it  is  clear  that  the  mem- 
bers of  this  committee  recognize  the  importance  of  NIH-supported 
research  for  the  health  and  welfare  of  the  American  people  and 
also  for  the  health  of  the  Nation's  economy,  as  reflected  particu- 
larly in  the  pharmaceutical  and  biotechnology  industries. 

NIH  supports  discovery  and  translational  research  which  con- 
verts that  discovery  into  prevention,  treatment,  sometimes  cure  for 
the  diseases  that  afflict  not  only  the  American  people,  but  people 
all  over  the  world.  I  think  it  is  so  highly  regarded  in  this  country, 
in  fact  throughout  the  world,  as  one  of  the  jewels  in  the  American 
crown.  It  is  something  that  the  Federal  Government  does  right. 
And  I  think  that's  generally  recognized.  Discovery  is  something 
that's  hard  to  direct.  We  have  to  depend  on  selecting  talented  peo- 
ple, promising  people,  creative  people  to  make  those  discoveries 
which  then  get  translated  into  practical  application,  sometimes 
drugs,  sometimes  vaccines,  in  any  case,  into  wonderful  new  ways 
to  control  the  illnesses  that  affect  so  many  of  our  American  people. 

As  I  said,  that  kind  of  discovery  is  hard  to  direct.  I  could  give 
you  an  example  from  my  own  experience.  My  own  work  which  lead 
to  a  Nobel  Prize  in  Medicine,  shared  with  my  co-workers,  came 
from  a  very  obscure  phenomenon  in  bacteria  which  have  a  primi- 
tive immune  system  found  to  be  due  to  certain  enzymes  that  cut 
the  DNA  of  invading  viruses.  And  out  of  this  grew  the  fundamental 
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tool  in  the  whole  recombinant  DNA  revolution  in  ways  to  analyze 
DNA  in  chemical  detail.  It's  a  fundamental  tool  for  the  Human  Ge- 
nome Project.  It's  a  fundamental  tool  for  producing  hormones, 
drugs  from  bacteria,  human  insulin  for  example,  hormones  that 
promote  blood  cell  formation.  It's  fundamental  to  the  discovery  of 
genes  involved  in  cancer,  and  when  one  discovers  such  genes,  then 
they  can  be  used  to  diagnose  cancer  at  an  early  stage  and  prevent 
cancer.  And  so  that's  an  example  and  we  see  it  many  times  over 
in  NIH-supported  research. 

And  so  on  behalf  of  these  societies,  I  am  urging  you  to  support 
the  NIH  budget  for  fiscal  year  1997  of  $12.7  billion,  which  rep- 
resents a  6.5  percent  increase  over  the  current  year.  Now  how  can 
we  justify  such  a  request. 

Discovery  of  the  type  that  I  mentioned  and  translational  research 
into  applications  for  human  health  depend  on  continual  renewal 
among  the  scientists  who  are  involved  in  this  kind  of  research. 
Under  the  present  NIH  budget,  even  fiscal  year  1996  budget,  it's 
very  difficult  to  fund  particularly  young  investigators  just  starting 
on  careers  in  research.  At  the  time  I  began,  some  34  years  ago,  it 
was  relatively  easy  for  young  investigators  with  promise  to  attract 
funds  so  that  they  could  show  that  they  did  have  promise.  Now, 
that  is  extremely  difficult.  We  can  fund  very  few  new  young  inves- 
tigators who  have  to  compete  with  the  entire  pool  of  NIH-supported 
investigators  for  the  same  money.  Hence,  it's  very  difficult  for 
young  and  promising  biomedical  scientists  to  get  started. 

I  think  this  is,  in  my  mind,  the  primary  justification  for  this  kind 
of  increase,  because  it  is  on  these  young  creative  scientists  with 
fresh  ideas  that  we  depend  for  this  discovery  and  translational  re- 
search that  I  described.  So,  again,  I  urge  you  to  support  a  budget 
of  $12.7  billion  for  fiscal  year  1997.  Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  your  invitation  to 
testify  on  behalf  of  the  FY  1997  budget  for  the  National  Institutes  of  Health. 

I  am  Darnel  Nathans,  interim  President  and  Professor  of  Molecular  Biology  and  Genetics 
at  The  Johns  Hopkins  University,  and  Senior  Investigator  at  the  Howard  Hughes  Medical 
Institute.  I  am  presenting  my  testimony  today  on  behalf  of  five  science  societies  representing 
20,000  biomedical  research  scientists  from  the  American  Society  for  Cell  Biology,  the  American 
Society  for  Biochemistry  &  Molecular  Biology,  the  Biophysical  Society,  the  Genetics  Society 
of  America,  and  the  American  Association  of  Anatomists. 

I  would  first  like  to  commend  you,  Mr.  Chairman,  and  your  colleagues  on  this 
Subcommittee,  for  the  leadership  displayed  last  year  in  support  of  a  5.7%  increase  for  the 
National  Institutes  of  Health.  Members  of  this  Subcommittee  recognized  what  an  invaluable 
resource  the  NIH  is  for  biomedical  research.  Congress  and  the  Administration  put  aside  their 
profound  differences  to  agree  that  strong  federal  support  for  biomedical  research  is  critical  to 
the  health  of  the  American  people  and  economic  well-being  of  this  nation.  Largely  through 
your  efforts,  the  biomedical  research  enterprise  survives  in  good  condition.  As  a  result,  more 
than  1,700  institutions  across  the  United  States  will  be  able  to  pursue  the  knowledge  that  will 
be  the  key  to  the  prevention,  diagnosis,  and  treatment  of  disease. 

As  the  FY  1997  budget  process  begins,  the  biomedical  research  community  is  encouraged 
by  the  historical  support  offered  by  past  Congresses  and  the  current  Congress.  This  support  for 
NIH-  sponsored  research  provides  hope  for  the  sick  and  disabled  and  provides  strong  economic 
returns  to  the  United  States.  For  these  reasons,  we  urge  you  to  support  a  FY  1997  budget  of 
$12.7  billion  for  the  National  Institutes  of  Health,  a  6.5%  increase  over  the  current  year's 
budget 

This  increase,  supported  by  many  other  biomedical  research  organizations  that  you  will 
hear  from,  will  allow  NIH  to  support  our  most  creative  junior  investigators,  adding  to  the 
continued  generation  of  health  and  economic  benefits  that  improve  the  quality  of  all  our  lives. 

The  following  are  examples  of  recent  advances  in  health  research  sponsored  by  NIH: 

*  In  spite  of  progress  in  treating  the  cancers  that  kill  children  and  young  adults,  we  are 
still  a  long  way  from  fully  satisfactory  treatment  and  even  further  from  prevention.  We 
now  understand  a  number  of  the  processes  that  transform  normal  cells  into  malignant 
ones.  Increased  support  for  basic  research  will  allow  this  base  of  knowledge  to  increase 
so  that  one  day,  many  of  the  cancers  that  cannot  be  satisfactorily  treated  today  will  be 
treatable  or  preventable  in  the  future. 
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Investment  in  NIH-sponsored  research  now  allows  us  to  identify  and  characterize  genetic 
or  biochemical  markers  in  blood  or  tissues  that  detect  the  beginnings  of  cancer  or 
predisposition  to  cancer.  Our  growing  knowledge  of  the  cell  cycle,  cell  death,  and  how 
errors  in  DNA  duplication  are  repaired,  will  ultimately  lead  to  new  and  specific  ways 
to  better  diagnose,  treat,  and  eventually  prevent  cancer.  For  instance,  researchers  have 
identified  genes  that  when  altered  contribute  to  many  different  forms  of  cancer.  Changes 
in  these  genes  are  now  used  to  identify  individuals  predisposed  to  develop  cancer  and 
in  the  early  diagnosis  of  cancer.  By  understanding  the  role  these  genetic  changes  play 
in  the  development  of  cancer,  scientists  will  be  able  to  develop  new  treatments  or  ways 
to  prevent  cancer. 

Recent  experiments  with  the  breast  cancer  gene  discovered  almost  two  years  ago  have 
suggested  that  the  normal  version  of  this  gene,  BRCA1,  could  be  used  as  a  treatment  for 
this  disease.  BRCA1  produces  a  protein  that  slows  the  formation  and  growth  of  breast 
tumors  in  laboratory  animals.  The  protein  seems  to  do  its  work  outside,  not  inside 
cancer  cells,  which  significantly  enhances  its  potential  use  as  a  drug.  When  mice  were 
injected  with  the  BRCA1  gene,  some  of  the  injected  genes  were  taken  up  by  the  cancer 
cells,  restoring  the  BRCA1  function  that  the  cells  had  lost  The  experiments  show  that 
the  BRCA1  protein  suppresses  the  growth  of  the  tumor  and  that  it  does  this  by  acting 
outside  the  cell  which  could  be  critical  to  developing  an  effective  drug  against  this 
disease. 

NIH-sponsored  laboratories  have  discovered  a  protease  enzyme  of  HIV,  the  virus  that 
causes  AIDS.  A  great  reservoir  of  knowledge  of  how  these  proteases  work  has  come 
from  prior  years  of  research  in  NIH-supported  laboratories.  This  has  led  to  the  rapid 
development  by  pharmaceutical  companies  of  a  new  class  of  anti-HIV  drugs  called 
protease  inhibitors.  When  the  protease  is  blocked,  HIV  makes  copies  of  itself  that  can't 
infect  healthy  cells.  Protease  inhibitors  seem  to  be  less  toxic  than  some  of  the  other 
approved  anti-HIV  drugs.  Some  of  these  promising  new  drugs  have  already  received 
FDA  approval  for  the  treatment  of  AIDS. 

Earner  NIH-supported  research  on  Cystic  Fibrosis  contributed  to  the  discovery  of  the 
gene  mutations  responsible  for  this  disease,  among  the  most  common  heritable  diseases 
of  childhood  And  NIH-supported  research  is  probing  the  malfunction  resulting  from 
mutations  and  how  to  correct  it  Among  other  approaches  being  tried,  gene  therapy 
trials  are  underway,  but  it  is  likely  that  this  effort  will  require  intensive  laboratory  and 
clinical  research  before  success  is  achieved 
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*  ALS,  Lou  Gehrigs  disease,  is  a  crippling  and  fatal  disease.  NIH  supported  research  has 
led  to  some  surprising  discoveries  involving  neurofilaments  and  an  enzyme  called 
superoxide  dismutase  that  could  ultimately  lead  to  more  rapid  progress  in  the  search  for 
a  cause  and  ultimately  a  treatment  for  this  currently  fatal  disease.  Here  again,  prior 
research  in  NIH-  supported  laboratories  on  superoxide  dismutane  has  led  to  new  ways 
of  thinking  about  ALS.  Recent  NIH  supported  research  has  resulted  in  a  mouse  model 
that  expresses  the  defective  human  gene  of  ALS.  Use  of  these  mice  can  allow  scientists 
to  learn  more  about  the  progression  of  the  disease  and  test  new  therapies  to  slow  its 
progress. 

*  Another  noteworthy  example  of  NIH-supported  research  contributing  to  important 
medical  discoveries  is  the  recent  identification  of  a  hormone  associated  with  the 
regulation  of  obesity.  Like  so  many  other  important  discoveries,  this  one  depended  on 
a  sustained  effort  to  understand  a  chance  observation,  in  this  case  the  occurrence  of  an 
obese  strain  of  mice.  The  human  form  of  the  regulatory  hormone  is  now  the  focus  of 
intense  efforts  to  control  human  obesity. 

NIH  supported  research  also  contributes  to  the  economic  health  of  the  country  and  the 
economy  of  every  state: 

*  The  annual  contribution  of  the  NIH  to  the  U.S.  economy  is  estimated  at  $44.6  billion  in 
sales,  $17.9  billion  in  employee  income,  and  over  726,000  jobs. 

*  A  study  by  the  Federation  of  American  Societies  for  Experimental  Biology  identified  63 
medical  innovations  over  the  years  with  combined  annual  savings  of  more  than  $69 
billion.  With  total  cost  for  health  care  in  1993  approximately  $885  billion,  continued 
progress  against  heart  disease,  cancer,  diabetes,  AIDS  and  other  diseases  would  result 
in  enormous  savings.  For  instance,  it  is  estimated  that  delaying  the  onset  of  the 
symptoms  of  Alzheimer's  disease  by  five  years  would  save  $50  billion  annually.  Lithium 
treatment  for  manic  depression  has  saved  over  $145  billion  in  hospitalization  costs  since 
its  introduction  less  than  a  quarter  century  ago.  Potassium  citrate  treatment  for 
preventing  kidney  stone  recurrence  saves  an  estimated  $400  million  to  $870  million  per 
year.  An  understanding  of  the  role  of  stomach  acids  prompted  the  development  of 
antacids  that  reduced  the  incidence  of  peptic  ulcers,  and  surgery  for  acute  cases  was 
reduced  by  59%  with  the  development  of  new  drugs.  And  newborn  screening  and 
treatment  for  hypothyroidism  now  prevents  lifelong  mental  retardation  for  thousands 
and  saves  $200  million  to  $400  million  per  year.  All  these  are  benefits  from  NIH 
supported  research. 
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Federal  investment  in  the  NTH  has  driven  the  biotechnology  industry,  a  fact  widely 
acknowledged  by  the  industry.  Biotechnology  companies  employ  over  100,000  people 
and  generate  sales  of  $93  billion.  Total  sales,  revenue,  and  employment  rose  by  18%, 
12%,  and  5%  respectively,  over  the  previous  year.  Thirty-three  new  therapeutic 
products  have  reached  the  market  this  year.  The  biotechnology  and  pharmaceutical 
industries,  two  of  our  leading  export  industries,  are  among  our  most  dynamic 
enterprises.  They  are  also  dependent  on  basic  biomedical  research  being  conducted  by 
NTH-sponsored  research  in  laboratories  across  the  thousands  of  universities,  colleges, 
and  medical  schools  throughout  the  country. 

Where  will  the  next  significant  discoveries  come  from?  Who  could  predict  that  in  the 
1970s,  cancer  research  would  have  given  us  the  tools  to  identify  the  AIDS  virus  when  it  came 
along  several  years  later,  or  that  discovery  of  a  primitive  "immune  system"  in  bacteria  would 
provide  a  key  tool  for  recombinant  DNA  and  the  human  genome  project? 

In  spite  of  the  generous  increase  provided  by  this  Subcommittee  in  FY  1996,  only  one 
of  five  meritorious  research  applications  will  be  funded  this  year.  The  NTH  estimates  that  to 
ensure  that  top  quality  research  opportunities  are  not  missed,  the  NTH  should  fund  a  minimum 
of  one  out  of  three  meritorious  research  applications.  Providing  the  NTH  a  6.5%  increase  is  a 
step  toward  this  goal.  Support  for  the  NTH  will  also  help  train  the  next  generation  of  scientists 
so  that  the  future  of  biomedical  research  and  its  benefits  to  the  nation  are  ensured 

In  closing,  I  ask  you,  Mr.  Chairman,  and  your  colleagues  to  continue  to  support  the  NTH 
as  you  have  in  the  past,  and  specifically  to  support  a  6.5%  increase  in  FY  1997  for  the  NTH 
Only  in  this  way  can  the  great  advances  made  in  the  past  decade  continue  to  be  translated  into 
healthier  lives  for  the  American  people  and  sustained  world  leadership  for  the  American 
biotechnology/pharmaceutical  industry. 

Thank  you  again  for  allowing  me  to  appear  before  the  Subcommittee.  I  will  be  glad  to 
answer  any  questions. 
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Mr.  Bonilla.  Thank  you,  Doctor  Nathans,  for  your  testimony. 
We  appreciate  your  being  here  today. 


Thursday,  March  7,  1996. 

WITNESS 

WISE  YOUNG,  M.D.,  NATIONAL  CENTER  FOR  MEDICAL  REHABILITA- 
TION RESEARCH 

Mr.  Bonilla.  We  would  now  like  to  call  on  Doctor  Wise  Young, 
a  professor  in  the  department  of  neurosurgery  at  NYU  Medical 
Center,  representing  the  National  Center  for  Medical  Rehabilita- 
tion Research.  I  understand  Laura  Cooper  is  joining  Doctor  Young 
but  will  not  be  delivering  testimony.  She  is  here  to  lend  her  sup- 
port. 

Dr.  Young.  Chairman  and  subcommittee  members,  I  thank  you 
for  the  opportunity  to  testify  to  you  today  concerning  rehabilitation 
research,  a  subject  that  has  attracted  widespread  public  interest 
since  Christopher  Reeve  was  spinal  injured  last  year.  My  name  is 
Wise  Young.  I  am  professor  of  neurosurgery  at  NYU  Medical  Cen- 
ter. I  am  a  member  of  the  National  Advisory  Board  of  the  National 
Center  for  Medical  Rehabilitation  and  Research,  or  NCMRR.  With 
me  today  is  Laura  Cooper.  She  is  also  a  member  of  the  NCMRR 
Advisory  Board.  I  am  also  a  member  of  the  Institute  of  Medicine 
Committee  to  Assess  Rehabilitation  Science  and  Engineering,  a 
committee  recently  established  by  Congress  to  evaluate  rehabilita- 
tion research  across  Federal  agencies.  I  am  not  here  today  formally 
representing  either  of  these  committees;  I  am  here  representing  an 
organization  called  the  NCMRR  Coalition. 

I  also  want  to  point  out  that  this  testimony  and  the  written  testi- 
mony that  I  have  submitted  has  been  read  by  Christopher  Reeve 
and  is  strongly  supported  by  him. 

The  NCMRR  Coalition  consists  of  twenty  consumer,  physician, 
professional,  and  disability-related  national  organizations  that  sup- 
port rehabilitation  research  and  disability  research  at  NIH.  The 
Coalition  is  very  grateful  to  this  committee  for  its  support  of  NIH. 
I  join  with  the  previous  witness  in  commending  the  committee  for 
its  hard  work  on  behalf  of  science  and  NIH  in  the  past  years. 

I  want  to  tell  you  a  little  bit  about  rehabilitation  research  and 
why  it  is  so  important.  Over  34  million  Americans  suffer  from 
physical  disabilities  in  the  United  States,  this  comes  from  the  U.S. 
Census  of  1990.  If  one  includes  the  caretakers,  we're  talking  about 
close  to  one-fifth  of  the  population  of  the  United  States  being  di- 
rectly affected  by  disability.  This  is  a  primary  issue  for  them.  Reha- 
bilitation research  is  directly  devoted  to  finding  solutions  for  dis- 
ability, particularly  chronic  disability. 

Christopher  Reeve  has  argued  eloquently  for  cures  of  diseases 
like  spinal  cord  injury,  and  this  is  my  particular  field.  I've  spent 
the  last  17  years  working  on  spinal  cord  injury  looking  for  cures. 
But  what  we  must  do  is  we  must  address  the  people's  problems 
today.  Rehabilitation  assistive  technologies  is  the  bridge  to  the 
paucity  of  therapies  that  we  now  have  to  the  cure  of  tomorrow.  The 
cure  is  not  here  now  and  rehabilitation  and  assistive  technologies 
is  what  gives  people  life  hope  and  quality  of  life. 
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Congress  formed  the  NCMRR  in  1990  to  address  the  problems  of 
disability  and  rehabilitation  at  NIH,  to  support  and  coordinate  re- 
habilitation and  disability  research  across  NIH.  Its  mission  has 
been  to  evaluate  and  develop  therapies  for  rehabilitation  and 
assistive  technology. 

One  of  the  very  common  arguments  that  I  often  hear  is  that  peo- 
ple will  say  more  therapy  is  more  expense.  This  is  a  very  common 
argument  I  hear  from  economists  and  so  on.  I  want  to  give  you 
three  examples  of  why  this  is  not  the  case.  For  example,  there  are 
over  2,000  ventilator-dependent  quadriplegics  in  the  United  States 
with  spinal  cord  injury,  like  Christopher  Reeve.  On  Larry  King 
Live,  Christopher  Reeve  pointed  out  that  his  annual  cost  is 
$400,000  a  year  for  medical  care  and  so  on.  The  main  reason  why 
he's  so  much  more  expensive  than  the  average  quadriplegic,  which 
is  about  $100,000  a  year,  is  because  he  doesn't  have  one  muscle — 
the  diaphragm.  He  needs  a  ventilator  to  breathe.  If  we  can  re-ener- 
vate one  muscle,  develop  technology  to  stimulate  or  restore  that 
particular  muscle,  we  have  the  potential  to  save  $600  million  a 
year  in  recurrent  costs.  This  is  not  pie  in  the  sky  type  of  research. 
This  is  feasible. 

The  second  example,  there  are  over  500,000  Americans  with  par- 
alyzed bladders  in  the  United  States.  They  have  to  catheterize 
themselves  two,  three  times  a  day.  Each  catheter  kit  costs  any- 
where from  $3  to  $5  depending  on  how  sterile  you  want  it  to  be. 
It  costs  $1.5  billion  a  year.  A  better  catheter,  a  way  of  re-enervat- 
ing the  bladder,  even  an  artificial  bladder,  for  example,  could  po- 
tentially save  us  $750  million  a  year. 

A  third  example,  over  one  million  people  with  disabilities  in  the 
United  States  suffer  from  severe  chronic  pain.  For  example,  50  per- 
cent of  all  amputees  have  severe  pain,  phantom  pain.  The  NCMRR 
is  funding  clinical  trials  to  assess  therapies.  I  can  tell  you  that  clin- 
ical trials  are  very  important.  First,  if  the  results  are  negative,  it 
saves  us  money  because  it  discourages  ineffective  therapy.  If  the 
results  are  positive,  we  have  the  potential  to  save  literally  billions 
of  dollars. 

Assistive  technology  is  very  important  because  it  enables  people 
with  disabilities  to  work  and  live  independently,  reducing  health 
care  costs  and  improving  quality  of  life.  NCMRR  is  funding  studies 
to  improve  artificial  limbs  mobility  devices,  communication  devices, 
and  so  forth.  NCMRR  over  the  last  two  years  has  emerged  as  the 
leading  agency  supporting  assistive  device  research  and  develop- 
ment at  NIH.  Over  10  percent  of  NCMRR's  budget  is  based  on 
SBIR  grants  and  the  SBIR  mechanism  is  very  well  suited  to  sup- 
porting assistive  technology  research,  and  that  is  because  most  of 
the  assistive  technology,  for  example  wheelchairs  and  communica- 
tion devices,  are  made  by  small  companies. 

So  I  want  to  close  with  the  recommendation  of  the  NCMRR  Coa- 
lition to  the  his  committee  concerning  the  NCMRR  budget.  The 
current  NCMRR  budget  is  $16  million.  This  is  inadequate  to  meet 
its  mission  to  evaluate  and  develop  a  broad  range  of  rehabilitation 
therapies  and  assistive  technologies.  The  Coalition  recommends 
that  this  budget  be  increased  by  $10  million,  to  $26  million. 

The  second  recommendation  has  to  do  with  the  SBIR. 
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Mr.  BONILLA.  Doctor,  if  I  could  ask  you  to  summarize.  Just  as  a 
courtesy  to  others,  we  try  to  keep  our  witnesses  to  time  and  you 
have  exceeded  your  time. 

Dr.  Young.  This  will  be  no  more  than  twelve  seconds.  The  SBIR 
goes  from  2.0  percent  to  2.5  percent  next  year,  equal  to  $50  million. 
The  Coalition  asks  that  language  for  an  NIH-wide  initiative  in 
assistive  technologies  be  put  to  utilize  this  funding  for  this  purpose. 
I  thank  you. 

[The  prepared  statement  follows:] 
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TESTIMONY 
presented  by 
WISE  YOUNG,  Ph.D.,  M.D. 
on  behalf  of  the 

NCMRR  COALITION 

comprised  of  the  following  organizations 

American  Academy  of  Physical  Medicine  and  Rehabilitation 
American  Congress  of  Rehabilitation  Medicine 
American  Occupational  Therapy  Association 
American  Orthotic  Prosthetic  Association 
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Distinguished  Chairman  and  Members  of  the  Subcommittee: 

Thank  you  for  the  opportunity  to  testify  today  before  this  subcommittee  on  an  issue  that 
has  stimulated  widespread  public  interest  since  the  disabling  injury  sustained  by  Christopher 
Reeve:  medical  rehabilitation  research.  I  am  Wise  Young,  M.D.,  Ph.D.,  a  professor  in  the 
Department  of  Neurosurgery  at  NYU  Medical  Center.  I  sit  on  the  Advisory  Board  of  the 
National  Center  for  Medical  Rehabilitation  Research  (NCMRR)  at  the  National  Institutes  of 
Health  (NTH)  and  also  on  the  recently  formed  Institute  of  Medicine  Committee  to  Assess 
Rehabilitation  Science  and  Engineering  (IOM  CARSE)  charged  by  Congress  to  review 
rehabilitation  research  across  Federal  agencies.  I  am  not  representing  either  of  these  committees 
in  any  official  capacity.  My  testimony  today  represents  my  personal  views  and  those  of  the 
NCMRR  Coalition.  With  me  today  are  Laura  Cooper,  J.D.,  and  Becky  Ogle,  both  of  whom  are 
members  of  the  NCMRR  Advisory  Board. 

We  are  testifying  on  behalf  of  the  NCMRR  Coalition,  a  group  of  approximately  twenty 
consumer,  physician,  and  nonphysician  disability-related  national  organizations  supportive  of 
disability  and  rehabilitation  research  conducted  by  the  National  Center  for  Medical  Rehabilitation 
Research.  The  NCMRR  Coalition  is  grateful  to  this  subcommittee  and  in  particular  Chairman 
Porter  for  the  strong  support  demonstrated  for  NIH  programs  to  date.  The  NCMRR  Coalition 
believes  that  a  significant  federal  investment  in  rehabilitation  research  today  will  have  a  dramatic 
impact  on  the  effects  and  costs  of  physical  disability  in  this  country  in  the  coming  years. 

The  Link  Between  Rehabilitation  Research  and  Health  Care  Costs 

The  U.S.  Congress  has  spent  much  of  the  past  year  debating  the  spiraling  costs  of  health 
care  and  reforms  to  bring  health  care  costs  under  control.  There  are  many  answers  to  these 
formidable  problems,  but  increased  funding  for  medical  rehabilitation  research  may  hold  the 
greatest  promise. 

As  increasing  emphasis  is  placed  upon  the  cost-effectiveness  of  health  care  services,  it  is 
crucial  that  the  benefits  of  rehabilitation  care  be  examined  and  reported  by  the  National  Institutes 
of  Health.  Whether  it  is  through  work  site  prevention  programs  for  back  injuries;  rehabilitation 
programs  for  persons  who  have  had  a  heart  attack  or  undergone  coronary  bypass  surgery;  or 
through  early  intervention  in  cases  where  chronic  health  conditions  exist,  access  to  rehabilitation 
services  continues  to  produce  real  savings  to  the  health  care  system.  In  addition  to  savings, 
rehabilitation  services  improve  the  quality  of  life  for  millions  of  Americans. 

Recently,  Christopher  Reeve  has  been  eloquently  making  the  case  for  increased  federal 
research  funding  efforts  in  the  area  of  medical  research  to  find  a  "cure"  for  paralysis  and  to 
prevent  secondary  complications  of  paralysis  such  as  decubiti,  dependency  on  ventilators,  and 
bladder  infections.  A  chasm  exists  between  today's  paucity  of  therapies  for  conditions  such  as 
spinal  cord  injury  and  the  shining  hope  for  cures  that  lie  ahead.  Effective  rehabilitation  therapies 
and  assistive  technologies  form  the  bridge  across  this  chasm  for  millions  of  Americans  with 
disabilities.  Rehabilitation  research  is  devoted  to  finding  solutions  for  chronic  disability.  The 
NCMRR  at  NIH  is  uniquely  suited  to  support  and  conduct  critical  and  cost-effective  research  into 
rehabilitation  therapies  and  assistive  technologies  that  will  enable  people  with  disabilities  and 
chronic  illnesses  to  live  functional  and  independent  lives. 
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Medical  rehabilitation  research  conducted  and  supported  by  the  NCMRR  cuts  across  all 
physical  disability  groups.  This  research  encompasses  the  wide  spectrum  of  disability  studies, 
from  basic  scientific  studies  of  the  pathophysiology  of  disabling  conditions  through 
clinically-based  research  and  the  study  of  "societal  limitations,"  which  are  often  the  most 
formidable  obstacles  to  achieving  a  high  quality  of  life.  NCMRR  studies  evaluate  efficacy  and 
cost-effectiveness  of  treatments  on  rehabilitation  outcomes.  This  research  is  likely  to  reduce 
health  care  expenses  significantly  across  the  system. 

The  Importance  of  Rehabilitation  Therapy  Research 

The  potential  cost-effectiveness  of  medical  rehabilitation  research  can  be  seen  in  the  three 
following  examples: 

•  Ventilator-dependency;  There  are  more  than  2,000  ventilator-dependent  persons  with 
quadriplegia  in  the  United  States.  On  the  television  show  Larry  King  Live  two  weeks  ago, 
Christopher  Reeve  pointed  out  that  his  medical  care  costs  $400,000  per  year  and  that 
persons  in  his  circumstances  must  be  concerned  with  reaching  a  lifetime  aggregate 
insurance  cap.  If  researchers  were  to  develop  a  solution  that  would  allow  Mr.  Reeve  to 
breathe  without  a  ventilator,  for  example,  his  yearly  medical  costs  would  immediately  fall 
to  $100,000  or  less.  An  effective  treatment  could  potentially  save  this  country  $600 
million  per  year. 

•  Bladder  paralysis:  Over  500,000  people  in  the  United  States  have  paralyzed  bladders 
that  require  multiple  daily  catheterizations.  Sterile  catheter  kits  cost  as  much  as  $5  each. 
Combined  with  office  visits  for  infections,  antibiotic  therapy,  hospitalizations,  and  health 
care  aides  for  the  catheterization  of  individuals  who  need  assistance,  the  medical  costs  on 
average  exceed  $3,000  per  person  annually  or  more  than  $1.5  billion  per  year.  An 
effective  treatment  that  halves  this  cost  would  save  at  least  $750  million  per  year. 

•  Neuropathic  pain:  Over  one  million  people  in  the  United  States  experience  severe 
neuropathic  pain  resulting  from  limb  amputations,  spinal  cord  injury,  multiple  sclerosis, 
Guillian-Barre  syndrome,  diabetic  neuropathy,  and  other  disabling  conditions.  Recent 
surveys  have  shown  that  as  many  as  30%  of  people  with  spinal  cord  injury  rate  pain  as 
their  most  disabling  condition.  The  costs  of  chronic  pain  are  enormous,  starting  with 
multiple  unproductive  visits  to  the  doctor,  development  of  a  life-long  addiction  to  pain 
medication  superimposed  upon  only  temporarily  effective  surgical  procedures  (stump 
revisions,  dorsal  root  rhizotomies,  and  even  spinal  transections).  Medication  costs  alone 
may  exceed  $2,000  per  year  for  many  of  these  individuals.  An  effective  rehabilitation 
therapy  would  save  billions  of  health  care  dollars,  not  to  mention  untold  suffering. 

The  Promise  of  Rehabilitation  Therapy  Research 

Unfortunately,  some  people  question  the  importance  of  increased  federal  funding  of 
rehabilitation  therapy  research  because  they  believe  such  research  is  often  unrealistic  and  would 
only  yield  more  costly  therapies.  In  the  three  above  examples,  however,  dramatic  progress  on 
cost-effective  therapies  is  not  only  possible  but  should  be  achievable  within  a  few  years. 
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In  the  case  of  ventilator  dependency,  a  "cure"  involves  "reinnervating"  or  otherwise 
restoring  only  one  muscle  in  the  body,  the  diaphragm.  We  should  be  able  to  reinnervate  the 
diaphragm  by  using  peripheral  nerves  to  bridge  respiratory  centers  in  the  upper  spinal  cord  with 
the  phrenic  nerve.  Technology  is  already  available  to  stimulate  the  phrenic  nerve  or  diaphragm 
with  implanted  electrodes.  Although  this  procedure  would  be  more  complicated  than  implanting  a 
cardiac  pacemaker,  there  is  a  very  real  likelihood  of  success  with  these  approaches. 

Like  the  diaphragm,  the  bladder  can  also  be  reinnervated  with  peripheral  nerve  bridges. 
Technology  currently  exists  to  create  artificial  bladders.  Better  designed  and  less-expensive 
catheters  should  substantially  reduce  the  costs  of  catheterization.  In  the  case  of  neuropathic  pain, 
rigorous  clinical  trials  are  needed  to  evaluate  existing  and  promising  experimental  therapies.  Even 
negative  clinical  trial  results  can  generate  substantial  savings  by  discouraging  the  use  of  ineffective 
drugs  and  surgical  practices. 

The  Cost-Effectiveness  of  Rehabilitation  Research 

A  positive  clinical  trial  result  has  the  potential  to  save  literally  billions  of  dollars.  For 
example,  NTH  is  funding  studies  showing  that  completely  anesthetizing  the  spinal  cord  with 
lidocaine  for  several  days  before  and  after  a  limb  amputation  can  eliminate  the  occurrence  of 
post-amputation  neuropathic  or  "phantom"  pain  which  affects  as  many  as  50%  of  all  amputees. 
The  costs  of  such  therapies  are  minor  compared  to  the  cost  of  treating  a  lifetime  of  chronic  pain. 
Clinical  trials  to  test  such  therapies  may  cost  millions  of  dollars  to  conduct  but  have  the  potential 
to  yield  billions  of  dollars  in  health  care  savings. 

Some  people  believe  that  rehabilitation  therapy  research  should  be  left  solely  to  the 
biomedical  industry.  But  the  government  and  the  people  of  the  United  States  are  the  primary 
beneficiaries  of  cost-effective  therapies.  The  biomedical  industry  has  little  motivation  to  reduce 
medical  costs  and  in  fact  is  strongly  motivated  to  increase  profits.  Moreover,  the  profit  motive 
leads  to  abandonment  of  low  prevalence  disorders.  For  example,  what  company  would  invest 
$60  million  to  develop  an  effective  solution  for  2,000  ventilator-dependent  quadriplegics  like 
Christopher  Reeve?  Even  if  the  company  were  allowed  to  charge  $60,000  per  patient  and 
completely  dominate  the  market,  the  profits  would  barely  cover  the  costs  of  development  and 
marketing. 

On  the  other  hand,  for  the  same  $60  million  investment,  the  government  may  recoup  more 
than  $500  million  in  annual  medical  care,  disability,  and  welfare  payments.  These,  of  course,  are 
recurrent  annual  savings.  Over  a  10-year  period,  the  government  could  gain  a  100-fold  return  on 
its  investment.  Similar  arguments  can  be  made  for  hundreds  of  chronic  disabilities  that  affect  at 
least  34  million  Americans.  Clearly,  the  federal  government  and  the  people  of  the  United  States 
stand  to  benefit  enormously  from  investing  in  medical  rehabilitation  therapy,  research. 

The  Importance  of  Assistive  Technology  Research 

Assistive  technologies  enable  people  with  disabilities  to  enter  or  re-enter  the  workplace, 
live  independently,  and  require  far  less  in  terms  of  long-term  health  care  costs.  The  benefits  of 
assistive  technology  are  not  limited  to  one  disability,  disease,  or  illness,  but  cut  across  a  wide 
spectrum  of  disabling  conditions.  Assistive  technology  includes  the  full  range  of  devices  that 
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enable  and  assist  people  with  disabilities  to  function  fully  in  society  and  achieve  a  high  quality  of 
life.  Examples  of  assistive  technology  research  and  development  efforts  include: 

•  Artificial  limbs  that  replicate  natural  human  movement 

•  Wheelchairs  and  other  mobility  devices  that  are  lighter  and  safer  to  operate 

•  Orthopedic  braces  that  enable  functional  use  of  partially  paralyzed  limbs  and  provide 
support  and  stability  for  musculoskeletal  anomalies 

•  Assistive  communication  devices  that  enable  people  with  speech  impairments  to 
communicate  with  others 

•  Devices  that  combine  head,  eye,  and  hand  controls  to  enable  people  with  severe  disabilities 
to  utilize  computers  to  accomplish  many  activities  of  daily  living 

•  Computer-based  memory  enhancing  devices  for  individuals  with  cognitive  deficits 

In  1995,  NCMRR  held  two  highly-successful  research  conferences  on  assistive 
technology,  one  entitled  "Behavioral  Adaptation  to  the  Use  of  Assistive  Technology:  Enhancing 
Human  Movement  in  the  21st  Century  for  People  with  Disabilities,"  and  a  joint  conference  held  in 
conjunction  with  the  U.S.  Department  of  Energy  at  Sandia  National  Laboratories  on  the  issue  of 
lower  limb  prosthetics.  NCMRR  has  emerged  as  a  leading  agency  on  assistive  technology 
research  and  development. 

The  SBER  Program  and  Assistive  Technology  Research  and  Development 

NCMRR'3  agenda  on  assistive  technology  and  mobility  research  is  particularly  well-suited 
to  the  Small  Business  Innovative  Research  (SBIR)  grant  mechanism.  Over  10%  of  NCMRR's 
total  appropriations  have  funded  these  types  of  grants.  Much  of  the  research  on  assistive  devices 
for  people  with  disabilities,  such  as  advances  in  orthotic  (orthopedic  braces)  and  prosthetic 
(artificial  limbs)  devices,  takes  place  through  the  SBIR  program.  Funding  of  assistive  technology 
through  SBIR  grants  is  just  beginning  to  yield  readily  available  improvements  in  rehabilitation 
technology  for  people  with  mobility  impairments  caused  by  physical  disability. 

It  is  for  these  reasons  that  the  NCMRR  Coalition  supports  the  SBIR  program  in 
general  and  strongly  urges  this  subcommittee  to  consider  a  proposal  to  focus  NIH's  SBIR 
resources  on  assistive  technology  research  to  be  coordinated  by  NCMRR.  The  SBIR  set-aside 
percentage  increases  from  2%  to  2.5%  in  fiscal  year  1997,  yielding  approximately  a  $50  million 
increase  in  the  SBIR  program  NIH-wide.  Last  year,  the  NCMRR  Coalition  strongly  supported  a 
proposal  to  have  NIH  devote  a  substantial  amount  of  existing  SBIR  funds  to  an  assistive 
technology  initiative.  These  funds  would  be  spent  within  the  existing  Institutes  but  NCMRR 
would  assist  in  identifying  and  coordinating  an  assistive  technology  research  and  development 
portfolio.  The  Senate  included  language  in  its  Appropriations'  report  to  this  effect  but  this 
subcommittee  did  not.  We  ask  this  subcommittee  to  reconsider  this  proposal  for  fiscal  year  1997, 
particularly  in  light  of  the  increase  in  SBIR  funds  scheduled  to  be  set  aside  NTH-wide. 

The  advantages  of  this  assistive  technology  initiative  are  clear.  Congress  would  be 
following  through  on  its  intent  to  significantly  advance  medical  rehabilitation  and  disability 
research.  The  initiative  would  not  require  additional  increases  of  the  budget  but  would  provide 
NTH  with  an  opportunity  to  further  develop  its  portfolio  in  the  area  of  clinically-based  research 
and  development.  Tangible  advancements  in  assistive  technology  would  benefit  people  with 
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disabilities  in  the  near  term.  Small  businesses,  where  some  of  the  most  innovative  assistive 
technologies  are  currently  being  developed,  would  be  strongly  encouraged  to  continue  expanding 
research  and  development  efforts  in  this  area.  Finally,  critical  resources,  already  devoted  to  SBIR 
research,  would  be  focused  and  coordinated,  maximizing  the  benefit  of  the  dollars  spent  under  the 
SBIR  program. 

The  NCMRR  Coalition's  Fiscal  Year  1997  Budget  Request 

Rehabilitation  research  is  devoted  to  finding  solutions  for  chronic  disabling  conditions. 
Until  recently,  rehabilitation  research  was  poorly  represented  and  coordinated  within  NIH.  While 
many  Institutes  fund  some  research  directed  at  chronic  disability  relating  to  their  respective 
disease  or  organ  missions,  rehabilitation  problems  usually  cut  across  Institute  boundaries.  Most 
disabilities  involve  multiple  organs  and  can  stem  from  multiple  diseases.  For  example,  despite  its 
name,  spinal  cord  injury  is  a  multi-organ  condition.  Solving  the  problem  of  ventilator  dependency 
or  bladder  paralysis  in  a  person  with  spinal  cord  injury  requires  multidisciplinary  research  that 
crosses  the  traditional  borders  of  numerous  NIH  Institutes.  The  same  can  be  said  of  neuropathic 
pain  and  many  other  disabling  conditions. 

In  1990,  Congress  recognized  the  need  for  the  NTH  to  address  research  and  development 
issues  in  the  areas  of  medical  rehabilitation  and  disability  by  creating  the  NCMRR  within  the 
National  Institute  for  Child  Health  and  Human  Development  (NICHD).  While  the  NCMRR's 
budget  grew  significantly  in  the  first  few  years,  the  budget  has  recently  stabilized  at  $16  million. 
Most  of  this  budget  is  already  committed  to  fund  existing  research  projects,  leaving  little 
capability  to  fund  new  rehabilitation  research  activities. 

Unfortunately,  the  current  NCMRR  budget  is  totally  inadequate  for  the  enormity  of  its 
mission.  A  substantially  larger  budget  would  allow  the  Center  to  address  the  most  pressing  and 
costly  disability  problems  in  this  country.  The  NCMRR  Coalition,  therefore,  recommends  a 
Fiscal  Year  1997  appropriation  for  the  National  Center  for  Medical  Rehabilitation  Research 
of  $26  million,  an  increase  of  $10  million  over  the  FY  1996  level  of  funding.  In  addition,  the 
NCMRR  Coalition  strongly  urges  this  subcommittee  to  adopt  our  proposal  to  create  an  SBIR 
assistive  technology  initiative  to  be  coordinated  by  the  NCMRR 

A  $10  million  increase  for  the  NCMRR  is  substantial  in  comparison  to  its  current  level  of 
funding  but  is  truly  minuscule  in  light  of  the  daunting  research  challenges  that  the  broad  range  of 
disabilities  presents.  The  NCMRR  Coalition  believes  that  federal  research  funding  must  be 
targeted  to  make  the  greatest  impact  on  health  outcomes  with  the  greatest  degree  of 
cost-effectiveness.  NCMRR-supported  research  and  development  should,  therefore,  be 
considered  a  priority  within  the  National  Institutes  of  Health  for  substantial  funding  increases. 

Rehabilitation  research  has  tremendous  potential  to  reduce  health  care  costs  while 
significantly  improving  the  function  and  quality  of  people's  lives.  The  goals  of  this  research  are 
both  realistic  and  attainable.  Given  sufficient  funding,  NCMRR  is  poised  to  foster  a  new  age  of 
medical  rehabilitation  research  and  stands  as  a  crucial  platform  for  encouraging  such  research  at 
the  National  Institutes  of  Health. 

I  would  be  happy  to  answer  questions  that  subcommittee  members  may  have  at  this  time. 
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Mr.  BONILLA.  Thank  you  very  much,  Doctor,  for  your  testimony. 

At  this  time,  as  Chairman  Porter  began  a  little  tradition  earlier 
in  the  effort  to  try  to  keep  our  witnesses  to  time,  we  are  going  to 
hold  up  a  little  card  and  kind  of  tactfully  let  you  know  that  your 
time  has  expired  or  you  have  exceeded  your  time. 


Thursday,  March  7,  1996. 
witnesses 

dr.  michael  dingerson  and  dr.  t.h.  lee  williams,  coalition  of 

EPSCoR  STATES 

Mr.  Bonilla.  The  committee  will  now  call  on  Doctor  Michael 
Dingerson,  the  associate  vice  chancellor  for  research  and  the  dean 
of  the  graduate  school,  the  University  of  Mississippi;  accompanied 
by  Doctor  T.H.  Lee  Williams,  director  of  the  Oklahoma  EPSCoR 
Program,  representing  the  Coalition  of  EPSCoR  States. 

Dr.  Dingerson.  Thank  you.  I  am  Michael  Dingerson,  the  associ- 
ate vice  chancellor  for  research  and  dean  of  the  graduate  school  at 
the  University  of  Mississippi.  This  is  Doctor  Williams,  as  you  indi- 
cated, the  director  of  the  EPSCoR  Program,  an  acronym  meaning 
the  Experimental  Program  to  Stimulate  Competitive  Research.  We 
represent  the  EPSCoR  State  Coalition. 

The  Experimental  Program  to  Stimulate  Competitive  Research 
was  initiated  by  the  National  Science  Foundation  in  response  to 
concerns  about  uneven  geographic  distribution  of  Federal  support 
for  university  R&D.  EPSCoR  is  designed  to  stimulate  better  re- 
search in  underfunded  States  and  increase  the  ability  of  scientists 
in  those  States  to  compete  for  Federal  research  support. 

Congress  has  expanded  EPSCoR  to  other  Federal  agencies,  in- 
cluding the  NIH.  The  1993  Revitalization  Act  created  the  Individ- 
ual, Institutional  Development  Award,  the  IDEA  program,  to  en- 
hance the  competitiveness  of  biomedical  researchers  in  States  with 
historically  low  success  rates,  and  we  represent  two  of  those  States. 
IDEA  is  a  merit-based  peer-reviewed  program.  Its  goals  are  to  en- 
hance the  competitiveness  of  research  institutions  in  eligible  States 
for  NIH  biomedical  research  and  to  increase  the  probability  of  long- 
term  growth  of  competitive  funding  to  investigators  in  these  States. 

EPSCoR  is  a  partnership  between  the  State  and  Federal  Govern- 
ment and  has  made  dramatic  changes  in  the  science  culture  in  Mis- 
sissippi. We  have  created  a  major  scientific  infrastructure,  ad- 
vanced our  competitiveness  for  research  support,  and  created  mech- 
anisms for  cooperation  between  the  campuses  of  Mississippi's  four 
research  universities  which  will  sustain  our  efforts  over  the  long 
term.  We  believe  the  IDEA  program  will  make  similarly  significant 
strengthening  of  our  biomedical,  biotechnical,  and  behavioral  re- 
search in  the  State  of  Mississippi. 

We  recently  submitted  an  IDEA  proposal  as  part  of  the  1995 
competition.  Our  proposal  will  enable  participating  faculty  to  ac- 
quire four  specific  technologies  applicable  to  biomedical  research  to 
obtain  preliminary  data  to  support  future  grant  applications  and  to 
illustrate  wide-ranging  applicability  and  utility  of  each  of  the  ac- 
quired technologies.  This  is  a  very  important  infrastructure-build- 
ing activity,  it  enhances  our  competitiveness  under  the  direction  of 
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the  senior  investigator,  and  has  major  mentoring  responsibilities 
and  relationships  on  each  of  the  campuses. 

The  current  year's  budget  for  the  National  Center  for  Research 
Resources  includes  $1.1  million  for  the  IDEA  program.  While  we  do 
not  know  what  the  fiscal  year  1997  budget  will  contain,  we  rec- 
ommend that  the  subcommittee  provide  $5  million  to  support  a  vig- 
orous IDEA  program.  This  would  be  on  the  order  of  the  program 
recommended  by  NIH  in  its  1991  Report  to  Congress. 

We  also  suggest  that  the  subcommittee  direct  NIH  to  update  its 
selection  criteria  to  reflect  the  current  volume  of  research  in  eligi- 
ble States  as  well  as  the  most  recent  five  year  average  success  rate 
for  applications  which  have  been  submitted  for  review  to  NIH.  The 
Institutional  Development  Award,  NIH's  EPSCoR  program,  is  an 
exciting  program,  holds  a  great  potential  for  Mississippi's  four  re- 
search universities  and  our  medical  center  which  is  actively  in- 
volved in  our  proposal,  and  it  will  help  our  State  and  other  States 
to  more  fully  contribute  to  the  biomedical  research  goals  of  NIH. 

I  would  like  my  colleague,  Doctor  Williams,  now  to  talk  about 
Oklahoma's  experience  and  its  successful  EPSCoR  program. 

Dr.  Williams.  Thank  you.  I  am  Lee  Williams,  director  of  the 
Oklahoma  EPSCoR  program.  The  unique  value  of  the  programs 
like  EPSCoR  and  IDEA  to  a  State  like  ours  is  the  ability  to  do  two 
things  relevant  to  improving  the  research  competitiveness  of  our 
States.  First,  the  program  funds  supports  excellent  peer-reviewed 
research  in  our  State's  institutions.  Second,  the  program  builds  the 
research  competitiveness  through  fostering  research  collaboration, 
enhancing  our  facilities,  supporting  pilot  projects,  human  resource 
development,  and  developing  partnerships  between  the  different 
constituencies  in  the  State. 

Oklahoma  received  in  1993  an  NIH  IDEA  Award  which  provided 
one  year  support  for  nine  of  our  junior  faculty.  Eight  of  those  nine 
faculty  still  remain  with  us,  I  think  a  great  testimony  to  our  suc- 
cess, and  the  IDEA  support  for  those  faculty,  which  was  $143,000 
in  Federal  funds  matched  dollar-for-dollar  by  an  equal  amount 
from  the  State  Regents,  enabled  them  to  start  up  their  research 
labs  and  programs,  get  early  research  results,  and  develop  competi- 
tive research  proposals.  Everyone  of  the  eight  now  have  additional 
external  research  funding  totalling  over  $2  million  that's  attrib- 
utable to  this  initial  support  from  the  IDEA  program.  And  we  have 
other  success  stories  in  my  written  testimony  for  that. 

We  have  a  pending  proposal  to  develop  our  physical  biochemistry 
and  structural  biology  strengths.  And  the  theme  and  structure  of 
that  program  was  developed  by  a  group  of  senior  researchers  and 
research  administrators  from  our  research  universities  together 
with  a  private  medical  research  foundation  and  a  biotechnology 
company  in  the  State.  In  fact,  that's  one  of  the  most  significant  suc- 
cesses of  EPSCoR  and  IDEA  programs  for  us  has  been  the  partner- 
ships its  engendered.  The  partnerships  go  beyond  the  universities 
to  include  the  State  Government  and  industry  as  we  really  develop 
together  the  program  goals,  the  research  projects,  and  the  program 
funding  in  the  State  for  these  activities.  And  because  cost-matching 
is  explicitly  required  in  EPSCoR  and  IDEA  awards,  our  programs 
have  an  explicit  buy-in  and  visibility  with  our  State  legislators  and 
our  State  organizations. 
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So  I  would  like  to  join  my  colleague  from  Mississippi,  Doctor 
Dingerson,  in  urging  the  subcommittee  to  continue  to  support  the 
Institutional  Development  Award  Program.  It  is  a  particularly  suc- 
cessful program  for  us.  We  request  that  the  subcommittee  provide 
$5  million  to  MCRR  for  this  program  in  fiscal  year  1997.  It's  a  very 
worthwhile  investment  of  scarce  NIH  funds  and  will  contribute  sig- 
nificantly to  our  efforts  to  build  biomedical  and  biotechnical  re- 
search in  the  States  that  are  eligible  for  the  EPSCoR  program. 
Thank  you. 

[The  prepared  statement  follows:] 
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Testimony  of  Dr.  Michael  Dingerson 
University  of  Mississippi 
Subcommittee  on  Labor,  Health  and  Human  Services 
Committee  on  Appropriations 
U.S.  House  of  Representatives 
March  7, 1996 


My  name  is  Michael  Dingerson.  I  am  the  Associate  Vice  Chancellor  for  Research 
and  Dean  of  the  Graduate  School  at  the  University  of  Mississippi.  I  am  joined  by  Dr.  Lee 
Williams  of  the  University  of  Oklahoma  who  is  the  Director  of  the  Oklahoma  EPSCoR 
program.  We  are  here  to  testify  in  support  of  funding  for  the  Institutional  Development 
Award  (IDeA)  program  which  is  sponsored  by  the  National  Institutes  of  Health  and 
managed  by  the  National  Center  for  Research  Resources. 

The  Experimental  Program  to  Stimulate  Competitive  Research  (EPSCoR)  was 
initiated  by  the  National  Science  Foundation  in  1979  in  response  to  concerns  about  the 
uneven  geographic  distribution  of  Federal  support  for  university  research  and 
development.  EPSCoR  is  designed  to  stimulate  better  research  in  under-funded  states 
and  increase  the  ability  of  scientists  in  these  states  to  compete  for  Federal  research 
support.  In  1990,  after  reviewing  the  results  of  the  NSF  program,  Congress  began 
expanding  EPSCoR  to  other  federal  agencies  with  significant  research  activities, 
including  the  National  Institutes  of  Health. 

The  1993  NIH  Revitalization  Act  (P.L.  103-43)  directed  NIH  to  establish  a 
program  to  enhance  the  competitiveness  of  biomedical  researchers  in  states  with 
historically  low  success  rates.  As  a  result,  NIH  established  an  EPSCoR-like  program 
called  the  Institutional  Development  Award  (IDeA)  at  the  National  Center  for  Research 
Resources.  The  IDeA  program  is  a  merit-based,  peer  reviewed  program  intended  to 
broaden  the  geographical  distribution  of  NIH  funding  for  biomedical  and  behavioral 
research.  Primary  goals  of  the  IDeA  program  are  to  enhance  the  competitiveness  of 
research  institutions  in  IDeA  eligible  states  for  NIH  funded  grants  and  to  increase  the 
probability  of  long-term  growth  of  NIH  competitive  funding  to  investigators  at 
institutions  from  these  eligible  states. 

The  various  federal  EPSCoR  activities  are  contributing  significantly  to  efforts  to 
improve  the  science  environment  in  the  State  of  Mississippi  and  enhance  the 
competitiveness  of  each  of  the  State's  four  participating  research  universities.  Those 
institutions  are  Jackson  State  University,  Mississippi  State  University,  The  University  of 
Southern  Mississippi  and  the  University  of  Mississippi,  including  our  Medical  Center 
campus.  For  example,  since  Mississippi  began  participating  in  the  NSF  EPSCoR 
program,  funding  for  activities  supported  by  the  mainstream  NSF  research  directorates 
has  increased  dramatically. 
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The  EPSCoR  program  in  Mississippi  is  guided  by  a  committee  which  is 
composed  of  the  four  chief  research  officers  of  the  participating  universities,  plus  the 
Mississippi  Commissioner  of  Higher  Education.  This  group  has  governed  the  EPSCoR 
initiatives  in  the  State  of  Mississippi  since  1989.  It  is  impossible  to  do  justice  in  the  short 
period  of  time  today  to  the  importance  of  these  investments  in  our  State,  but  I  can  tell  you 
that  the  EPSCoR  program,  as  a  partnership  between  the  State  and  the  federal  government 
has  made  a  dramatic  change  in  science  culture  in  Mississippi.  We  have  created  a  major 
scientific  infrastructure,  advanced  our  competitiveness  for  research  support,  and  created 
mechanisms  for  cooperation  between  the  university  campuses  which  will  sustain  our 
efforts  over  the  long-term. 

The  members  of  the  Mississippi  EPSCoR  Committee  believe  the  Institutional 
Development  Awards  program  will  make  a  similarly  significant  contribution  to 
strengthening  our  biomedical  and  biotechnical  research.  Recently  we  submitted  a 
proposal  for  the  1995  IDeA  research  competition.  If  selected  by  the  National  Center  for 
Research  Resources,  the  Mississippi  IDeA  project  will  be  under  the  direction  of  Dr.  Alice 
Clark,  F.A.P.  Barnard  Distinguished  Professor  of  Pharmacognosy  and  Interim  Director  of 
the  National  Center  for  the  Development  of  Natural  Products. 

The  objective  of  our  proposal  will  be  accomplished  through  a  concerted  plan  of 
faculty  development  that  includes  the  acquisition  of  four  specific  technologies  applicable 
to  biomedical  research.  Our  plan  includes  the  acquisition  of  preliminary  data  to  improve 
investigators'  abilities  to  compete  for  NIH  funding  and  illustrates  the  wide-ranging 
applicabilities  of  the  technologies  selected.  A  final  phase  of  this  project  involves  the 
dissemination  of  these  technologies  to  other  investigators  throughout  the  State,  thus 
strengthening  the  research  environment  of  all  the  institutions  and  enhancing  the 
capabilities  of  other  investigators  to  compete  for  federal  funding. 

In  summary,  the  Mississippi  NIH  IDeA  Plan  proposed  to  provide  funds  for 
participating  faculty  to  acquire  specific  technologies  applicable  to  biomedical  research,  to 
obtain  preliminary  data  to  support  future  grant  applications,  and  to  illustrate  the  wide- 
ranging  applicability  and  utility  of  each  of  the  acquired  technologies.  This  would  provide 
a  means  of  validating  the  immediate  positive  impact  on  the  State's  infrastructure  for 
conducting  biomedical  research;  to  transfer  the  acquired  technologies  to  other 
investigators  in  the  State,  including  demonstration  of  the  applicability  of  the  technologies 
to  biomedical  research;  and,  to  establish  a  directory  of  biomedical  research  useful  to  the 
State's  investigators  as  a  resource  for  networking,  mentoring,  and  establishing 
collaborative  relationships. 

This  is  a  very  important  infrastructure  building  and  competitiveness  enhancing 
project  under  the  direction  of  a  senior,  respected  scientist  that  we  feel  will  sustain  long- 
term  improvement  in  the  infrastructure  for  conducting  biomedical  research  in  the  State's 
universities. 
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The  President's  FY  1996  budget  for  NCRR  included  $1,100,000  for  the  IDeA 
program.  While  we  do  not  know  what  the  FY  1997  budget  will  contain,  we  recommend 
that  the  Subcommittee  provide  $5,000,000  to  support  a  more  vigorous  IDeA  program  on 
the  order  of  the  program  recommended  by  NIH  in  its  1991  report  to  Congress  on  its  "Plan 
to  Strengthen  the  Competitiveness  of  Selected  States  for  Research  Funding."  We  also 
suggest  that,  in  providing  these  funds,  the  Subcommittee  should  direct  NIH  to  update  its 
selection  criteria  to  reflect  the  current  volume  of  research  in  eligible  States  as  well  as  the 
most  recent  five  year  average  success  rate  for  applications  which  have  been  submitted  for 
review  to  NIH. 

Mr.  Chairman,  the  Institutional  Development  Awards,  NIH's  EPSCoR  program, 
is  an  exciting  program  that  holds  great  potential  for  Mississippi's  four  research 
universities  and  for  our  Medical  Center.  It  will  help  our  state  and  the  other  eligible  states 
to  more  fully  contribute  to  the  biomedical  research  goals  of  NIH. 

On  behalf  of  the  Coalition  of  EPSCoR  States,  I  would  like  to  thank  you  and  your 
colleagues  on  the  Subcommittee  for  your  ongoing  support  for  the  Institutional 
Development  Awards  program  and  request  that  you  increase  that  support  in  the  future. 
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Statement  of  Dr.  T.  H.  Lee  Williams 
Director,  Oklahoma  EPSCoR,  Oklahoma  State  Regents  for  Higher  Education 

to 

Labor  -  Health  and  Human  Services  Subcommittee  on  Appropriations 
U.S.  House  of  Representatives,  Thursday,  March  7, 1996 


Mr.  Chairman: 

I  am  Lee  Williams,  Director  of  Science  and  Technology  Research  for  the  Oklahoma 
State  Regents  for  Higher  Education,  and  Director  of  the  Oklahoma  EPSCoR  program.  I 
represent  the  Oklahoma  EPSCoR  Committee  which  includes  leaders  from  higher 
education,  state  government,  and  the  private  sector  in  Oklahoma.  I  am  here  today  to 
speak  in  support  of  the  National  Institutes  of  Health's  Institutional  Development  Award 
(IDeA)  program,  which  is  NIH's  complement  to  the  Experimental  Program  to  Stimulate 
Competitive  Research  (EPSCoR)  managed  by  the  National  Science  Foundation. 

Overview 

EPSCoR  and  IDeA  have  served  as  major  stimuli  to  improvements  in  the 
competitiveness  of  Oklahoma  researchers.  The  programs  have  aided  the  state  and 
the  four  research  campuses  (University  of  Oklahoma,  the  OU  Health  Sciences  Center, 
Oklahoma  State  University,  and  The  University  of  Tulsa)  to  develop  a  research  spirit 
and  culture  and  to  strengthen  their  research  infrastructure.  Support  and  incentive 
programs  are  in  place  at  the  universities,  targeting  research  equipment,  human 
resources,  and  knowledge  and  technology  transfer. 

We  are  making  good  progress  towards  our  goal  of  national  competitiveness.  NIH 
support  at  the  University  of  Oklahoma  Health  Sciences  Center  rose  38%  to  $15.7 
million  between  FV94  and  FV95.  However,  OU  currently  ranks  95th  in  the  nation 
among  institutions  of  higher  education  in  NIH  support,  so  our  job  is  not  yet  complete. 

Why  EPSCoR  ? 

The  unique  value  of  an  EPSCoR-like  program  is  its  ability  to  address  two  issues 
relevant  to  improving  the  research  competitiveness  of  a  state.  First,  the  program 
supports  excellent  peer-reviewed  competitive  research.  Second,  the  program  builds 
research  competitiveness  through  fostering  research  collaborations,  enhancement  of 
facilities,  support  of  pilot  projects,  and  human  resource  development.  Because  of  this 
duality,  we  often  refer  to  EPSCoR  as  being  a  "Research  Plus"  program. 

IDeA  and  EPSCoR  in  Oklahoma 

In  Oklahoma,  the  early  projects  focused  on  supporting  young  faculty  who  were  close  to 
national  competitiveness.  The  1993  NIH-IDeA  award  provided  one-year  support  for 


1167 


nine  junior  faculty  from  the  University  of  Oklahoma,  the  OU  Health  Sciences  Center, 
and  Oklahoma  State  University.  Eight  of  the  nine  remain  on  the  faculty,  itself  a 
testimony  to  our  success  in  retaining  our  best  junior  faculty.  The  NIH-IDeA  support 
(totaling  $142,908  in  NIH-IDeA  funds  and  an  equal  match  amount  from  the  State 
Regents)  enabled  them  to  establish  their  research  labs  and  programs  quickly  and  to 
generate  early  research  results  that  were  the  basis  for  regular  research  proposals.  All 
eight  now  have  external  research  funding,  totaling  $2.18  million,  that  is  attributable  to 
the  IDeA  support. 

Later  programs  supported  scientists  working  in  a  common  research  area.  The  second 
NSF-EPSCoR  program  established  research  clusters.  The  latest  NSF-EPSCoR  efforts 
take  this  one  step  further  to  develop  research  'Centers'  that  are  collaborations  between 
scientists  and  research  facilities  across  and  between  the  research  campuses  in 
Oklahoma.  Through  these  Centers  we  can  reach  the  critical  mass  of  first  rate 
researchers  and  facilities.  Biotechnology  is  one  of  three  areas  targeted  for  special 
emphasis  by  the  Oklahoma  EPSCoR  Committee. 

The  pending  NIH-IDeA  proposal  is  based  on  the  success  of  the  collaborative  efforts  we 
saw  develop  through  the  earlier  EPSCoR  and  NIH-IDeA  projects.  The  goal  of  the 
proposal  is  to  strengthen  and  increase  Physical  Biochemistry  and  Structural  Biology 
research  in  the  state,  through  faculty  development,  faculty  start-up  support,  and  by 
developing  infrastructure  through  upgrading  of  research  equipment.  The  theme  and 
structure  of  the  program  was  developed  by  a  group  of  senior  researchers  and  research 
administrators  from  the  research  universities,  a  private  medical  research  foundation, 
and  a  biotechnology  company.  It  complements  and  builds  upon  the  biotechnology 
focus  of  the  NSF-EPSCoR  program. 

An  important  aspect  of  the  NIH-IDeA  and  EPSCoR  programs  is  the  'graduation'  of 
individuals  and  groups  from  the  projects.  We  follow  the  rule  of  'stimulation  not  support' 
and  seek  to  transition  projects  from  EPSCoR  support  to  regular  agency  or  other 
research  support  in  a  timely  manner. 


Partnerships 

The  planning  for  these  programs  involved  faculty  and  administrators  from  across  the 
state  in  a  remarkable  cooperative  and  collaborative  effort.  Indeed,  one  of  the  most 
significant  successes  of  the  EPSCoR  and  NIH-IDeA  programs  has  been  the 
partnerships  it  has  engendered.  These  partnerships  extend  beyond  the  universities  to 
include  the  state  government  and  industry  as  we  develop  the  program  goals,  research 
projects,  and  program  funding.  Because  cost-matching  is  required  in  EPSCoR  and 
NIH-IDeA  projects,  the  program  has  explicit  buy-in  and  visibility  with  the  Legislature. 

For  example,  there  is  a  line-item  in  the  State  Regents  for  Higher  Education  budget  for 
matching  funds  to  support  externally-funded  research  projects.  Last  year  we  allocated 
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funds  for  a  challenge  grant  that  led  to  a  successful  collaborative  project  between 
Oklahoma  universities  to  establish  a  Statewide  Shared  Nuclear  Magnetic  Resonance 
Facility.  This  $2  million  project  is  funded  by  federal,  state,  university,  industry,  and 
private  funds  and  is  a  very  attractive  and  popular  4:1  leverage  of  the  original  state 
investment. 

We  have  also  made  significant  advances  in  our  DNA  sequencing  capabilities.  Through 
collaborations  between  researchers  on  different  campuses  and  a  combination  of  NSF- 
EPSCoR,  NIH,  and  NSF  grants,  we  now  have  in  Oklahoma  one  of  the  largest  DNA 
sequencing  labs  in  the  U.S..  Our  ability  to  conduct  large-scale  sequencing  is  a 
cornerstone  of  our  plans  for  microbial  genome  research,  and  was  designed  to  be  a 
catalyst  for  many  research  initiatives,  some  of  which  are  anticipated,  but  many  of  which 
remain  to  be  discovered. 

The  partnership  concept  extends  also  to  our  interactions  with  the  federal  agencies. 
Joint  development  of  the  NIH-IDeA  and  EPSCoR  program  goals  and  objectives  will 
ensure  that  the  program  achieves  its  mission  of  stimulating  competitive  research. 
Indeed,  given  the  buy-in  and  participation  by  so  many  constituencies,  EPSCoR  is  a 
good  example  and  model  for  federal-state  partnerships  in  science  and  technology. 

The  Future 

Given  the  success  of  the  EPSCoR  and  NIH-IDeA  programs  in  Oklahoma,  it  is  not 
surprising  that  we  are  very  interested  and  enthusiastic  about  future  NIH-IDeA  programs. 
It  has  been  our  experience  that  the  EPSCoR  and  NIH-IDeA  programs  yield  a  return  far 
beyond  the  original  investment.  They  allow  the  states  to  accomplish  more  than  is 
possible  through  the  regular  research  programs.  At  their  core  they  support  quality  peer- 
reviewed  research,  but  also  build  the  research  infrastructure  that  improves  our  overall 
competitiveness.  They  stimulate  collaboration,  strategic  thinking  and  broad-scale 
planning,  and  development  of  a  shared  research  vision  by  the  state.  Oklahoma  is 
making  good  use  of  NIH-IDeA  and  EPSCoR  in  concert  with  and  complementary  to  the 
other  agency  research  initiatives. 

In  closing,  Mr.  Chairman,  I  would  like  to  join  my  colleague  from  Mississippi,  Dr. 
Dingerson,  in  urging  this  Subcommittee  to  continue  to  support  the  Institutional 
Development  Award  program.  We  request  that  the  Subcommittee  provide  $5  million  to 
the  National  Center  for  Research  Resources  for  the  IDeA  program  in  FY  1997.  This  will 
be  a  worthwhile  investment  of  scarce  NIH  funds  that  will  contribute  significantly  to 
efforts  to  build  the  biomedical  and  biotechnical  research  efforts  of  states  deemed 
eligible  to  participate  in  the  EPSCoR  program. 
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Mr.  BONILLA.  Thank  you  very  much,  gentlemen. 
I  would  now  like  to  yield  to  my  colleague  Mr.  Wicker  of  Mis- 
sissippi. 

Mr.  Wicker.  Thank  you,  Mr.  Chairman.  I  just  wanted  to  point 
out  that  Doctor  Dingerson  is  not  only  a  constituent  of  mine,  but  he 
is  the  father  of  Kristy  Dingerson,  a  member  of  my  legislative  staff 
who  is  assisting  me  in  this  hearing.  [Laughter.] 

We're  glad  to  have  you  here,  both  of  you.  Thank  you  for  your  tes- 
timony. 

Mr.  Bonilla.  Thank  you  very  much,  gentlemen. 


Thursday,  March  7,  1996. 

WITNESS 

GAIL  H,  CASSELL,  PH.D.  AMERICAN  SOCIETY  FOR  MICROBIOLOGY 

Mr.  Bonilla.  As  the  next  witness  comes  forward,  Doctor  Gail 
Cassell,  who  is  the  chair  of  the  Public  and  Scientific  Affairs  Board, 
representing  the  American  Society  for  Microbiology,  I  would  like  to 
thank  all  witnesses  for  coming  today  and  helping  us.  You  really 
help  us  make  decisions  long-term.  All  testimony  is  entered  for  the 
record  to  be  reviewed  by  every  member  of  the  committee  and  the 
excellent  staff  members  who  also  help  us  in  this  cause. 

Dr.  Cassell.  I  would  like  to  thank  you  for  the  opportunity  to  tes- 
tify and  would  just  say  I  think  that  the  individual  that  proceeded 
me  here,  my  colleague  from  Mississippi,  has  an  unfair  advantage. 
[Laughter.] 

I  do  represent  the  American  Society  for  Microbiology.  We  have  a 
membership  of  over  40,000  people  working  in  the  area  of  clinical 
infectious  diseases  and  microbiology  both  in  the  industrial  setting, 
the  academic  setting,  and  the  clinical  setting.  I  am  here  today  to 
share  with  you  actually  a  major  concern  of  our  membership  on  is- 
sues related  to  new  and  reemerging  infections  and  the  increase  in 
antibiotic  resistance.  I  hope  you'll  forgive  me,  but  in  order  to  stay 
on  time  I  will  probably  read  my  testimony  as  opposed  to  trusting 
myself  to  stay  on  time. 

To  the  surprise  of  many  Americans,  infectious  diseases,  even  ex- 
cluding AIDS,  continue  to  constitute  one  of  the  leading  causes  of 
morbidity  and  mortality  in  the  United  States.  Deaths  from  infec- 
tious disease  rose  58  percent  from  1980  to  1992 — 58  percent.  Al- 
though AIDS  cases  accounted  for  the  largest  share  of  the  increase, 
the  increased  death  rate  due  to  other  infectious  diseases  was  22 
percent  in  that  same  time  period.  In  fact,  just  last  year  three  of  the 
top  five  leading  causes  of  death  were  either  due  directly  or  indi- 
rectly to  infectious  diseases.  Infectious  diseases  account  for  25  per- 
cent of  all  physician  visits  in  the  United  States,  and  antibiotics  are 
the  most  commonly  used  class  of  drugs  in  this  country.  How  can 
we  find  ourselves  in  this  predicament  when  in  1967  the  Surgeon 
General  said  we  were  ready  to  close  the  book  on  infectious  diseases 
because  of  all  of  our  accomplishments? 

There's  a  great  article  in  today's  Washington  Post  that  I  would 
call  to  your  attention  that  I  think  is  relevant.  This  article  actually 
states  that  major  demographic  changes  in  this  country  are  creating 
a  social  fragmentation  that  will  present  a  formidable  challenge  to 
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political  candidates  this  year.  The  population  reference  bureau 
cites  several  trends  that  are  shaping  this  political  landscape  and 
segmenting  voters  into  distinct  groups,  from  the  aging  of  the  popu- 
lation to  immigration,  increasing  racial  diversity,  and  at  the  same 
time  the  income  gap  between  the  rich  and  poor  is  growing  and 
more  Americans  are  moving  into  the  suburbs  leaving  inner-cities 
more  isolated  with  concentrated  and  overcrowded  populations  of 
the  poor.  In  1992,  the  Institute  of  Medicines  report  entitled 
"Emerging  Infections:  Microbial  Threats  to  Health  in  the  United 
States"  clearly  articulates  why  we  find  the  microbes  winning  the 
battle  today  and,  not  surprisingly,  changes  in  human  demographics 
and  behavior,  economic  development  and  land  use  in  the  suburbs 
are  at  the  top  of  the  list.  The  aged  and  poor  and  overcrowded 
inner-cities  represent  the  highest  risk  population  for  infectious  dis- 
eases. But  the  most  important  message  in  the  IOM  report  is  that 
infectious  diseases  that  now  affect  people  in  other  parts  of  the 
world  do  represent  real  threats  to  the  United  States  because  of 
global  interdependence,  modern  transportation,  trade,  and  chang- 
ing social  cultural  patterns. 

Following  the  publication  of  the  IOM  report,  there  have  been  nu- 
merous disease  outbreaks  which  add  power  to  its  message,  includ- 
ing two  recent  Ebola  outbreaks  in  Africa  and  the  plague  threat  in 
India.  Information  that  surfaced  during  the  latter,  i.e.,  the  plague 
epidemic  in  India,  indicated  that  approximately  2,000  airline  pas- 
sengers arrive  in  New  York  City  daily  alone  from  India.  Overall, 
the  international  passengers  coming  into  the  United  States  in- 
creased from  2  million  in  1950  to  280  million  in  1990. 

As  an  example  of  the  impact  of  international  trade,  food  borne 
diseases  have  changed  dramatically.  Prior  to  1990,  salmonella  were 
rarely  found  in  fresh  fruits  and  vegetables.  But  since  that  time 
there  have  been  multiple  disease  outbreaks  linked  to  imported 
produce. 

Recent  data  indicate  a  tremendous  increase  in  middle  ear  infec- 
tions in  children.  This  parallels  the  increase  of  children  attending 
the  day  care  and  also  parallels  the  increase  in  two  earner  families. 
These  data  continue  to  emphasize  our  continued  vulnerability  to  in- 
fectious diseases  as  our  society  changes. 

The  threat  from  emerging  infections  is  compounded  by  an  alarm- 
ing increase  in  antibiotic  resistant  bacteria,  including  pneumo- 
coccus.  The  pneumococcus  is  the  most  common  cause  of  pneumonia 
and  death  in  the  elderly  and  is  also  one  of  the  most  common  causes 
of  middle  ear  infections  in  children.  Prior  to  1987,  antibiotic  resist- 
ant pneumococci  were  uncommon  whereas  now  up  to  26  percent  of 
strains  of  pneumococci  can  be  resistant. 

Basic  and  clinical  research  are  critically  needed  in  order  to  speed 
the  development  of  new  vaccines  as  well  as  the  identification  of 
new  animicrobal  targets.  More  information  is  needed  on  the  natu- 
ral habitats,  mechanisms  of  emergence,  mechanisms  of  persistence, 
transmission,  and  transport  of  some  of  the  more  recently  identified 
infectious  agents.  Something  that  may  surprise  you  is  likely  emerg- 
ing diseases  in  the  United  States  now,  in  fact,  Mr.  Bonilla,  ones 
that  you  should  be  familiar  with.  Dingy  fever,  in  fact  there  were 
cases  of  dingy  fever  reported  in  Texas  just  this  year.  There  have 
been  cases  of  malaria  reported  in  the  United  States  in  the  last  two 
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years  that  were  actually  acquired  in  the  United  States  not  im- 
ported. Gulf  States  like  Mississippi  and  Alabama  certainly  are  also 
vulnerable.  And  you  may  be  surprised  to  know,  Mr.  Wicker,  that 
the  oyster  beds  in  Mobile  were  closed  two  years  ago  during  the 
pandemic  of  cholera  that  occurred  in  South  America  because  the 
organisms  had  actually  drifted  to  the  waters  into  the  Gulf  of  Mex- 
ico. So  none  of  us  are  immune  from  these  problems. 

Due  to  the  increasing  threats  then  from  international  trade  and 
travel,  we  must  intensify  research  efforts  in  areas  which  impact 
international  health  and  disease  surveillance.  Lastly,  it  should  be 
emphasized  that  this  research  is  needed  in  order  to  safeguard  our 
national  security.  New  and  emerging  infections  and  antibiotic  re- 
sistance have  grave  implications  for  the  safety  of  our  troops.  Fur- 
thermore, the  threats  of  germ  warfare,  as  was  pointed  out  yester- 
day in  hearings  in  the  Judiciary  Committee  by  Doctor  Hatch,  indi- 
cate that  terrorist  activities  involving  germ  warfare  potentially  are 
increasing  and  not  decreasing. 

The  IOM  report  highlights  the  importance  of  the  NIH  and  its 
partnerships  with  universities  and  industry  in  basic  research  relat- 
ed to  emerging  infections.  But  ironically,  over  the  past  three  years 
the  budget  for  non-AIDS  infectious  diseases  has  actually  declined 
within  the  NIH.  In  fact,  in  1994  the  budget  for  non-AIDS  infectious 
diseases  was  reduced  by  $20  million.  It  is  difficult  to  recover  from 
that  significant  decrease.  It  is  true  that  last  year  in  the  fiscal  year 
1996  appropriation  there  was  an  increase  of  a  little  over  1  percent. 
That  was  largely  due  to  the  efforts  of  this  subcommittee  and  we 
certainly  want  to  thank  you  for  all  of  your  efforts  in  that  regard. 
But  I  am  sorry  to  tell  you  that  the  magnitude  of  the  problem  is  so 
great  that  we  must  request  that  there  be  again  a  more  significant 
increase  in  the  non-AIDS  infectious  disease  budget  of  the  National 
Institute  of  Allergy  and  Infectious  Disease.  We  are  requesting  and 
recommending  that  there  be  an  increase  of  $45  million. 

This  is  an  issue  certainly  with  regards  to  emerging  infections 
now  that  has  exceeded,  just  as  I've  mentioned,  the  national  con- 
cerns, it  has  elevated  to  concerns  within  the  State  Department. 
You  may  be  familiar  with  a  report  that  was  released  this  summer 
called  "The  CISET  Report"  that  deals  with  these  very  issues  and 
the  threats  that  we  face  from  an  international  standpoint  and  the 
need  for  global  surveillance.  All  of  these  issues  that  I've  discussed 
with  you  would  certainly  pertain  to  those  concerns. 

As  some  of  the  other  speakers  before  me,  we  also  would  rec- 
ommend the  6.5-percent  increase  in  the  overall  NIH  budget.  We 
think  that  it  is  well  justified  because  of  the  scientific  opportunities 
in  many  areas  that  I  would  have  loved  to  be  able  to  discuss  today 
but  felt  it  was  important  to  share  with  you  our  great  concerns  re- 
lated to  emerging  infections.  Thank  you. 

[The  prepared  statement  follows:] 
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Thank  you  for  the  opportunity  to  testify  on  the  fiscal  year  1 997  appropriation  for  the 
National  Institutes  of  Health  (NIH).  The  American  Society  for  Microbiology  (ASM)  represents  over 
40,000  life  scientists  who  work  in  research,  clinical,  public  health  and  industrial  laboratories.  We 
wish  to  thank  Chairman  Porter  for  his  leadership  and  all  the  members  of  this  Subcommittee  for 
supporting  biomedical  research  as  the  highest  priority  during  this  period  of  fiscal  restraint  Medical 
advances  result  not  only  from  the  dedication  and  perserverence  of  humanitarians  in  medicine  and 
science  but  also  from  those  in  government 

We  urge  Congress  to  continue  strong  federal  investment  in  basic  and  clinical  biomedical 
research  supported  by  the  NHL  We,  therefore,  recommend  an  increase  of  6.5  percent  for  the  NIH, 
which  is  the  agency's  professional  judgement  budget  for  FY  1 997.  The  NIH' s  professional 
judgement  budget  represents  the  best  estimate  of  the  minimum  increase  in  funding  needed  to 
sustain  progress  and  take  advantage  of  new  opportunities  in  biomedical  research.  Increased 
investment  at  this  level  is  needed  to  fund  the  range  of  research  opportunities  that  will  lead  to 
improved  health  and  quality  of  life  for  all  Americans,  as  well  as  the  research  infrastructure  and 
training  to  maintain  a  strong  research  environment  An  ongoing  federal  commitment  to  basic 
research  into  fundamental  life  processes  is  critical  to  continued  technological  innovation.  To 
ensure  that  top  quality  research  opportunities  are  not  missed,  the  NIH  should  fund  at  a  minimum 
one  out  of  three  meritorious  research  project  grant  applications.  The  peer  review  process  is  critical 
to  developing  scientific  and  budgetary  priorities  and  should  be  sustained  and  strengthened  to 
maintain  scientific  excellence. 

Research  Required  to  Address  the  Threats  from  Emerging  and  Drug  Resistant  Infections 

The  ASM  particularly  would  like  to  bring  to  the  attention  of  this  Subcommittee,  the  urgency 
of  addressing  the  threats  of  new  and  emerging  infections  and  the  significant  problem  of  antibiotic 
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resistance.  To  the  surprise  of  many  Americans,  infectious  diseases  (even  excluding  AIDS)  continue 
to  constitute  one  of  the  leading  causes  of  morbidity  and  mortality  in  the  United  States.  Five  of  the 
ten  leading  causes  of  death  last  year  were  directly  or  indirectly  related  to  infectious  diseases 
(pneumonia,  AIDS,  chronic  liver  disease,  chronic  obstructive  lung  disease  and  immunosuppression 
related  to  cancer).  Deaths  from  infectious  diseases  in  the  U.S.  rose  58  percent  between  1980  and 
1992.  Although  ADDS  cases  accounted  for  the  largest  share  of  the  increase,  the  death  rate  due  to 
other  infectious  diseases  increased  by  22  percent  according  to  CDC  data. 

Infectious  diseases  account  for  25  percent  of  all  visits  to  physicians  in  the  United  States.  In 
1990,  antibiotics  were  the  most  commonly  prescribed  category  of  drugs.  Approximately  $120 
billion,  or  15  percent,  of  all  1992  health  care  expenditures  in  the  U.S.  were  related  to  direct  or 
indirect  costs  of  infectious  diseases.  The  annual  treatment  of  non- AIDS  sexually  transmitted 
diseases  cost  $5  billion  and  intestinal  infections  resulted  in  almost  $30  billion  in  combined  direct 
costs  and  lost  productivity.  In  1992,  there  were  9,000  deaths  in  the  U.S.  due  to  food  borne  illnesses. 
In  1994,  there  were  actually  cases  of  malaria  in  the  Northeastern  U.S.  shown  to  have  been 
transmitted  directly  in  the  U.S.,  i.e.  they  were  not  "imported  cases."  Locally  acquired  cases  of 
malaria  had  not  been  reported  in  the  area  for  the  past  50  years. 

How  can  we  find  ourselves  in  this  predicament  when  in  1967,  the  surgeon  general  declared 
the  U.S.  was  ready  to  "close  the  book  on  infectious  diseases  and  shift  all  national  attention  (and 
dollars)  to  what  he  called  "the  New  Dimensions"  of  health:  chronic  diseases."  His  optimism  was 
based  upon  the  development  of  more  than  25,000  antibiotic  products  by  1965.  This  coupled  with 
the  impressive  effects  of  the  pertussis  and  diphtheria  vaccines  led  to  the  feeling  that  bacterial 
diseases  were  no  longer  of  great  concern  to  physicians.  Furthermore,  polio  and  smallpox  had  been 
conquered  in  the  U.S.  with  vaccines.  However,  at  this  time  little  was  known  about  the  relatively 
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new  fields  of  virology,  immunology,  microbial  genetics  and  microbial  evolution.  The  remarkable 
capability  of  bacteria  for  developing  resistance  to  antibiotics  and  the  uncanny  ability  of  microbes 
for  environmental  adaptation  were  only  beginning  to  be  imagined  or  understood.  While  poverty 
and  overcrowding  were  known  to  enhance  spread  of  infectious  diseases,  little  was  known  about 
other  factors  involved  in  disease  ecology  and  emergence  of  new  and  re-emergence  of  old  infectious 
agents  once  thought  to  have  been  controlled. 

The  1992  Institute  of  Medicine's  (IOM)  report  entitled  Emerging  Infections:  Microbial 
Threats  to  Health  in  the  United  States  clearly  articulates  why  we  find  the  microbes  winning  the 
battle  and  how  our  previous  optimism  and  complacency  towards  infectious  diseases  have  weakened 
the  ability  of  our  public  health  infrastructure  to  either  prevent  or  control  microbial  diseases. 
Furthermore,  the  report  predicts  that  unless  we  dramatically  alter  our  course,  new  and  emerging 
infectious  diseases  will  increase  the  infectious  disease  burden  in  this  country.  The  report  identifies 
the  following  as  major  contributors  to  emerging  microbial  threats:  human  demographics  and 
behavior,  technology  and  industry,  economic  development  and  land  use;  international  travel  and 
commerce;  microbial  adaptation  and  change;  and  breakdown  of  public  health  measures. 

The  most  important  message  in  the  IOM  report  —often  repeated  but  insufficiently 
heeded— is  mat  infectious  diseases  that  now  affect  people  in  other  parts  of  the  world  represent  real 
threats  to  the  United  States  because  of  global  interdependence,  modem  transportation,  trade,  and 
changing  social  and  cultural  patterns.  Complacency  and  shifting  priorities  can  allow  for  the 
re-emergence,  as  well  as  the  emergence,  of  infectious  diseases.  The  IOM  report  predicts  and  recent 
events  document  that  this  country  is  ill-prepared  to  address  these  threats. 

Following  the  publication  of  the  IOM  report,  there  have  been  numerous  disease  outbreaks 
which  add  power  to  its  message  including  the  two  recent  Ebola  outbreaks  in  Africa  and  the  plague 
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threat  in  India  last  year,  the  cholera  pandemic  in  South  America  from  1991  to  1993,  and  the 
emergence  of  the  highly  virulent  Bengal  cholera  strain  in  India.  The  Bengal  strain  was  detected  in  a 
patient  in  Los  Angeles  who  had  recently  returned  from  a  trip  to  India.  Information  which  surfaced 
during  the  potential  plague  epidemic  in  India  during  1994  indicated  that  approximately  2,000  airline 
passengers  arrive  in  New  York  daily  from  India  alone.  Overall,  international  passengers  arriving  on 
flights  into  the  United  States  increased  from  2  million  in  19S0  to  280  million  in  1990.  The  largest 
(>400,000  cases  of  diarrhea  due  to  Cryptosporidium)  waterborne  disease  outbreak  in  U.S.  history 
has  also  occurred.  An  outbreak  of  acute,  ratal  respiratory  distress  syndrome  in  the  Southwestern 
United  States  was  shown  to  be  due  to  hanta  virus,  a  newly  identified  virus  spread  to  humans  in  the 
feces  and  urine  of  the  deer  mouse.  The  outbreak  was  thought  to  be  associated  with  a  marked 
increase  in  the  deer  mouse  population  due  to  an  excessive  amount  of  rain  and  a  bumper  crop  of 
pineon  nuts.  Initially  thought  to  be  limited  to  the  Southwest,  it  appears  that  the  deer  mouse  is  one 
of  the  most  common  rodents  in  the  country  and  ratal  hanta  virus  cases  have  been  reported  as  far 
away  as  Miami  and  New  York.  The  virus  is  now  known  to  be  carried  by  other  rodents  as  well  and 
another  strain  of  virus  has  also  been  identified  Trends  in  food  borne  diseases  also  changed. 
Fatalities  in  1 993  were  associated  with  Escherichia  coli  01 57:H7  contaminated  hamburgers  (meat 
in  question  was  imported  from  four  different  countries).  Prior  to  1990,  salmonellae  were  rarely 
found  in  fresh  fruits  and  vegetables.  Since  then,  there  have  been  four  multi  state  outbreaks,  each 
involving  100  to  400  confirmed  cases  tied  to  imported  produce.  Recent  data  indicate  that  over 
50  percent  of  fruits  and  vegetables  consumed  in  the  winter  months  in  the  United  States  are  now 
imported.  These  data  continue  to  emphasize  our  continued  vulnerability  to  infectious  diseases  as 
our  society  changes. 

The  threat  from  emerging  infections  is  compounded  by  an  alarming  increase  in  antibiotic 
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resistant  bacteria  including:  Staphylococcus  aureus  (>90  percent  of  strains  resistant  to  penicillin 
and  other  beta-lactam  antibiotics),  Enterococcus  (incidence  of  vancomycin  resistant  strains  has 
increased  20  times  since  1989),  and  pneumococcus  (prior  to  1987  antibiotic  resistant  pneumococci 
were  uncommon  whereas  now  up  to  26  percent  of  strains  can  be  resistant).  Of  course  the  true 
magnitude  of  antibiotic  resistance  is  unknown  since  there  is  no  national  surveillance  system. 
However,  information  on  these  three  organisms  alone  is  disturbing  enough.  Staphylococcus  is  one 
of  the  most  common  causes  of  infections  in  humans;  the  enterococcus  is  one  of  the  most  common 
causes  of  infections  in  patients  in  intensive  care  units,  and  the  pneumococcus  is  the  most  common 
cause  of  pneumonia  and  death  in  the  elderly  and  of  middle  ear  infections  in  children. 

It  seems  that  in  the  1 980s,  when  it  appeared  that  humans  were  winning  the  race  against 
microbes,  pharmaceutical  manufacturers  also  shifted  their  attention  away  from  infectious  diseases  to 
chronic  diseases  like  heart  disease  and  cancer.  Between  1989  and  1993,  only  12  new  antibiotics 
were  approved,  and  there  is  little  hope  that  drug  makers  will  come  up  with  any  really  spectacular 
improvements  until  well  into  the  21st  century. 

The  disease  outbreaks,  the  surge  in  antibiotic  resistance,  the  decaying  public  health 
infrastructure  and  the  implications  have  been  well  publicized  by  the  public  news  media.  It  has  been 
brought  to  the  attention  of  the  Executive  Branch  and  members  of  Congress  in  numerous  private 
meetings,  public  forums  sponsored  by  the  Office  of  Science  and  Technology  Policy,  and 
congressional  briefings.  Given  the  magnitude  of  the  problem  and  its  urgency,  a  rapid  and 
appropriate  response  must  be  forthcoming. 

Basic  and  clinical  research  are  critically  needed  in  order  to  speed  the  development  of  new 
vaccines  as  well  as  the  identification  of  new  antiviral  and  antimicrobial  drug  targets.  Resources  are 
needed  to  sequence  microbial  genomes  in  order  to  identify  new  vaccine  and  drug  targets.  (While 
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genome  sequencing  is  one  of  the  most  efficient  approaches,  it  unfortunately  is  also  one  of  the  most 
expensive.)  More  information  is  needed  on  the  natural  habitats,  mechanisms  of  emergence, 
mechanisms  of  persistence,  transmission,  and  transport  of  some  of  the  more  recently  identified 
infectious  agents.  Due  to  the  increasing  threats  from  international  trade  and  travel  we  must  intensify 
research  efforts  in  areas  which  impact  international  health  and  disease  surveillance.  Lastly,  it 
should  be  emphasized  that  this  research  is  needed  in  order  to  safeguard  our  national  security.  New 
and  emerging  infections  and  antibiotic  resistance  have  grave  implications  for  the  safety  of  our  troops 
and  unfortunately  the  threats  of  germ  warfare  are  increasing  not  decreasing. 

The  IOM  report  contains  1 5  recommendations  for  addressing  the  threats  of  emerging 
infections  and  highlights  the  importance  of  the  NIH  in  its  partnership  with  universities  and  industry 
in  basic  research  related  to  emerging  infections.  Ironically  over  the  past  three  years  there  have  been 
significant  budget  reductions  for  non-AEDS  infectious  diseases  in  the  National  Institute  of  Allergy 
and  Infectious  Diseases  (NIAID)  (in  FY  1994  there  was  a  reduction  of  $20  million.)  At  NIH, 
funding  for  work  related  to  infectious  diseases,  excluding  AIDS  and  TB,  represents  only  about 
5  percent  of  their  total  budgets. 

For  fiscal  year  1996,  largely  due  to  the  efforts  of  this  Subcommittee  and  you,  Mr.  Porter, 
NIAID  received  an  increase  of  1.5  percent  to  address  emerging  infections  and  antibiotic  resistance. 
While  you  are  to  be  commended  for  these  efforts,  the  magnitude  of  the  problem  is  such  that  a  more 
significant  increase  is  needed.  We  understand  that  the  NTH  must  balance  fiscal  issues  within  a 
constrained  overall  budget  as  it  considers  areas  of  emphasis.  Emerging  and  reemerging  infectious 
diseases  have  received  attention  from  an  interagency  government  working  group  under  the  auspices 
of  the  National  Science  and  Technology  Council's  Committee  on  International  Science, 
Engineering  and  Technology  (CISET).  The  CISET  report  makes  recommendations  for  action  by  the 
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federal  government  and  emphasizes  that  a  strong  research  and  training  effort  must  be  sustained  and 
strengthened  to  meet  new  challenges  represented  by  emerging  diseases.  We  believe  that  emerging 
diseases  should  receive  as  much  importance  as  other  areas  of  high  emphasis  in  the  NIH  budget  We 
strongly  recommend  that  NLAJD's  non-AIDS  research  budget  be  increased  and  include  additional 
new  funding  for  research  on  emerging  infections.  We  recommend  an  increase  of  $45  million. 
Research  Advances  Improve  Public  Health 

Federal  investment  in  biomedical  research  has  led  to  major  advances  in  health  care  in  the 
past  SO  years,  and  the  biological  revolution  promises  to  yield  more  progress  to  respond  to  new 
medical  challenges.  The  average  life  expectancy  of  76  years  for  Americans  represents  an  increase 
of  more  than  60  percent  over  the  typical  life  expectancy  of  47  years  at  the  turn  of  the  century.  Much 
of  that  increase  in  life  span  can  be  attributed  to  medical  advances,  including  vaccinations  that  have 
reduced  or  eliminated  a  number  of  infectious  diseases.  For  example,  in  recent  years  federal 
investments  in  research  on  Hemophilus  influenzae  type  b  (Hib)  vaccine  has  had  a  significant  payoff 
for  healthy  children  and  economic  benefits.  Use  of  the  improved  vaccine  has  yielded  an  estimated 
twenty-fold  annual  return  to  the  public  on  a  relatively  small  investment  in  research,  and  the  vaccine 
will  save  an  estimated  $470  million  annually  in  health  care  costs. 

Currently,  less  than  four  cents  of  every  health  care  dollar  goes  to  medical  research,  however. 
Recent  surveys  indicate  that  most  Americans  believe  more  money  should  be  spent  on  medical 
research  and  they  are  willing  to  pay  for  it  through  their  own  insurance  or  taxes. 
Research  Expands  Competitiveness 

Past  federal  investments  in  biomedical  research  have  proven  to  be  the  most  cost  effective 
ever  made.  It  has  been  estimated  that  the  average  rate  of  return  from  investment  by  the  federal 
government  in  research  and  development  is  greater  than  SO  percent  An  estimated  $92  billion  of  our 
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current  Gross  National  Product  derives  from  ten  biomedical  discoveries  made  before  1980.  NIH 
supported  research  has  led  to  development  of  the  new  biotechnology,  which  is  expected  to  have  a 
dramatic  effect  on  the  U.S.  economy  over  the  next  decade.  The  U.S.  biotechnology  industry  is 
profiting  from  this  trend,  with  an  estimated  $9.3  billion  in  sales  generated  in  1995  an  increase  of 
18  percent  These  sales  are  expected  to  reach  $50  billion  in  the  next  decade.  The  U.S.  leads  the 
world  in  technological  innovation  and  new  company  formation  in  biotechnology.  The 
biotechnology  industry  is  responsible  for  about  100,000  highly  skilled  jobs  generated  by  1,300 
biotechnology  firms.  U.S.  investment  in  biomedical  research  needs  to  continue  to  grow  to  keep  the 
U.S.  at  the  forefront  of  biotechnology  research.  However,  we  may  be  in  danger  of  losing  our 
competitive  edge.  Combined  public  and  private  investment  in  research  has  slipped  from  3  percent 
of  gross  national  product  to  2.6  percent,  and  by  2000,  for  the  first  time  in  history,  Japan  is  likely  to 
spend  more  in  real  terms  on  research  and  development  than  we  do. 
Research  Training  and  Infrastructure  Needs 

NIH  support  of  grants  and  contracts  to  universities  has  a  significant  impact  on  the  research 
and  educational  activities  of  academic  institutions  across  the  country  and  helps  to  create  jobs  at 
these  institutions.  This  support  of  higher  education  and  scientific  literacy  is  necessary  to  ensure  that 
Americans  have  skills  to  compete  in  the  international  arena.  Federal  investments  in  basic 
biomedical  research  have  also  produced  the  world's  finest  scientists.  Adequate  support  for  research 
training  is  necessary  to  build  a  foundation  for  the  future  to  maintain  U.S.  preeminence  in  biomedical 
technology.  Successive  generations  of  talented  young  individuals  bring  new  ideas  and  renewed 
energy  necessary  for  continued  scientific  and  technology  discovery,  which  is  key  to  the  ability  of  the 
U.S.  to  compete  internationally.  Adequate  funding  should  be  provided  for  NIH  supported  National 
Research  Service  Award  (NRSA)  training  programs  for  predoctoral  and  postdoctoral  students  at 
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academic  institutions.  Funding  should  be  provided  to  maintain  the  number  of  trainees  in  FY  1997 
as  in  recent  years  with  a  cost  of  living  increase  for  stipends  so  as  to  attract  the  best  and  the  brightest 
Racial  and  ethnic  minorities  have  long  been  under  represented  among  biomedical  researchers,  and 
NIH  supported  training  programs  designed  to  increase  and  expand  opportunities  for  minorities  to 
pursue  careers  in  biomedical  research  should  be  supported  with  additional  funding.  To  fully 
capitalize  upon  advances  in  medicine  and  oral  health,  increased  funding  is  needed  to  provide  an 
increase  in  the  number  of  physician  and  dental  scientists  according  to  the  1 1,993  recommendations 
of  the  National  Research  Council. 

Increased  investment  in  NIH  is  also  necessary  for  infrastructure  development  and 
enhancement  and  state-of-the-art  research  equipment  and  supplies.  Equipment  and  instrumentation 
are  increasingly  expensive,  but  are  necessary  to  support  high  caliber  research.  The  NIH's  National 
Center  for  Research  Resource  (NCRR)  supports  essential  resources  for  biomedical  research.  The 
federal  commitment  to  infrastructure  needs  should  be  long-term,  stable  and  allocated  on  the  basis  of 
merit  The  Shared  Instrumentation  and  Small  Grant  Programs  and  Animal  Research  Models 
through  the  Comparative  Medicine  Program  require  additional  funding  to  provide  the  necessary 
underpinning  for  the  research  efforts  of  other  NIH  institutes. 

Li  closing,  I  would  like  to  again  emphasize  ASMs  appreciation  for  all  of  your  efforts  on 
behalf  of  biomedical  research  and  the  NIH,  particularly  last  year,  and  again  I  thank  you  for  giving  us 
the  opportunity  to  share  our  concerns  with  you  today. 


1182 


Mr.  BONILLA.  Thank  you  very  much,  Dr.  C!assell.  If  I  recall  cor- 
rectly, you  were  with  us  last  year.  Welcome  back. 

Dr.  Cassell.  You're  nice  to  say  that  and  to  have  remembered. 
Thank  you. 

Mr.  BONILLA.  Thank  you  for  your  testimony. 


Thursday,  March  7,  1996. 

WITNESS 

REV.  WILLIAM  F.  DAVIS,  OSFS,  UNITED  STATES  CATHOLIC  CON- 
FERENCE 

Mr.  Bonilla.  We  would  now  like  to  call  Reverend  William  Davis, 
who  is  a  representative  for  the  Catholic  Schools  representing  the 
U.S.  Catholic  Conference.  Reverend  Davis,  I  believe  it's  your  second 
appearance  before  the  committee  as  well. 

Reverend  Davis.  I  am  Father  William  Davis  from  the  United 
States  Catholic  Conference  Department  of  Education.  I  would  like 
to  take  the  opportunity  to  thank  you  for  having  us  and  also  for  the 
support  that  the  subcommittee  has  given  us  over  the  last  seven 
years  in  funding  capital  expenses.  We  urge  you  today  to  provide 
the  full  $40  million  authorized  in  the  Title  I  Capital  Expenses  pro- 
visions of  the  Improving  America's  School  Act.  This  funding  level 
was  also  supported  by  the  Clinton  administration  in  its  fiscal  year 
1995  budget  proposal.  Regrettably,  the  administration  has  sug- 
gested a  reduction  to  $20  million  in  its  fiscal  year  1996  budget.  I 
have  to  say  that  it's  also  regrettable  that  the  House  proposal  for 
fiscal  year  1996  limits  the  Capital  Expenses  to  the  Clinton  admin- 
istration's proposal  while  the  Senate  has  suggested  a  higher  figure 
of  $38,119  million. 

The  Capital  Expense  funds  are  needed  as  a  matter  of  justice  to 
restore  Title  1  services  to  large  numbers  of  eligible  students  en- 
rolled in  religious  schools  who  have  been  deprived  of  them  since 
the  Supreme  Court's  1985  decision  in  Aguilar  v.  Felton.  The  funds 
are  needed  to  improve  the  quality  of  services  offered  to  those  edu- 
cationally disadvantaged  students. 

In  Title  1,  the  Federal  Government  demonstrates  its  determina- 
tion to  help  students  overcome  the  disadvantages  of  both  lower  in- 
come environments  and  educational  disabilities.  Title  1  provides 
valued  supplemental  services  to  Catholic  schools,  most  especially  in 
the  inner  city  schools.  It  is  particularly  egregious  when  students  el- 
igible for  such  services,  who  receive  them  if  they're  enrolled  in  a 
public  school,  are  deprived  of  them  solely  because  they  attend  a  re- 
ligious school.  Parents  should  not  be  obliged  to  choose  between 
Title  1  services  and  the  quality  of  education  available  in  Catholic 
schools.  Depriving  them  of  such  essential  services  simply  because 
they  attend  a  religious  school  damages  the  students  and  our  Na- 
tion. This  committee  and  Congress  has  repeatedly  shown  that  they 
share  that  concern. 

Catholic  schools  have  demonstrated  a  particular  success  with 
Title  1  students.  The  drop-out  rate  in  Catholic  high  schools  is  less 
than  4  percent.  More  than  83  percent  of  Catholic  high  school  grad- 
uates go  on  to  post-secondary  education.  Minority  students,  in  par- 
ticular, have  higher  achievement  scores  than  similar  students  in 
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other  schools  in  reading  and  math  administered  as  part  of  the  na- 
tional assessment  of  academic  progress.  The  reality  is  that  Title  1 
students  in  Catholic  schools  show  that  the  program  can  work  even 
under  the  severe  limitations  that  the  Felton  decision  places  on 
those  students. 

In  1985,  the  Supreme  Court  held  that  public  school  Title  1  teach- 
ers could  not  enter  the  premises  of  a  religiously  affiliated  school  in 
order  to  provide  Title  1  services.  A  major  obstacle  was  then  pro- 
duced that  with  cost  associated  with  the  rent,  purchase  or  mainte- 
nance facilities  and  similar  capital  expenses.  In  about  half  of  the 
cases,  the  LEAs  were  unable  to  continue  Title  1  services  to  non- 
public school  students  at  nearby  facilities  or  in  vans  or  classrooms 
already  available  or  provided  through  special  State  and  local  ap- 
propriations. The  other  half  of  the  students  lost  services,  some  for 
a  few  months,  some  longer,  and  some  permanently. 

Congress  stated  that  its  intent  with  regard  to  Capital  Expenses 
was  to  restore  the  degree  of  participation  of  private  school  children 
in  Chapter  1  as  close  as  possible  to  the  time  before  the  Felton  deci- 
sion. I  would  like  to  refer  you  to  two  documents  that  I've  attached 
to  my  testimony,  one  by  Secretary  of  Education  Riley  calling  for  the 
reconsideration  of  the  Supreme  Court  decision,  and  to  a  brief  is- 
sued by  the  Justice  Department  related  to  the  efforts  of  the  chan- 
cellor of  the  New  York  public  schools  asking  for  relief  from  the 
Felton  decision.  Both  documents  chronicle  the  educational  and  fi- 
nancial damage  done  by  this  decision  to  eligible  Title  1  students  in 
religious  schools  and  to  local  educational  agencies.  It  seems  evident 
that  New  York  could  use  all  the  Capital  Expense  funds  eliminated 
in  the  Clinton  administration's  fiscal  year  1996  budget  proposals 
and  the  proposed  House  appropriation  for  that  year. 

The  question  of  these  funds  is  needed  to  sustain  the  degree  of  re- 
covery and  also  to  improve  the  degree  of  quality  of  the  services  of- 
fered. All  non-public  school  Title  1  programs  require  that  the  stu- 
dent be  pulled  out  of  the  home  school.  There's  common  agreement 
that  this  approach,  even  in  public  schools,  is  disruptive  of  some 
educational  progress. 

Finally,  non-public  school  students  with  restored  services  receive 
the  assistance  on  an  average  of  only  3.5  days  a  week  compared  to 
5  days  in  the  public  school  program.  The  shorter  program  is  pre- 
dictably less  effective,  especially  when  set  in  the  context  of  the  dif- 
ficulties Title  1  teachers  have  planning  and  consulting  with  non- 
public school  students  regular  classroom  teachers. 

We  urge  the  committee  to  recommend  the  full  funding  of  Capital 
Expenses  at  the  authorized  level  of  $40  million.  We  also  urge  the 
committee  to  consider  fully  funding  Title  1  as  well  as  some  of  the 
other  titles  in  the  Improving  America's  School  Act,  specifically  Ti- 
tles II,  III,  IV,  VI,  and  VII. 

Finally,  we  recommend  that  the  committee  consider  empowering 
parents  to  obtain  supplemental  services  for  their  children  from  ap- 
proved tutors  or  specialists  when  other  options  have  not  been  re- 
sponsive to  the  needs  of  these  children.  We  believe  that  this  option 
would  be  effective  in  restoring  services  to  students  deprived  of  serv- 
ices in  small  school  districts  currently  not  eligible  for  Capital  Ex- 
penses. Thank  you  for  the  opportunity  to  testify. 

[The  prepared  statement  follows:] 
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I  am  Father  William  F.  Davis,  O.S.F.S.,  of  the  Department  of  Education  of  the  United  States 
Catholic  Conference  (USCC).  The  USCC  speaks  on  behalf  of  the  nation's  more  than  8,300  Catholic 
elementary  and  secondary  schools,  2.6  million  students,  164,000  professional  educators  and  the 
millions  of  parents  who  support  them.  We  urge  you  to  provide  the  full  $40  million  authorized 
funding  level  for  the  Title  1  "Capital  Expenses"  provision  of  the  Improving  Americas  School  Act  - 
P.L.  103  -  382.  This  funding  level  was  also  supported  by  the  Clinton  Administration  in  its  FY'95 
budget  proposal.  Regrettably,  the  Clinton  Administration  suggested  a  reduction  to  $20  million  for 
"Capital  Expenses"  in  its  FY'  96  budget  proposal.  I  believe  that  it  is  also  regrettable  that  the  House 
appropriations  proposal  for  FY' 96  limits  "Capital  Expenses"  to  the  Clinton  Administration's 
proposal,  while  the  Senate  has  suggested  a  higher  figure  of  $  38. 1 19  million.  These  "Capital  Expense" 
funds  are  needed,  as  a  matter  of  justice,  to  restore  Title  1  services  to  large  numbers  of  eligible 
students  enrolled  in  religiously  oriented  schools  who  have  been  deprived  of  them  since  the  Supreme 
Court's  Felton  decision  in  1985.  These  funds  are  also  needed  to  improve  the  quality  of  services 
offered  to  these  educationally  disadvantaged  students. 

Although  in  my  comments  I  will  be  referring  to  Catholic  schools  particularly,  the  problem  I  am 
addressing  affects  students  in  schools  throughout  the  private  and  religious  school  community.  This 
appropriation  addresses  a  problem  affecting  all  private  and  religious  schools  enrolling  eligible  Title 
I  students. 

We  wish  to  take  this  opportunity  to  thank  Chairman  Porter,  the  ranking  minority  member,  Mr.  Obey, 
and  each  member  of  the  Committee,  for  their  efforts  to  restore  full  Title  1  services  to  all  eligible 
private  and  religious  school  students.  Since  1988,  your  support  has  secured  annual  appropriations  for 
"Capital  Expense"  funds  beginning  with  $19.76  million  in  FY89  to  $41,434  million  in  FY95.  These 
funds  have  been  very  critical  to  the  task  of  restoring  full  Title  1  services  after  Felton.  (See  Appendix 
A) 

CHAPTER  1  AND  CATHOLIC  SCHOOLS: 

In  Title  1,  the  federal  government  demonstrates  its  determination  to  help  students  overcome  the 
disadvantages  of  both  lower  income  environment  and  educational  ability.  The  extra  resources  Title 
1  provides  are  a  valued  supplement  to  the  instruction  Catholic  schools  provide,  most  especially  in 
inner  city  schools.  It  is  particularly  egregious  when  students  eligible  for  such  services,  who  would 
receive  those  services  if  enrolled  in  a  public  school,  are  deprived  of  them  solely  because  they  attend 
Catholic  schools.  Parents  should  not  be  obliged  to  choose  between  Title  1  services  and  the  quality 
of  education  available  in  Catholic  schools.  Depriving  students  of  such  essential  services,  simply 
because  they  attend  religiously  affiliated  schools,  damages  the  students  and  our  nation.  This 
Committee,  and  Congress,  have  repeatedly  shown  that  they  share  our  concern. 

Catholic  schools  are  an  important  contributor  to  the  educational  opportunity  available  to  American 
students.  In  numbers  of  schools,  the  Catholic  school  community  is  larger  than  any  state  system.  In 
numbers  of  enrolled  students,  it  is  the  third  largest,  after  California  and  Texas.  Almost  55  percent  of 
all  students  enrolled  in  private  and  religious  schools  are  currently  enrolled  in  Catholic  schools. 
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Catholic  schools  have  demonstrated  a  particular  success  with  the  students  Title  1  attempts  to  serve. 
In  a  number  of  states,  Catholic  schools  have  a  higher  percentage  of  minority  students  than  their  public 
school  counterparts.  Nationally,  over  23  percent  of  Catholic  school  students  are  from  ethnic  or  racial 
minorities,  a  figure  comparable  to  the  public  schools  nationally.  And  12.8  percent  of  these  students 
are  not  Catholic. 

Catholic  schools  have  an  enviable  record  for  effective  teaching.  The  drop-out  rate  in  Catholic  high 
schools  is  less  than  4  percent;  more  than  83  percent  of  Catholic  high  school  graduates  go  on  to 
postsecondary  education.  Minority  Catholic  school  students,  in  particular,  have  higher  achievement 
scores  than  similar  students  in  other  schools  in  reading  and  math  tests  administered  as  part  of  the 
National  Assessment  of  Academic  Progress  (NAEP)  over  the  past  decade.  The  reality  is  that  Title 
I  students  in  Catholic  schools  show  that  the  program  can  work,  even  with  the  severe  limitations  that 
the  Felton  decision  places  on  those  students.  This  record  of  success  should  not  be  now  endangered 
by  cuts  in  appropriations  intended  to  help  overcome  these  unfortunate  limitations. 

Catholic  school  Title  1  students  are  particularly  concentrated  in  the  lowest  income  communities.  The 
current  Title  1  implementation  study  found  that  53  percent  of  nonpublic  school  students  are  in  the 
most  poverty-impacted  quartile  of  school  districts,  compared  to  45  percent  of  public  school  Title  1 
students.  Nonpublic  school  Title  1  students  are  more  likely  to  live  in  the  most  poverty-impacted 
districts  in  the  country  than  public  school  Title  1  students. 

NEED  FOR  CAPITAL  EXPENSE  FUNDS: 

In  1985,  the  U.S.  Supreme  Court  held,  in  Aguilar  v  Felton.  that  public  school  Title  1  teachers  could 
not  enter  the  premises  of  religiously  affiliated  nonpublic  schools  in  order  to  provide  Title  1  services. 
Administrators  had  to  quickly  devise  off-site  methods  of  serving  approximately  185,000  students.  A 
major  obstacle  was  the  cost  associated  with  the  rent,  purchase  or  maintenance  of  facilities  and  similar 
capital  expenses.  In  about  half  of  the  cases,  LEAs  were  able  to  continue  Title  I  services  to  nonpublic 
school  students  at  nearby  facilities,  or  in  vans  or  mobile  classrooms  already  available  or  provided 
through  special  state  or  local  appropriations.  The  other  half  of  students  lost  services,  some  for  a  few 
months,  some  longer,  some  permanently  (See  Appendix  B). 

There  is  disagreement  over  the  precise  number  of  students  served,  or  those  who  were  eligible  but  lost 
services,  or  those  who  should  have  been  served,  but  never  were.  But  all  agree  that  services  have  not 
recovered  to  the  pre-Felton  numbers  or  quality.  The  most  recent  year  for  which  reliable  data  is 
available  from  the  U.S.  Department  of  Education  shows  the  recovery  reached  approximately  177,200. 
The  same  report  identifies  289,900  nonpublic  school  students  as  eligible  for  participation  in  Title  I 
programs  (See  Appendix  C). 

Congress  stated  that  its  intent  with  regard  to  the  "Capital  Expense"  provision  was  "to  restore  the 
degree  of  participation  of  private  school  children  in  Chapter  1  as  close  as  possible  to  the  time  before 
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the  Felton  decision." 

In  the  summary  of  its  report  on  "Capital  Expenses",  the  GAO  (February  26,  1993,  p.  3)  concluded 
that  only  14  of  52  SEA  offices  believed  their  states  were  reaching  "almost  all"  or  "all"  (80  percent 
or  more)  of  eligible  nonpublic  school  students.  The  median  response  was  that  the  state  was  reaching 
about  half  of  eligible  nonpublic  school  students. 

I  would  like  to  refer  the  members  of  the  committee  to  two  recent  documents  that  identify  the 
"significant  negative"  impact  of  Felton  on  the  delivery  of  services  to  eligible  Title  I  students  in 
Catholic  schools:  (1)  the  statement  by  Secretary  of  Education  Riley  calling  for  a  reconsideration  of 
this  decision  by  the  Supreme  Court  (Appendix  D)  and  (2)  a  brief  issued  by  the  Justice  Department 
related  to  the  effort  by  the  Chancellor  of  the  New  York  public  schools  asking  for  relief  from  the 
judgement  in  the  original  Felton  case  (Appendix  E).  Both  documents  chronicle  the  educational  and 
financial  damage  done  by  this  decision  to  eligible  Title  I  students  in  religious  schools  and  to  the  local 
educational  agencies  responsible  for  the  administration  of  the  proposal.  It  seems  evident  that  New 
York  could  use  all  of  the  "Capital  Expense"  funds  eliminated  in  the  Clinton  Aaiiiinistration's  FY' 96 
budget  proposals  and  the  proposed  House  appropriation  for  that  year. 

PROBLEMS  WITH  USE  OF  CAPITAL  EXPENSE  FUNDS: 

"Capital  Expense"  funds  are  needed  to  sustain  the  degree  of  recovery  that  has  been  attained,  and  to 
expand  that  recovery  to  include  all  the  students  who  should  be  served.  But  it  appears  that  even 
when  funds  are  available,  they  are  not  necessarily  being  used  to  maximize  services  to  students. 
There  is  a  clear  failure  to  set  appropriate  priorities.  States  are  still  using  these  funds  to  reimburse 
districts  for  past  expenditures,  Congress  should  end  this  procedure  and  limit  expenditures  to  costs 
for  needs  identified  in  the  current  fiscal  year.  While  it  is  true  that  a  number  of  states  returned  unspent 
"Capital  Expense"  funds,  it  needs  to  be  stated  as  strongly  as  possible  that  other  states  easily  used  up 
all  of  these  returned  funds.  There  are  a  number  of  states  that  have  current  needs  in  this  area  that  are 
unmet.  In  Addition,  some  LEAs,  particularly  small  and  rural  districts,  do  not  qualify  for  enough  funds 
to  purchase  adequate  facilities  for  providing  services. 

The  question  of  program  quality  is  of  equal  importance.  There  is  a  serious  concern,  expressed  in  the 
report  from  the  Congressionally  mandated  National  Assessment  of  Chapter  1  Independent  Review 
Panel,  that  in  many  instances  the  quality  of  services  delivered  is  markedly  inferior  to  what  is  needed 
for  the  program  to  succeed  in  making  an  educational  difference.  While  some  programs  are  very  good, 
many  are  clearly  troubled. 

All  nonpublic  school  Title  I  programs  require  that  the  student  is  to  be  "pulled  out"  of  the  home 
classroom.  There  is  common  agreement  that  this  approach,  even  in  public  schools,  is  disruptive  of 
sound  educational  progress.  In  such  programs  the  student  is  clearly  identified  as  a  Title  I  student, 
different  from  the  rest.  In  addition,  the  student  misses  instruction  taking  place  in  the  regular 
classroom  situation.  Programs  that  take  place  outside  the  school,  where  students  must 
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travel,  are  especially  disruptive  and  even  physically  dangerous.  The  1993  GAO  study  found  parental 
rejection  of  services  is  another  major  problem.  Much  of  this  rejection  is  based  on  the  parental 
evaluation  that  the  services  offered  are  viewed  to  be  of  poor  quality  or  disruptive  to  the  student's 
overall  education. 

The  use  of  computers  to  provide  services  has  expanded  rapidly,  growing  from  5  percent  in  1986  -  87 
to  32  percent  in  the  most  recent  survey.  The  use  of  computers  requires  close  evaluation.  To  be  most 
effective,  computers  need  to  be  integrated  into  the  total  curriculum.  Unless  regular  classroom 
teachers  have  access  to  computer  resources,  the  computer  cannot  become  an  integral  part  of  the 
student's  course  of  study.  Often  the  placement  ofthe  computers  forbids  the  presence  of  a  teacher,  and 
the  teacher  aide  who  is  present  may  not  be  involved  in  actual  instruction.  The  computer  programs 
often  only  provide  basic  education,  rather  than  providing  challenging  educational  opportunities  for 
the  student. 

Finally,  nonpublic  school  students  with  restored  services  receive  assistance  an  average  of  only  3.5 
days  a  week,  compared  to  5  days  in  the  public  school  program.  The  shorter  program  is  predictably 
less  effective,  especially  when  set  in  the  context  of  the  difficulties  Title  1  teachers  have  in  planning 
and  consulting  with  the  nonpublic  school  student's  regular  classroom  teacher. 

CONCLUSION: 

We  urge  the  Committee  to  recommend  the  full  funding  of  the  "Capital  Expenses"  at  the  authorized 
level  of  $40  million,  as  authorized  by  Congress  when  it  passed  the  Improving  Americas  School  Act, 
P.L.  103  -382.  We  also  urge  that  the  Committee  consider  fully  funding  Title  1,  as  well  as  work  to 
improve  the  operation  of  Title  1  programs,  in  order  to  be  better  able  to  reach  all  eligible  public  and 
nonpublic  school  students,  and  to  provide  programs  and  services  of  the  highest  quality  possible.  While 
we  are  aware  of  the  budgetary  problems  that  the  Congress  faces  we  urge  the  Committee,  in  an  effort 
to  provide  the  broadest  scope  of  services  to  those  most  at  risk,  to  act  responsibly  and  provide  full 
funding  for  the  other  Titles  of  P.L.  103  -  382,  including  Titles  II,  m,  IV,  VI  and  W,  as  well.  Finally, 
we  recommend  that  the  Committee  consider  empowering  parents  to  obtain  supplemental  services  for 
their  children,  from  approved  tutors  or  specialists  when  other  options  have  not  been  responsive  to 
the  needs  of  those  children.  We  believe  that  this  option  would  be  effective  in  restoring  services  to 
students  deprived  of  services  in  small  school  district  currently  not  eligible  for  Capital  Expenses. 
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APPROPRIATIONS  -  CAPITAL  EXPENSES 


FY' 89  $19.76  -Million 

FY'  90  $  25.7 

FY' 91  $36.1 

FY'  92  $  40.054 

FY'  93  $  39.734 

FY*  94  $41,434 

FY*  95  $41,434 

FY'  96  House  Proposal  of  $20  -     Senate  Proposal  of  $38. 1 19 
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Table  1.2 

Number  and  Percent  of  Chapter  1  Public.  Nonpublic,  and  Local  N  or  0 
Partidpante,  by  State        1903  -84 


Public 

Nonpublic 

Local  N  or  D 

Total 

State 

Participants 

% 

Participants 

% 

Participants 

% 

Partlcipans 

Nation 

6,198,005 

96 

177.243 
• 

3 

178,942 

3 

6,554,280 

Alabama 

123.795 

98 

734 

1 

1.917 

2j 

126,446 

Alaska 

8,912 

97 

31 

262 

3 

8.225 

Arizona 

102,941 

97 

1,030 

1 

1.732 

2 

105.703 

Arkansas 

89,627 

99 

636 

1 

478 

1 

90.740 

California 

1.209.320 

92 

28,798 

2 

87.269 

6 

1.415,387 

Colorado 

44,588 

97 

534 

1 

796 

2 

45,818 

Connecticut 

47,797 

93 

1,641 

4 

1 ,669 

4 

51,527 

Delaware 

8,337 

91 

951 

9 

0 

a 

10.288 

District  of  Columbia 

6,878 

91 

903 

9 

0 

0 

9.781 

Florida 

198,645 

93 

2.817 

1 

11.067 

5 

212.518 

Georgia  t 

159,409 

99 

323 

• 

328 

1 

160.560 

Hawaii 

15.056 

99 

82 

1 

0 

0 

15.138 

Idaho 

26,249 

97 

243 

1 

483 

2 

26,975 

Illinois 

193.446 

96 

6,613 

3 

1,699 

1 

201,760 

Indiana 

61.651 

69 

1,674 

2 

8,162 

9 

91,487 

Iowa 

29.148 

90 

1,690 

5 

1559 

5 

32,397 

Kansas 

37,110 

93 

756 

2 

2.101 

5 

30,967 

Kentucky 

112.023 

97 

1.721 

1 

1.392 

1 

115.136 

Louisiana 

113.561 

95 

3,936 

3 

2.512 

2 

120.009 

Maine 

25.860 

99 

366 

1 

.  9 

■ 

28,237 

Maryland 

64.174 

95 

2,500 

4 

896 

1 

87572 

Massachusetts 

62.683 

94 

4.9O0 

6 

667 

1 

88,270 

Michigan 

172.683 

98 

3,588 

2 

179 

• 

178.450 

Minnesota 

81.672 

93 

3.4SO 

4 

2.403 

3 

87,525 

Mississippi 

146,963 

99 

1,635 

1 

335 

• 

150,833 

Missouri 

108,965 

95 

3,960 

3 

1,536 

1 

114,481 

Montana 

19,142 

95 

179 

1 

679 

4 

20,200 

Nebraska 

29.557 

88 

2.182 

7 

1,758 

5 

33,497 

Nevada 

12.861 

96 

63 

1 

S12 

4 

13.456 

New  Hampshire 

13,484 

97 

202 

1 

166 

1 

13,652 

New  Jersey 

153.399 

93 

8.769 

5 

2,144 

1 

164,312 

New  Mexico 

59,593 

93 

1.109 

2 

3.328 

5 

64,030 

New  York 

404,460 

92 

27,819 

6 

8,743 

2 

441,122 

North  Carolina 

109,653 

99 

283 

■ 

600 

1 

1  10,736 

North  Dakota 

12.253 

97 

367 

3 

sa 

* 

12,676 

Ohio 

169.213 

93 

9,351 

5 

4533 

2 

203.097 

Oklahoma 

66,206 

99 

338 

1 

446 

1 

66.992 

Oregon  * 

53.887 

95 

613 

1 

2.340 

4 

56,840 

Pennsylvania 

241,592 

91 

19.648 

7 

5,069 

2 

266,529 

Rhode  Island 

13,761 

92 

1,061 

7 

87 

1 

14,908 

oouin  Carolina 

59,530 

99 

116 

475 

1 

60,1 21 

South  Dakota 

13,612 

94 

246 

2 

575 

4 

14,433 

Tennessee 

121.677 

96 

556 

2.120 

2 

124.352 

5,705 

12.316 

2 

Utah 

41.651 

100 

122 

• 

0 

0 

41.973 

Vermont 

11.404 

96 

119 

1 

114 

1 

11.637 

Virginia 

73,506 

99 

770 

1 

50 

74.328 

Washington 

71,680 

98 

692 

1 

603 

1 

73.37S 

West  Virginia 

36,445 

99 

235 

1 

44 

36,724 

Wisconsin 

66,109 

95 

2,723 

4 

1,210 

2 

72,042 

Wyoming 

7,058 

99 

54 

1 

37 

1 

7,150 

Puerto  Rico 

260.526 

93 

17,689 

6 

492 

278.707 

Bureau  of  Indian  Affairs 

20,953 

100 

0 

0 

0 

20,953 

■  Less  than  0.5  percent. 

Per  cans  (across)  may  not  add  to  100  due  to  rounding. 
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Tebb  I.S 

Number  nod  Percent  or  Nonpublic  Chapter  1  Students 
EllfJbt*.  by  SUM.  1991-92  cad  1992-43 

hieent  of  Nonpublic 

NomberefNoapuBUc  Number  «f  Nonpublic  CbipUi  1  BifibU 


Chapter  1  Sou 

IcaU  Eligible 

CUptei 

r  1  putieiptAU 

Puticiaaati 

Sonne*  a/ 

Mai 

1991~92 

1991-92 

1992-99 

1991-97. 

1992-99 

Alihtu 

171 

l.ew 

S19 

719 

fl 

14 

Alette 

1M 

497 

91 

II 

0 

Aifeeae 

in  ioa 
sw.;wa 

11 999 

1 459 

1.099 

|4 

1 

Aikama 

ma 

1  AM 

799 

559 

100 

•a 

CaH/WnJi 

•»!»ia 

29.949 

29,779 

25.591 

17 

fj| 

^«-  - 
tetonae 

929 

497 

6l2 

n 

Cbnancticat 

2411 

a  m 

2.025 

2  057 

7| 

•ft 

Dclawtn 

a«M 
aw 

999 

759 

944 

*$ 

DUtrict  af  Celuaj 

102 

1,104 

999 

905 

44 

aa 

92 

Florida 

7.905 

9.099 

2,610 

2.965 

M 

57 

OOOtfit 

Ml 

999 

554 

454 

51 

11 

HiwaU 

197 

590 

94 

141 

45 

40 

Uoba 

4$i 

199 

455 

199 

100 

95 

BUaoi* 

11.121 

10,007 

7.950 

4.949 

71 

70 

MtM 

4, SIS 

4.975 

1.799 

1.925 

29 

57 

lawa 

4.295 

2,119 

1.949 

52 

29 

Etna* 

544 

999 

594 

499 

100 

109 

Kantacly 

4.524 

4,475 

1445 

1,540 

M 

M 

t  miilaaa 

1.265 

9.259 

1,749 

5,259 

71 

109 

Mains 

fit 

920 

520 

199 

25 

52 

bfiqrtaaa 

2.995 

2.299 

1.799 

2.290 

97 

MO 

9.199 

9,149 

4.509 

4,519 

54 

M 

MaNgea 

1929 

MM 

5454 

42 

50 

bfimnooti 

1.904 

9.927 

9401 

5441 

79 

95 

2.4M 

9.592 

1.997 

1.900 

79 

M 

irtaiinil 

t.lM 

11.401 

9,795 

4.207 

99 

J7 

Mastaaa 

942 

991 

174 

154 

91 

25 

Nabnaki 

9.5M 

9.799 

1.771 

1.992 

99 

91 

Karaea 

122 

109 

112 

M 

92 

79 

NewHaapeUn 

1.479 

1.414 

297 

242 

19 

1? 

Nawlomy 

9419 

9.499 

9.995 

MM 

109 

Raw  Medea 

i  am 

Z,JJV 

919 

F*4 

aa 

41 

New  Yak 

sa  in* 

M  f  tl 
J'.llf 

29,929 

H  941 

Hi 

"a*  »*i»aaa) 

015 

944 

544 

U 

44 

an 

Korib.  Seketa 

•w 

499 

tit 

HI 

999 

.1 

79 

(Me 

29.999 

29.119 

9.920 

4.991 

29 

u 

CMaaoaM 

900 

979 

2M 

571 

too 

99 

Oeajaa 

924 

900 

457 

979 

52 

97 

Taaaayhaall 

20.022 

20.502 

20422 

20402 

too 

too 

tteoa  blent 

4.297 

4.159 

1.199 

1.125 

27 

25 

HUB  UUVUQI 

S21 

599 

225 

. 

H 

aaaejDakaia 

1.909 

955 

952 

520 

27 

M 

999 

540 

475 

474 

59 

M 

11009 

29.599 

5.192 

5.249 

45 

22 

OM 

200 

500 

75 

159 

M 

44 

Vbtlak 

942 
1.719 

244 
2.049 

ISO 
911 

114 
729 

41 
55 

"  47 
51 

WaftbfM 

1.109 

1.221 

tt 

750 

0 

99 

WaatVbjWa 

999 

590 

179 

217 

52 

59 

4.719 

7.975 

2.552 

2.474 

M 

M 

WyoBJaj 

101 

129 

52 

49 

51 

59 

Pearto  Hen 

!?.*» 

17.499  . 

19.975 

M475 

99 

99 

Banner  Mian 

• 

0 

0 

• 

2C7.ff! 

299.924 

•MSJ29 

170.951 

41 

effnieaar^eligak  adnata  leerfv^ 
aa  ti*ft«ay  «**ria  ynuy  ease4  on  fa  fedaioat  tu4c  Iby  *»ta  tod  ietti  »«aai<i<m  oOelak. 
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APPENDIX  D 

UNITED  STATES  DEPARTMENT  OF  EDUCATION 

THE  SECRETARY 


STATEMENT  BY  SECRETARY  RILEY  ON  AGUIIAR  v.  FELTON 


In  1985,  the  Supreme  Court  held  in  Aouilar  v.  Felton  that  it  is 
unconstitutional  for  public  school  personnel  to  provide  instruction 
in  religiously-affiliated  private  schools  under  Title  I  of  the 
Elementary  and  Secondary  Education  Act.  This  decision  has  caused 
continuing  problems  in  the  Title  I  program  for  both  public  and 
private  school  children  who  need  extra  help.  I  therefore  support 
reconsideration  of  the  Felton  decision  in  an  appropriate  case.  In 
my  opinion,  Felton  does  not  advance  the  progress  of  education  or 
pass  the  test  of  good  common  sense.  At  a  time  when  school  budgets 
are  under  increased  scrutiny,  Felton  places  an  additional  undue 
burden  on  them. 

The  Felton  decision  has  had  a  significant  negative  impact  on  Title 
I  services  for  the  neediest  children  in  both  public  and  private 
schools.  Importantly,  the  costs  of  compliance  with  Felton  are* 
taken  off  the  top  of  the  school  district's  total  Title  I 
allocation,  prior  to  providing  funds  for  comparable  instructional 
services  for  public  and  private  school  children.  Therefore, 
compliance  with  Felton  reduces  the  amount  of  Title  I  funds 
available  for  public  school  children,  as  well  as  private  school 
children.  Also,  in  the  years  immediately  following  the  decision, 
there  was  a  dramatic  decrease  in  the  number  of  private  school 
children  participating  in  the  Title  I  program.  Although  the  number 
has  increased  in  subsequent  years,  the  underlying  problems  caused 
by  the  Felton  decision  continue.  Instead  of  having  Title  I 
services  in  their  own  school  buildings,  as  public  school  children 
generally  have,  religious  school  children  must  go  to  another 
location  to  receive  instruction  from  a  teacher.  This  creates  not 
only  logistical  problems,  but  significantly  increases  costs  (for 
such  things  as  transportation  or  the  purchase  or  rental  of  mobile 
vans)  which  adversely  affects  both  public  and  private  school 
children.  I  believe  we  must  make  more  effective  use  of  Title  I 
dollars  to  support  our  neediest  students  in  both  public  and  private 
schools.     Felton  stands  in  the  way  of  our  doing  so. 

Based  on  a  1989  study  by  the  General  Accounting  Office,  we  estimate 
that  school  districts  have  expended  hundreds  of  millions  of  dollars 
on  non-instructional  costs  in  order  to  comply  with  Felton.  For 
example,  for  the  1995-96  school  year,  New  York  City  alone  is 
budgeting  $16  million  for  these  costs.  It  is  estimated  that  $10 
million  of  this  amount  will  come  from  a  special  Title  I 


400  MARYLAND  AVX..  S.W.  WASHINGTON.  D  C  20303-0100 


1194 


STATEMENT  BY  SECRETARY  RILEY  -  PAGE  TWO 


appropriation,  but  the  remaining  $6  million  will  have  to  come  off 
the  top  of  New  York  City's  regular  Title  I  grant.  This  $6  million 
could  be  used  to  serve  5600  additional  needy  students  in  both 
public  and  private  schools,  or  alternatively  to  improve  services 
for  the  thousands  of  children  already  being  served  under  Title  I  in 
New  York  City.  However,  until  Felton  is  reconsidered,  New  York 
City  and  other  school  districts  must  continue  to  comply  with  that 
decision. 

As  demonstrated  by  the  facts  of  the  original  case,  we  believe  that 
Title  I  services  can  be  provided  in  private  schools  without  aiding 
religion  or  creating  excessive  entanglement  between  government  and 
religion.  This  Department  has  also  supported  and  defended  in 
litigation  a  variety  of  alternative  arrangements  for  providing 
Title  I  services  for  private  school  children,  including  providing 
computer-assisted  instruction  in  private  schools  and,  in 
appropriate  circumstances,  parking  mobile  vans  on  or  near  private 
school  property.  There  has  been  criticism,  however,  that  even  the 
alternative  arrangements  that  have  developed  as  a  result  of 
Felton  are  not  the  most  educationally  effective  methods  for 
providing  Title  I  services.  In  addition,  the  Felton  decision  at 
times  has  caused  unnecessary  tension  between  public  and  private 
school  officials  concerning  how  and  where  Title  I  services  should 
be  provided  for  private  school  children. 


In  light  of  these  continuing  problems,  I  support  efforts  to  have 
the  Felton  decision  reconsidered  in  an  appropriate  case. 
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Mr.  Bonilla.  Thank  you,  Reverend.  How  many  years  has  it  been 
that  youVe  appeared  before  the  committee? 

Reverend  Davis.  About  four.  I  did  it  a  couple  of  times  when  Mr. 
Natcher  was  the  Chairman. 

Mr.  Bonilla.  He  was  a  wonderful  man.  Thank  you  very  much. 


Thursday,  March  7,  1996. 

WITNESS 

CHARLIE  THURSTON,  AMERICAN  GAS  ASSOCIATION 

Mr.  Bonilla.  I  would  now  like  to  call  on  Charlie  Thurston,  the 
Vice  President  of  government  relations,  environmental  and  admin- 
istrative services  for  the  Northern  Illinois  Gas  Company,  represent- 
ing the  American  Gas  Association.  Mr.  Thurston,  as  an  aside, 
Chairman  Porter  this  morning  was  asking  someone  who  was  from 
Illinois  whether  they  were  from  Deerfield,  which  is  in  his  district, 
and  he  seemed  very  interested  in  that.  So  if  you  have  any  connec- 
tion with  Deerfield,  you  might  want  to  enter  that  for  the  record. 
[Laughter.] 

Mr.  Thurston.  Well,  my  company  does  not  serve  Deerfield  but 
at  least  we're  right  up  to  the  edge  of  it.  We  do  serve  the  1.8  million 
customers  surrounding  the  city  of  Chicago  who  were  greeted  by  a 
minus  21  chill  factor  this  morning,  which  was  also  true  in  Deer- 
field. So  I'm  sure  the  Congressman  would  not  want  to  be  there 
right  now. 

Mr.  Bonilla.  I'll  tell  him  that. 

Mr.  Thurston.  Today  I  come  before  you  on  behalf  of  the  mem- 
bership of  the  American  Gas  Association.  That  association  rep- 
resents 300  energy  companies  that  account  for  about  90  percent  of 
the  gas  delivered  in  this  country. 

We're  here  to  urge  the  Congress  to  reject  any  additional  reduc- 
tions in  LIHEAP  funding.  The  member  companies  of  AGA  also  re- 
quest this  congress  fund  LIHEAP  at  the  $1.3  billion  for  fiscal  year 

1997,  and  do  a  $1.3  billion  advanced  appropriation  for  fiscal  year 

1998.  The  advanced  appropriations  are  critical  due  to  the  fact  that 
in  many  regions  of  the  Nation  the  heating  season  begins  as  early 
as  October.  Without  the  advanced  appropriation,  delays  in  admin- 
istering the  program  will  create  hardships  in  many  households,  es- 
pecially those  with  senior  citizens,  medically  fragile  individuals, 
and  young  children.  Although  this  year  may  seem  to  be  very  harsh 
weather-wise  in  Illinois,  it  is  normal  within  0.5  percent.  The  na- 
tional figures,  I  understand  from  AGA,  show  this  to  be  a  slightly 
warmer  than  normal  year. 

With  the  reduced  funding  in  this  fiscal  year,  many  States  are 
finding  that  they  must  reduce  the  number  of  households  assisted, 
the  size  of  the  assistance  grant,  or,  in  some  cases,  both.  In  Illinois, 
40  percent  fewer  households  have  received  assistance  in  fiscal  year 
1996  versus  fiscal  year  1995.  The  city  of  Chicago  and  suburbs  alone 
have  approximately  330,000  eligible  for  assistance  in  fiscal  year 
1995  program,  but  only  30  percent  of  these  households  received  as- 
sistance before  the  LIHEAP  funds  were  depleted.  For  fiscal  year 
1996,  the  possibility  exists  that  only  18  percent  of  those  eligible 
households  will  receive  assistance  under  the  LIHEAP  program.  Illi- 
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nois  has  approximately  627,000  low  income  households.  Yet,  this 
year  LIHEAP  has  been  providing  assistance  to  only  146,000. 

One  of  the  strengths  of  the  LIHEAP  program  lies  in  the  fact  that 
it  is  the  foundation  of  many  energy  assistant  programs  based  with- 
in the  local  communities,  including  those  available  through  private 
sector  as  well  as  energy  providers  themselves.  Energy  customers 
have  received  approximately  $68  million  through  these  programs  in 
1994,  and  this  was  through  the  efforts  of  churches  and  community 
groups  as  well  as  programs  instituted  by  the  utilities  themselves, 
such  as  fuel  funds,  Add-a-$l  programs,  debt  forgiveness,  et  cetera. 
However,  these  programs  are  supplemental  at  best,  and  are  not 
sufficient  to  curb  the  impact  of  the  current  reduction  in  LIHEAP 
funds. 

LIHEAP  is  a  very  efficient  program,  using  only  10  percent  of  the 
funding  for  overhead,  as  required  by  law,  and  distributing  the  re- 
maining 90  percent  to  households  in  need.  LIHEAP  is  one  of  the 
few  programs  assisting  the  working  poor,  with  62  percent  of  the 
LIHEAP  recipients  receiving  no  other  assistance.  For  Illinois  in  fis- 
cal year  1995,  of  all  the  households  receiving  assistance  annually, 
60  percent  earn  less  than  $6,000  annually,  31  percent  have  an  el- 
derly member,  and  36  percent  has  a  disabled  member,  38  percent 
had  a  young  child  under  the  age  of  6. 

The  current  reduction  in  LIHEAP  funding  also  comes  at  the  ad- 
vent of  increased  competition  in  the  utility  industry.  We  com- 
pliment the  Government  for  forcing  that  issue.  I  think  it  is  good 
for  the  industry  in  total.  However,  the  restructuring  of  the  gas  in- 
dustry over  the  past  ten  years  has  provided  great  competition  and 
greater  efficiency  for  the  industry  in  all  spheres  of  its  markets. 
Utilities  have  been  forced  by  their  PUCs  with  the  obligation  to 
serve  residential  customers  where  previously  we  were  able  to  share 
this  cost  of  assistance  to  poor  customers  unable  to  pay  their  bills 
across  all  classes  and  customers.  In  the  new  free  market  environ- 
ment, with  commercial  and  industrial  customers  able  to  purchase 
their  gas  from  many  sources,  they  are  able  to  by-pass  this  man- 
date. Cross-subsidy  would  send  false  signals  in  the  free  market  sys- 
tem. Therefore,  the  captive  customers  in  the  residential  classes  are 
increasingly  picking  up  the  largest  share  of  this  obligation.  Until 
the  industry  works  its  way  through  this  transition  of  increased 
competition  to  wide  open  competitiveness,  it  would  be  imprudent  to 
reduce  the  funding  for  LIHEAP. 

In  closing,  I  would  like  to  give  you  an  example  of  the  Catch-22 
we  feel  we're  in  as  utility  executives  who  are  trying  to  run  a  profit 
business,  as  well  as  PUCs,  as  well  as  the  Federal  Government. 
This  Catch-22  is  indicated  by  a  story  that  was  recently  in  the  Chi- 
cago Sun-Times  about  a  man  named  Mr.  Tony.  Mr.  Tony  had  lost 
his  job  and  was  trying  to  make  ends  meet  while  trying  to  provide 
dialysis  treatment  to  his  wife.  Mr.  Tony's  gas  service  had  been  dis- 
connected after  his  account  had  developed  into  $2,400 — and  I  might 
say  at  this  point  that  on  the  average  bill  in  the  Chicago  area  that's 
about  three  years  in  arrears — and  was  using  a  single  space  heater 
in  trying  to  heat  his  home.  His  water  pipes  subsequently  burst,  fur- 
ther adding  to  his  hardship.  And  due  to  the  uncertainty  of  the 
funding  earlier  in  the  heating  season,  Mr.  Tony  was  not  awarded 
a  grant  until  later  in  January.  Mr.  Tony's  grant  of  $700  and  his 


1197 


ability  to  pay  an  additional  $500  was  deemed  not  acceptable  to  re- 
store the  gas  service  due  to  the  arrearage.  That's  when  a  private 
collector  moved  in  and  fortunately  was  able  to  give  Mr.  Tony  addi- 
tional funds  to  allow  this  arrearage  bill  to  be  brought  up  to  a  level 
where  his  service  could  be  restored. 

More  situations  similar  to  Mr.  Tony's  will  occur  as  the  LIHEAP 
funding  is  diminished  in  this  fiscal  year  with  normal  weather  con- 
ditions. Many  low  income  customers  will  have  no  mechanism  in 
place  to  aid  in  the  restoration  of  their  services  if  they  are  discon- 
nected prior  to  the  next  heating  season.  LIHEAP  is  an  efficient  pro- 
gram that  should  be  retained.  Thank  you. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  THE  AMERICAN  GAS  ASSOCIATION 
Introduction 

The  American  Gas  Association  (A.G.A.)  is  a  trade  association  composed  of  about  300  natural 
gas  distribution,  transmission,  gathering  and  marketing  companies  in  North  America,  which  together 
account  for  more  than  90  percent  of  the  natural  gas  delivered  in  the  United  States.  In  addition,  30 
natural  gas  organizations  from  countries  around  the  world  participate  in  A.G.A. 's  international 
programs. 

General  Comments 

A.G.A.  requests  funding  for  the  Low  Income  Home  Energy  Assistance  Program  (LIHEAP)  in  the 
amount  of  $1,319  billion  for  FY  1997,  and  further  requests  an  advanced  appropriation  for  FY  1998  in  a 
similar  amount.  In  this  request,  A.G.A.  joins  our  nation's  governors  and  the  National  Association  of 
Regulatory  Utility  Commissioners  who  urge  this  Congress  to  "reject  any  further  cuts  in  or  recissions  to 
LIHEAP  funding  and  to  appropriate  at  least  $1.3  billion  for  FY  1997  and  at  least  $1.3  billion  for  FY 
1998  and  to  continue  to  provide  advance  appropriations  for  LIHEAP  in  FY  1998."1  It  is  important  that 
the  Congress  continue  to  provide  advanced  funding  for  LIHEAP.  "Without  advanced  funding,  the 
potential  for  delay  in  program  appropriations  can  create  severe  problems  in  states  where  the  winter 
heating  season  can  begin  as  early  as  October."2 

The  comments  of  A.G.A.  will  focus  on  four  themes.  The  first  focuses  on  the  effect  of  this  cold 
winter.  After  a  number  of  mild  winters,  this  winter  has  been  harsh  and  has  caused  us  to  again  realize 
the  burdens  associated  with  a  "normal"  winter.  Severe  cold,  coupled  with  snow  and  ice  storms,  has 
created  a  severe  economic  hardship  for  the  working  poor,  the  elderly  and  the  disabled,  many  of  whom 
live  on  a  fixed  income.  Unfortunately,  during  these  "normal"  winter  conditions,  LIHEAP  funding  was 
reduced.  This  has  forced  such  states  such  as  Illinois  and  New  York  to  reduce  the  number  of 
households  receiving  LIHEAP  assistance  by  forty  percent  (40%).  Maryland  and  Virginia  have  reduced 
both  the  number  of  households  receiving  assistance  and  the  amount  of  assistance.3 

The  second  theme  deals  with  LIHEAP's  role  as  the  cornerstone  for  an  effective  public-private 
partnership  to  address  the  energy  needs  of  low-income  citizens.  Since  LIHEAP  was  created  in  1980, 
national  leaders  have  called  upon  members  of  the  local  community  to  do  their  part  to  assist  others.  In 
response  to  these  calls,  hundreds  of  "community-based"  programs  were  created  and  have  been 
providing  welcomed  assistance  to  those  in  need.  But,  these  fuel  funds  are  funded  at  levels  that  are 
only  capable  of  supplementing  LIHEAP.  LIHEAP  is  the  vital  lifeline  to  enable  low  income  households 
to  meet  their  energy  needs.  Further  reductions  in  LIHEAP  funds,  or  the  total  elimination  of  LIHEAP, 
will  threaten  the  continuation  of  a  number  of  industry  and  state  initiatives  that  have  relied  upon  LIHEAP 
to  be  the  foundation.  Taken  together,  LIHEAP,  community  and  corporate  programs,  and  state 
initiatives  provide  a  modest  amount  of  energy  security  for  low  income  Americans. 

The  third  theme  addresses  energy  industry  restructuring.  Competition  and  an  open  market  are 
increasingly  the  order  of  the  day  in  both  the  gas  and  electric  industries.  Price  has  become  the  driving 
force,  and  non-competitive  rates  will  identify  the  losers  in  today's  environment.  Management  of  costs 
associated  with  unpaid  utility  bills  directly  impacts  on  a  company's  ability  to  compete.  We  believe  the 
Federal  government  has  a  role  and  responsibility  in  assisting  those  who  legitimately  cannot  be  self- 


1  National  Association  of  Regulatory  Utility  Commissioners,  Resolution  #17,  Resolution 
Regarding  Federal  Funding  of  the  Low  Income  Home  Energy  Assistance  Program  (LIHEAP). 

2  National  Governors  Committee,  Resolution,  Low-Income  Home  Energy  Assistance 
Program. 

3  1996  National  Energy  Assistance  Directors'  Association  LIHEAP  Survey,  Table  I. 
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associated  with  unpaid  utility  bills  directly  impacts  on  a  company's  ability  to  compete.  We  believe  the 
Federal  government  has  a  role  and  responsibility  in  assisting  those  who  legitimately  cannot  be  self- 
sufficient.  If  the  Federal  government  abandons  its  obligations  under  its  inherent  social  contract  to 
assist  the  poor,  elderly  and  disabled,  or  if  it  fails  to  set  aside  adequate  funds,  it  cannot  reasonably 
expect  the  void  to  be  filled  by  utilities. 

Lastly,  as  federal  spending  is  reduced,  successful  and  necessary  federal  assistance  programs 
must  be  distinguished  from  those  programs  where  the  effectiveness  is  nil  or  marginal.  Therefore,  these 
comments  will  address  how  a  well-run,  block  grant  program  such  as  LIHEAP  assists  the  working  poor- 
those  Americans  in  transition  from  welfare  to  work  and  self-sufficiency.  LIHEAP  is  one  of  only  a  few 
Federal  programs  for  which  the  working  poor  are  eligible.  62  percent  of  its  recipients  did  not  receive 
any  other  public  assistance.4 

Comments 

I.  After  a  number  of  mild  winters,  these  past  few  months  are  indicative  of  a  more 
"normal"  winter. 

After  several  years  of  relatively  mild  winters,  the  winter  of  1995-96  had  extended  periods  of 
extreme  cold  over  many  areas  of  the  country.  Overall  statistics  indicate  that  this  was  not  a  colder  than 
"normal"  winter  but,  it  may  have  felt  that  way.  In  fact,  it  was  a  normal  winter  after  a  period  of  mild 
winters.  As  a  result,  great  demands  were  placed  upon  the  states  to  disburse  the  available  LIHEAP 
funds,  and  the  funds  were  quickly  exhausted.  Even  when  the  nation  had  milder  winters  and  LIHEAP 
appropriations  were  higher,  the  number  of  households  eligible  for  assistance  always  exceeded  the 
resources  available. 

Regardless  of  the  severity  of  this  winter,  LIHEAP  continues  to  operate  at  a  reduced  funding 
level-  more  than  one-third  below  the  funding  for  the  FY  1994  -  1995  heating  season.  Even  with 
supplemental  funding  from  state  governments  and  the  private  sector,  LIHEAP  needs  substantial 
increases  over  and  above  the  $1.3  billion  originally  appropriated  for  FY  1995  and  FY  1996  to 
adequately  meet  the  needs  of  the  people  it  serves. 

The  latest  survey  by  the  National  Energy  Assistance  Directors'  Association  (NEADA)  indicates 
that  as  of  February  1996,  all  but  five  (5)  states  had  to  reduce  either  the  number  of  households 
receiving  LIHEAP  assistance  or  the  average  benefit  per  household.  Most  states  decided  to  reduce 
both  categories,  though  some  states  decided  to  significantly  reduce  one  category  or  the  other. 
Nationwide,  NEADA  estimates  that  there  will  be  almost  1.3  million  fewer  households  receiving  LIHEAP 
benefits  in  1996  as  compared  to  1995.  This  amounts  to  one  out  four  homes  previously  served  by 
LIHEAP  have  been  eliminated. 

The  experience  of  this  heating  season  and  the  NEADA  data  demonstrate  beyond  question  the 
need  for  LIHEAP  to  continue  at  funding  levels  close  to  $1.3  billion  in  order  to  provide  an  adequate 
safety  net. 

II.  LIHEAP's  effectiveness  is  a  result  of  a  partnership  between  the  federal  and  private 
sectors. 

Enhancing  the  states'  success  are  funds  and  resources  contributed  by  the  private  sector  to  the 
local  communities.  These  private  sector  funds  are  used  in  communities  across  the  nation  to  help 
achieve  the  public  policy  goals  of  LIHEAP. 


4  U.S.  Department  of  Health  and  Human  Services,  Low  Income  Home 
Energy  Assistance  Program,  Report  to  Congress  for  Fiscal  Year  1993,  at  p. 
30  (1994). 


-2- 


1200 


In  revitalizing  America,  Republican  and  Democrat  leaders  have  called  for  a  renewed 
commitment  to  the  spirit  of  volunteerism,  and  a  commitment  by  those  who  are  able  to  assist  others  less 
fortunate.  This  community-based  volunteerism  concept  is  inherent  in  the  hundreds  of  programs  that 
have  been  created  over  the  past  decade  to  supplement  LIHEAP.  The  Federal  government  now  has 
many  private  sector  partners,  individuals  and  the  energy  industry,  who  have  made  an  economic 
commitment  to  provide  energy  assistance  through  cash  contributions  and  a  myriad  of  LIHEAP-related 
programs. 

A.G.A.  member  companies  recognize  that  we  play  a  vital  role  within  our  respective  communities. 
We  clearly  understand  that  one  of  these  roles  is  to  assist  low-income  customers  who  need  help.  Our 
member  companies  contribute  millions  of  dollars  each  year  to  assist  those  who  have  difficulty  paying 
their  energy  bills. 

One  example  of  community-based  assistance  is  the  fuel-fund  program.  Originally  started  as  a 
private  sector  effort  to  assist  low-income  families  to  pay  their  fuel  bills,  fuel-funds  and  similar  company- 
supported  programs  continue  to  provide  assistance  to  payment-troubled  customers.  The  National  Fuel 
Fund  Network  survey  in  1994  found  that  fuel  funds  distributed  $68  million  to  553,000  households  in 
1993,  a  nine  percent  increase  over  1991. 5  This  generosity  is  a  testament  to  the  support  of  Americans 
who  help  the  low  and  fixed-income  households  stay  warm  during  the  winter. 

A.G.A.'s  members  have  developed  other  innovative  and  effective  programs  to  assist  low-income 
consumers  by  putting  their  company's  money  and  human  resources  to  work.  These  assistance 
programs  include  outreach  referral  and  assistance,  debt  forgiveness,  weatherization,  budget 
counseling,  special  payment  plans,  and  programs  funded  from  stockholders'  contributions.  All  of  these 
programs  are  designed  to  help  any  qualifying  customer  unable  to  pay  his  or  her  bill.  In  addition,  many 
companies  provide  toll-free  numbers  and  conduct  extensive  outreach  efforts  to  encourage  eligible 
customers  to  apply  to  these  programs. 

A.G.A.'s  members  are  good  "neighbors"  in  their  respective  communities  and  strive  to  fulfill  their 
social  contract.  The  following  are  specific  examples  of  the  contributions  made  by  some  A.G  A  member 
companies  on  a  federal  LIHEAP  dollar/to  company  dollar  basis. 

(1)  The  Peoples  Natural  Gas  Company  (Pittsburgh)  -  approximately  $1.00  per  $1.00  LIHEAP 
$4.4  million  total  in  Peoples  contributions  in  1994. 

(2)  Columbia  Distribution  Companies  (Ohio)  -  approximately  $0.56  per  $1.00  LIHEAP 
$8.2  million  total  in  Columbia  contributions  in  1994. 

(3)  Brooklyn  Union  Gas  Company  (New  York)  -  approximately  $1.70  per  $1.00  LIHEAP 
$3.0  million  in  total  Brooklyn  Union  contributions  in  1994. 

(4)  MICHCON  (Michigan)  -  approximately  $0.50  per  $1.00  LIHEAP 
$19.0  million  in  total  MICHCON  contributions  in  1994. 

As  you  can  see,  the  member  companies  cited  above  have  made  a  substantial  commitment  of 
company  funds  to  supplement  Federal  LIHEAP  funds.  Should  LIHEAP  funding  be  cut  even  further,  all 
the  contributions  from  the  private  sector  could  not  possibly  begin  to  fill  the  void. 

III.      Industry  restructuring  impairs  a  gas  company's  ability  to  continue  in  the 
partnership. 

As  many  members  of  the  committee  are  aware,  tremendous  changes  are  beginning  to  occur 
throughout  the  energy  industry.  These  changes  are  likely  to  accelerate  over  the  next  few  years.  The 
restructuring  of  the  gas  industry  over  the  past  decade  has  provided  greater  competition  and  greater 


5  1994  Survey  of  Fuel  Funds  in  the  United  States  Final  Report,  U.S. 
Department  of  Health  and  Human  Services,  at  p.  1,  July  1994. 
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efficiency  for  the  industry  in  all  spheres  of  its  market-  commercial,  industrial  and  residential.  Now,  the 
electric  industry  is  beginning  to  undergo  a  restructuring.  Electric  restructuring  will  not  only  create  new 
challenges  within  the  electric  industry,  but  will  subject  the  natural  gas  industry  to  a  new  set  of 
competitive  pressures  as  well. 

Prior  to  the  introduction  of  competition,  state  PUCs  would  require  utilities  to  underwrite  a  level  of 
assistance  to  poor  customers  unable  to  pay  their  bills.  Utilities  with  an  obligation  to  serve  residential, 
commercial,  and  industrial  customers  had  little  choice  but  to  pay  their  share  of  these  costs  in  their 
rates.  In  the  new  free  market  environment,  all  customers  will  be  free  to  purchase  the  gas,  and  soon 
their  electricity,  from  any  number  of  sources.  The  overriding  consideration  for  those  purchasing 
decisions  will  be  "price". 

Refusing  to  recognize  this  reality  will  result  in  placing  the  local  utility  in  an  untenable  competitive 
position.  Customers  who  have  an  option  will  choose  to  purchase  their  supplies  elsewhere  leaving 
captive  customers  -  primarily  small  residential  -  to  purchase  their  utility  service  at  ever  increasing 
prices  from  the  local  utility.  Until  the  energy  industry  works  its  way  through  this  transition  to  wide  open 
competitiveness  and  Congress  considers  some  of  the  consequences,  it  would  be  imprudent  to  reduce 
funding  for  LIHEAP. 

IV.      LIHEAP  assists  the  working  poor:  those  Americans  in  transition  from  welfare  to 
work  and  self-sufficiency. 

The  number  of  constituents  of  each  member  on  this  Subcommittee  who  receive  LIHEAP 
assistance  varies.  But,  no  one  would  dispute  that  poverty  in  America  continues  to  be  a  serious 
problem,  and  that  energy  costs  are  an  enormous  burden  for  lower-income  families,  especially  the 
working  poor.  A.G.A.'s  members  are  aware  that  just  because  an  individual  is  employed  does  not  mean 
that  specific,  targeted  assistance  is  not  crucial  for  a  family's  well-being  from  time-to-time. 

It  is  clear  that  the  cost  of  home  energy  continues  to  be  a  significant  burden  regardless  of  the 
cost  of  energy.  While  it  is  true  that  some  energy  costs  have  declined  over  the  past  decade,  recent 
data  indicate  that  7  million  of  the  poorest  households  in  America  experience  high  energy  burdens  in 
proportion  to  income.6  In  the  absence  of  Federal  fuel  assistance,  we  fear  that  the  inability  to  pay  the 
energy  bill  will  prevent  public  assistance  recipients  from  achieving  self-reliance  or  could  even  force 
them  back  into  the  public  assistance  system.  One  member  company  has  experienced  customers  who 
have  come  off  energy  assistance,  but  reapplied  for  enrollment  within  a  month  when  faced  with  the  task 
of  paying  their  current  gas  bill  and  paying-down  their  pre-assistance  arrearages.  Data  from  the  U.S. 
Department  of  Health  and  Human  Services  (HHS)  also  indicate  that  in  1990,  more  than  5.3  million 
households  in  the  United  states,  irrespective  of  income,  experienced  one  or  more  service  terminations 
due  to  nonpayment.  Nationwide,  residential  arrearages  reached  $1.65  billion  in  1990. 7 

Demographics  of  recipient  households,  according  to  a  report  to  Congress  issued  by  the  HHS, 
reveals  that  29.6  percent  of  households  receiving  assistance  include  at  least  one  elderly  person  and  20 
percent  includes  disabled  persons.  Other  sources  reveal  that  a  third  of  the  recipient  households 
classified  as  "working  poor"  are  assisted  by  LIHEAP. 

The  HHS  report  for  fiscal  year  1993  indicates  that  the  energy  burden  for  LIHEAP  recipient 
homes  is  over  12  percent  of  annual  income,  three  times  greater  than  the  average  American  household. 


6  Osterberg  and  Sheehan,  On  the  Brink  of  Disaster:  A  State-by-State 
Analysis  of  Low-Income  Natural  Gas  Winter  Heating  Bills,  at  p.  22, 
February  1994. 

7  Osterberg  and  Sheehan,  On  the  Brink  of  Disaster:  A  State-by-State 
Analysis  of  Low-Income  Natural  Gas  Winter  Heating  Bills,  at  p.  3, 
February  1994. 
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A  more  recent  HHS  survey  indicates  that  burden  remains  essentially  unchanged.  In  addition,  the  same 
report  discloses  that  the  burden  upon  households  in  the  Northeast  and  Midwest  are  higher  than  the 
national  average. 

According  to  the  Illinois  Department  of  Commerce  and  Community  Affairs,  LIHEAP  will  provide 
energy  assistance  this  winter  to  approximately  200,000  Illinois  households  (85,000  of  which  are  in 
Chicago).  These  households  have  an  average  annual  income  of  $5,200.  In  Illinois,  there  are 
approximately  627,000  LIHEAP  eligible  households.  Less  than  a  third  of  the  eligible  households  are 
being  served  this  year. 

LIHEAP  is  a  model  block-grant  program.  LIHEAP  continues  to  be  praised  by  a  number  of 
Governors  as  a  model  for  how  a  Federal  block  grant  to  the  states  should  work.  When  LIHEAP  was 
targeted  for  a  reduction,  there  was  strong  bipartisan  opposition  by  the  Governors.  Specifically,  the 
Governors  of  15  states,  including  Illinois,  Wisconsin,  and  Ohio,  petitioned  to  maintain  LIHEAP  funding, 
stating  that  LIHEAP  often  is  the  only  help  available  to  working  poor  households  and  may  be  literally 
life-saving.  The  Governors'  broad-based,  bipartisan  support  for  LIHEAP  results  from  the  broad 
discretion  provided  to  the  states  in  deciding  important  issues  of  eligibility,  benefits  and  program 
management,  and  minimally  prescriptive  Federal  requirements. 

LIHEAP  is  presently  administered  through  existing  state  and  local  governmental  agencies  or 
their  agents.  States  are  required  by  law  to  keep  LIHEAP's  administrative  costs  at  or  below  ten  percent. 
Therefore,  ninety  cents  of  every  dollar  goes  to  helping  people  stay  warm  or  making  their  homes 
warmer  through  weatherization. 

The  bottom  line  here  is  that  while  all  these  efforts  by  industry  and  individuals  in  the  private 
sector  are  invaluable,  they  supply  just  a  fraction  of  the  energy  assistance  funds  in  relation  to  LIHEAP. 
This  simply  underscores  the  need  for  continued  and  adequate  Federal  funding  of  LIHEAP. 

Conclusion 

In  closing,  A.G.A.  again  urges  this  Subcommittee  to  strengthen  the  ability  of  those  agencies  at 
the  state  and  local  levels  to  fulfill  governments'  social  obligation  by  setting  the  level  of  LIHEAP  funding 
for  FY97  and  FY98  at  $1,319  billion.  Prior  to  making  its  determination  concerning  appropriate  funding 
levels  for  LIHEAP,  this  Subcommittee  should  consider  the  many  private  sector  and  local  governmental 
energy  assistance  programs  that  have  been  created  upon  a  foundation  with  LIHEAP  as  the 
cornerstone.  Therefore,  A.G.A.  strongly  recommends  a  LIHEAP  appropriation  level  that  sufficiently 
funds  it  as  the  cornerstone  upon  which  so  many  private  and  public  sector  programs  have  been  built. 

A.G.A.  thanks  you  for  your  past  support  for  this  program,  and  looks  forward  to  continue  working 
with  you  in  partnership  in  the  coming  fiscal  year. 
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Mr.  BONILLA.  Thank  you,  Mr.  Thurston,  for  your  testimony.  We 
appreciate  your  input  in  this  process  very  much. 


Thursday,  March  7,  1996. 

WITNESS 

WALLACE  E.  ZEDDUN,  UNITED  DISTRIBUTION  COMPANIES 

Mr.  Bonilla.  We  would  now  like  to  call  on  Wallace  Zeddun,  Vice 
President,  Wisconsin  Gas  Company,  representing  the  United  Dis- 
tribution Companies.  Welcome. 

Mr.  Zeddun.  Thank  you.  Good  afternoon,  Mr.  Chairman  and 
members  of  the  subcommittee,  staff.  I  am  employed  by  Wisconsin 
Gas  Company  which  has  500,000  customers  throughout  the  State 
of  Wisconsin.  In  that  number,  approximately  60,000  households  or 
120,000  customers  are  low  income.  And  for  them,  energy  assistance 
is  a  critical  matter. 

I  appear  today  on  behalf  of  the  United  Distribution  Companies, 
which  is  a  coalition  of  34  companies  in  15  States  primarily  in  the 
Northeast  and  Midwest.  We  serve  approximately  25  percent  of  the 
gas  consumers  in  the  United  States.  I  appear  here  in  support  of  the 
funding  levels  as  described  by  my  colleague  Mr.  Thurston,  and  also 
to  ask  you  to  ensure  that  any  leveraging  monies  will  not  supplant 
the  regular  LIHEAP  appropriations. 

This  program  enjoys  broad  support  from  organizations  like 
Catholic  social  services,  from  community-based  organizations,  from 
energy  assistance  directors,  and  also  from  organizations  like 
NARUC  and  the  National  Governors'  Association,  both  of  which 
have  sent  resolutions  asking  for  continued  funding  of  LIHEAP. 
These  governmental  agencies  who  are  close  to  the  problem  under- 
stand the  need  for  a  continuation  of  this  program. 

I  would  like  to  really  address  three  issues  today:  One,  the  need 
still  exists;  secondly,  this  is  a  program  that  works;  and  thirdly,  to 
build  on  Mr.  Thurston's  remarks,  competition  is  going  to  force  con- 
tinuing support  from  the  Government  of  this  population. 

Under  the  need  still  exists,  after  several  warmer  than  normal 
winters,  we  have  this  year  returned  to  a  traditional  winter.  In  our 
service  territory  we  had  seven  straight  days  at  or  below  zero.  The 
last  two  nights  in  my  area  we  have  had  highs  in  the  teens  and  lows 
around  zero.  It  is  24  percent  colder  than  last  year,  10  percent  cold- 
er than  the  10  year  average,  and  about  normal  for  a  30  year  aver- 
age. Last  summer  we  were  faced  with  blistering  heat  in  many  re- 
gions of  the  company  service  area  and  hundreds  died.  There  is  no 
doubt  that  the  safety  net,  which  was  what  LIHEAP  was  intended 
for,  still  is  needed  for  many  households  when  faced  with  these 
types  of  extreme  temperatures. 

The  households  that  it  serves  represent  a  peculiar  group  of  peo- 
ple who  are  significantly  at  risk.  A  third  of  the  population  have 
children  in  them,  a  third  are  working  poor,  and  a  third  have  elder- 
ly. And  the  latter  is  a  particular  problem  because  the  elderly  seek 
to  maintain  a  high  level  of  independence.  They  will  make  the  heat 
or  eat  decision  and  place  themselves  on  the  horns  of  the  malnutri- 
tion or  hypothermia  dilemma,  neither  of  which  are  good.  And  the 
illnesses  associated  with  either  alternative  really  are  rarely  docu- 
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mented  but  create  a  continuing  problem  for  this  population  and  rob 
them  of  the  dignity  that  they  deserve. 

The  working  poor  have  increased  in  representation  in  poverty 
from  7.5  percent  in  1970  to  11.5  percent  in  1995.  This  group  strug- 
gles to  keep  their  family  together  and  to  maintain  independence. 
For  all  eligible  families,  this  is  a  program  that  helps  maintain  inde- 
pendence. What  we  have  found  is  that  for  low  income  families  en- 
ergy bills  are  usually  the  largest  single  source  of  debt.  That  is  be- 
cause when  it  is  cold  or  very  hot  there  is  no  discretion  about  spend- 
ing the  money  for  heat  or  cooling.  As  a  result,  this  population  in- 
curs heavy  debt  loads.  Reducing  those  debt  loads  helps  people  have 
a  chance  to  maintain  their  independence  and  move  back  into  the 
economic  mainstream  of  our  society. 

LIHEAP  is  a  program  that  works.  It  has  minimal  administrative 
expenses.  Those  expenses  have  gone  down  dollar- wise  as  the  pro- 
gram has  gone  down.  We  have  had  to  find  unique  ways  to  continue 
to  do  outreach.  My  company  has  funded  advertising  to  advise  cus- 
tomers of  the  availability  of  the  program.  We  have  paid  for  commu- 
nity outreach  workers  to  start  the  program  a  month  early  so  that 
customers  could  be  reconnected  before  the  heating  season.  It  is  the 
centerpiece  of  public  and  private  cooperative.  As  mentioned  by  Mr. 
Thurston,  there  are  fuel  funds,  debt  forgiveness  programs,  afford- 
able payment  plans,  low  income  weatherization,  and  budget  coun- 
selling, all  supported  by  the  foundation  of  LIHEAP.  Without 
LIHEAP,  these  programs  cannot  continue  to  exist. 

I  think  it  is  very  important  that  one  of  the  most  significant 
changes  from  the  previous  time  that  I  testified  is  that  we  are  start- 
ing to  see  now  the  specter  of  competition.  And  while  we  also  ap- 
plaud the  Federal  Government  for  starting  competition  in  this  in- 
dustry because  it  will  have  benefit  for  customers,  I  do  believe  that 
we  need  to  rethink  what  that  means  for  our  low  income  consumers. 
As  private  competitive  businesses,  energy  companies  such  as  mine 
cannot  continue  to  be  looked  to  to  fund  what  are  societal  programs 
and  compete  with  other  companies  who  do  not  have  that  type  of 
customer  in  their  service  territory  and  thus  do  not  have  that  cost. 
For  my  company,  the  cost  of  these  programs  including  arrears  is 
$30  per  customer.  Multiply  $30  times  500,000  and  that's  the  cost 
of  the  program.  If  we  do  not  have  LIHEAP,  that  cost  will  increase. 
It  is  currently  15  percent  of  our  cost  structure.  Without  LIHEAP, 
it  will  be  20  to  25  percent  of  our  cost  structure.  If  we  have  to  com- 
pete with  a  business  that  does  not  have  that  in  their  cost  structure, 
we  are  at  a  great  disadvantage. 

So  we  can  no  longer  as  a  part  of  a  competitive  environment  fund 
this  problem.  It  will  require  us  to  rethink  how  this  is  done  and  it 
will  require  that  Government  acknowledge  and  accept  its  respon- 
sibility directly  rather  than  imposing  a  hidden  quasi-tax  through 
the  utility  rate  structure.  Significantly,  there  are  other  households 
that  do  not  use  utility  service  and  for  whom  that  approach  would 
also  be  inappropriate.  Outside  of  the  metropolitan  Milwaukee  area, 
58  percent  of  the  households  who  receive  energy  assistance  heat 
with  unregulated  fuels.  For  them  the  use  of  the  utility  rate  struc- 
ture is  basically  irrelevant. 

In  conclusion,  I  urge  you  to  continue  supporting  LIHEAP  at  the 
$1.3  billion  for  fiscal  year  1997,  and  an  advance  appropriation  of 
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$1.3  billion  for  fiscal  year  1998.  I  am  particularly  concerned  that 
even  as  we  testify  a  CR  is  being  considered  which  would  eliminate 
funding  for  the  next  heating  season  before  we  have  had  a  chance 
to  be  heard  on  this  issue.  I  am  concerned  because  this  is  a  program 
that  works,  it  is  a  program  that  is  needed,  and  it  is  one  that  will 
need  more,  not  less,  Government  support  as  the  competitive 
changes  work  their  way  through  this  industry.  Thank  you  very 
much  for  the  opportunity  to  testify. 
[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee:  I  am  Wallace  Zeddun,  a  Vice 
President  of  the  Wisconsin  Gas  Company.  Headquartered  in  Milwaukee,  Wisconsin,  our  service 
territory  is  in  Southeastern  Wisconsin;  we  serve  approximately  500,000  customers  throughout 
Wisconsin~92  percent  of  which  are  residential.  We  have  approximately  60,000  households,  or  about 
120,000  individuals  who  are  classified  as  low  income  in  our  service  territory. 

Today,  I  am  pleased  to  testify  on  behalf  of  United  Distribution  Companies  (UDQ,  a 
group  of  34  natural  gas  companies  serving  15  states  whose  names  and  locations  are  set  forth 
in  Appendix  A.  UDC  member  companies  provide  natural  gas  distribution  service  to  customers 
chiefly  in  the  Midwest  and  Northeast.  Wisconsin  Gas  and  all  UDC  member  companies  are  deeply 
committed  to  meeting  the  energy  needs  of  all  our  customers,  in  particular,  those  of  our  low  and 
fixed-income  consumers. 

Mr.  Chairman,  during  the  past  year,  from  north  to  south  and  east  to  west,  our  country 
experienced  either  record-cold  weather,  record  heat,  or  both.  Parts  of  the  Midwest  witnessed  -40°, 
-50°,  or  -60°  fahrenheit  temperatures-not  even  taking  into  account  the  wind-chill  factor.  And,  if  the 
frigid  temperatures  were  not  bad  enough,  people  in  parts  of  Pennsylvania,  New  York,  Massachusetts, 
Michigan,  and  numerous  other  locations  in  the  Northeast  and  Midwest  experienced  record-breaking 
snowfall.  Some  states,  such  as  Wisconsin,  are  still  facing  very  cold  weather  this  winter.  In  fact, 
this  past  Sunday,  temperatures  in  Milwaukee  once  again  hit  zero.  At  the  other  end  of  the  weather 
spectrum,  last  summer,  Illinois  and  many  other  states  had  record-breaking  heat,  and  hundreds  of 
deaths  were  attributed  to  the  extreme  heat.  Many  of  the  victims  were  low-income  elderly. 

There  is  not  a  person  in  this  room  that  is  not  thankful  that  he  or  she  could  count  on  a  warm 
home  during  this  bitter  cold  winter,  or  cooling  in  blistering  heat  this  past  summer.  While  most  of 
us  can  take  this  comfort  for  granted,  just  try  to  imagine  what  it  would  have  been  like  if  you  did  not 
have  the  means  to  secure  these  basic  necessities. 

For  millions  of  seniors,  disabled,  working-poor  families,  and  others  across  this  country, 
LIHEAP  is  more  than  economic  assistance,  it  is  a  lifeline  for  health  and  safety  when  life- 
threatening  weather  conditions  strike.  In  Wisconsin,  we  faced  seven  straight  days  of  sub-zero 
weather  in  January  and  February.  No  one  can  go  without  heat  in  those  conditions  and  survive. 

Mr.  Chairman,  as  this  Subcommittee  begins  the  process  of  the  FY  1997  appropriations  cycle, 
we  are  mindful  of  the  continuing  severe  budget  constraints  placed  upon  your  Subcommittee  as  you 
attempt  to  properly  fund  a  myriad  of  health  and  social  services  programs  that  are  vital  to  this 
country.  We  ask  you  to  reconsider  and  to  reevaluate  the  merits  of  LIHEAP  in  light  of  the 
following  testimony. 

Our  companies  are  an  integral  part  of  the  communities  we  serve.  On  behalf  of  all  of 
our  residential  customers—especially  the  low-income  customers  who  live  in  our  communities—I 
urge  you  to  maintain  critical  funding  for  LIHEAP. 

LIHEAP  Funding  Recommendation 

Mr.  Chairman,  I  ask  for  your  support  for  the  Low  Income  Home  Energy  Assistance  Program, 

and  urge  that  this  Subcommittee  and  the  Congress  adopt  the  following: 

1.  Provide  an  "advance  appropriation"  of  at  least  $1,319  billion  for  the  FY  1997  LIHEAP 
in  the  Omnibus  Spending  Bill  that  you  will  consider  soon; 

2.  Provide  an  "advance  appropriation*  of  at  least  $1,319  billion  for  the  FY  1998  LIHEAP; 
and 

3.  Ensure  that  any  leveraging  monies  will  not  "supplant"  regular  LIHEAP  appropriations 
for  meeting  low-income  household's  basic  energy  needs. 

In  addition,  UDC  also  endorses  the  continuation  of  the  "Emergency  Contingency  Fund," 

consistent  with  LIHEAP's  authorization  statute,  which  authorized  $600  million.   In  our  view,  the 

emergency  funds  should  not  be  used  in  lieu  of  regularly  appropriated  funds  for  LIHEAP. 
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Broad  Support  for  LIHEAP 
As  you  know,  in  December  1995,  nearly  your  colleagues  in  the  House,  including  40 

Republicans  wrote  to  you  to  voice  their  strong  support  for  LIHEAP  and  urge  the  full  release 
of  the  FY  1996  advance  appropriation  for  LIHEAP.  The  Roukema-Moakley  et  a]  "Dear 
Colleague"  letter  states  the  following:  "Both  Republicans  and  Democrats  agree  that  further 
reductions  in  funding  for  a  cost-effective  program  like  LIHEAP  would  be  a  mistake. "  In  a  similar 
letter  in  the  Senate,  over  half  of  the  Senators  requested  the  release  of  critical  LIHEAP  monies  in  time 
for  the  winter-heating  season  to  assist  needy  households. 

In  addition  to  congressional  efforts,  it  is  important  to  note  that  the  National  Governors' 
Association  (NGA),  chaired  by  Governor  Tommy  Thompson  of  Wisconsin,  reaffirmed  its 
support  for  LIHEAP  just  last  month.  At  its  annual  conference,  the  NGA  adopted  a  resolution~on 
a  bipartisan  basis-that  supports  the  maintenance  of  federal  funding.  The  NGA  resolution  endorsed 
LIHEAP  as  a  targeted  block  grant  that  provides  the  states  with  the  necessary  flexibility  to  best 
assist  the  elderly,  disabled,  and  working-poor  households  in  meeting  their  home  energy  needs. 
The  Governors  also  urged  the  Congress  to  continue  to  provide  advance  appropriations  for 
LIHEAP  to  avoid  unnecessary  disruption  in  the  program.  Individual  Governors  have 
demonstrated  their  support  through  other  avenues.  For  example,  during  the  last  month  or  so,  various 
Governors,  including  Governor  Merrill  of  New  Hampshire,  have  written  to  the  President  (and, 
perhaps  to  you,  Mr.  Chairman)  requesting  the  release  of  the  $100  million  in  remaining  advance 
monies  for  FY  1996  LIHEAP  to  assist  eligible  households  in  making  it  through  the  remaining  cold 
weather  in  their  state(s). 

Another  concerned  group,  the  National  Association  of  Regulatory  Utility  Commissioners 
(NARUC)--representing  the  state  regulatory  bodies  responsible  for  regulating  the  rates  and  services 
of  electric  and  gas  utilities  throughout  the  United  States-also  adopted  a  resolution  on  LIHEAP 
funding  on  February  28,  1996.  A  longstanding  supporter  of  LIHEAP,  the  NARUC  cites 
LIHEAP  as  the  foundation  for  many  programs  authorized  by  the  state  public  utility 
commissions,  many  gas  and  electric  companies,  and  community  services  organizations  which 
assist  low-income  customers.  The  NARUC  Resolution  urges  the  following: 

•  release  of  the  remaining  $100  million  in  FY  1996  LIHEAP  funds; 

•  release  of  the  $300  million  in  emergency  contingency  funds  due  to  severe  weather 
conditions;  and, 

•  rejection  of  any  further  cuts  or  rescissions  to  LIHEAP  funding,  and  to  appropriate  at  least 
$1.3  billion  for  FY  1997  and  at  least  $1.3  billion  in  advance  appropriations  for  LIHEAP  in 
FY  1998. 

pie  Need:  LIHEAP  Helps  Seniors,  the  Disabled  and  the  Working  Poor 
One  of  the  primary  goals  of  the  104th  Congress  is  to  secure  a  comprehensive  reform  of  our 

nation's  welfare  system.  While  substantial  differences  remain  on  the  most  appropriate  means 

to  attain  this  goal,  a  key  underlying  principle  that  all  parties  would  agree  upon  is  to  adopt  a 

program  that  will  assist  low-income  families  and  individuals  become/remain  self-sufficient. 

LIHEAP  is  such  a  program;  LIHEAP  is  the  antithesis  of  welfare.  LIHEAP  helps  to  protect  our 

seniors,  disabled,  and  the  working  poor  from  slipping  into  dependency. 

Let  us  examine  the  households  that  actually  receive  LIHEAP.  Of  the  5.6  million  households 
which  received  LIHEAP  assistance  in  FY  1993,  more  than  70  percent  of  these  families  had  annual 
incomes  of  less  than  $8,000.  In  fact,  76  percent  of  LIHEAP-rectpient  households  in  Illinois 
earned  less  than  $8,000.  Yet  despite  this  low  income,  the  majority  of  recipient  households  are  not 
receiving  public  assistance.  In  my  own  state  of  Wisconsin,  76  percent  of  households  assisted  by 
LIHEAP  are  not  on  welfare;  and  in  Illinois,  that  number  is  70  percent. 
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On  the  average,  one-third  of  LIHEAP  households  are  elderly.  States,  such  as  Michigan, 
Maine,  Nevada  Georgia,  Mississippi,  and  Arkansas  find  more  than  40  percent  of  their  LIHEAP 
recipient  households  include  an  elderly  person.  According  to  the  latest  available  data,  nearly  60 
percent  of  the  assisted  households  in  Mississippi  included  an  elderly  person,  and  in  Illinois, 
more  than  38  percent  of  LIHEAP  recipients  were  elderly.  Due  to  federal  cuts  this  year,  many 
of  these  households  may  have  lost  assistance.  Finally,  the  disabled  who  meet  the  income 
guidelines  are  also  represented  in  LIHEAP-recipient  households.  Nationwide,  over  20  percent  of 
the  households  served  include  a  disabled  member.  LIHEAP-recipient  households  in  12  states,  such 
as,  Georgia,  South  Carolina,  Arkansas,  and  California  have  in  excess  of  30  percent  with  a 
disabled  member;  while  in  Illinois,  45  percent  of  the  households  include  a  disabled  person. 

Working-poor  households  account  for  approximately  one-third  of  the  LIHEAP-recipient 
population.  Changing  dynamics  in  the  work  place,  including  eroding  wages,  part-time  employment, 
and  fewer  benefits  are  swelling  the  ranks  of  the  working  poor.  According  to  the  Department  of 
Labor,  the  percentage  of  working  families  below  the  poverty  line  has  increased  from  7.5  percent  in 
the  late  1970's  (when  LIHEAP  began)  to  11.5  percent  now.  Low-income  families  struggle  to  stay 
together.  With  resources  stretched  thin,  a  meaningful  LIHEAP  benefit  helps  families  face  daily 
challenges  to  pay  for  basic  necessities.  If  you  take  away  their  energy  assistance,  that  is  one  more 
push  toward  dependence.  It  seems  to  me  that  it  is  these  families  that  are  worth  the  investment 
of  a  LIHEAP  benefit  to  help  keep  them  independent.  LIHEAP  helps  create  independence 
rather  than  dependence.  It  helps  low-income  people  stay  off  welfare,  LIHEAP  is  designed  to 
address  the  needs  of  low-income  families  in  meeting  their  monthly  energy  expenses.  LIHEAP 
promotes  self-sufficiency;  it  protects  these  families  on  the  edge  of  poverty  from  falling  deeper  into 
debt,  and  allows  them  to  have  more  control  over  their  lives  and  their  resources.  In  Michigan,  most 
recipients  of  LIHEAP  assistance  are  required  to  file  a  form,  similar  to  a  tax  form,  that  allows  them 
to  view  the  assistance  not  as  a  "hand-out,"  but  as  a  step  toward  independence. 

Health  and  Safety  Concerns 

In  attempting  to  argue  that  LIHEAP  is  no  longer  needed,  some  program  critics  have 

misrepresented  "shut-off"  moratoria  as  a  "safety-net"  in  protecting  low-income  families.  In  those 
states  in  which  moratoria  exist,  the  moratoria  may  provide  some  protection  for  low-income 
consumers,  but  no  long-term  protection.  Moreover,  moratoria  do  not  exist  in  all  states;  do  not 
govern  unregulated  fuels-such  as  propane,  fuel  oil,  or  wood;  often  do  not  govern  emergency 
situations;  and  do  not  relieve  low-income  families  of  the  ultimate  obligation  to  pay  for  their  home 
energy  costs  when  the  moratoria  end.  In  addition,  HHS  reports  that  36  percent  of  LIHEAP-recipient 
households  use  bulk  fuels;  thus,  they  are  left  unprotected. 

Faced  with  higher  payments  for  home  heating  fuel,  low-income  families  will  have  limited  tough 
choices:  heat-or-eat;  go  further  into  debt  which  will  jeopardize  their  ability  in  the  future  to  become 
self-sufficient;  or  use  potentially  unsafe  alternative  methods  to  heat  which  could  result  in  tragedies. 
Elderly  households  might  use  single  room  space  heaters  and  turn  their  thermostats  down;  these 
actions  will  increase  the  risk  of  hypothermia  for  these  customers.  Yet  other  low-income  customers 
will  move  households  together  to  make  ends  meet.  Tragically,  overcrowded  substandard  housing, 
and  the  improper  use  of  space  heaters  have  proven  to  have  disastrous  consequences  in  our 
communities. 

Targeted  LIHEAP  Block  Grant  Works 

Mr.  Chairman,  LIHEAP  works!  As  designed  by  the  Congress,  LIHEAP  is  a  block  grant  that 

is  targeted  to  assist  low-income  households  with  the  costs  of  home  energy.  While  there  are  broad 
federal  guidelines  for  LIHEAP,  the  states  are  allowed  to  tailor  their  programs  to  best  meet  their 
individual  needs.  The  Governors  determined  what  agencies  should  administer  the  program,  what 
eligibility  standards  will  be  used,  how  benefits  will  be  structured,  the  guidelines  for  the  crisis 
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program,  and  the  range  of  assistance  to  be  rendered. 

In  addition  to  program  flexibility,  the  administrative  costs  of  the  program  are  minimal~in  the 
range  of  seven  to  eight  percent.  This  ensures  that  the  majority  of  LIHEAP  dollars  are  directed  to 
energy  assistance  benefits  for  the  low-income  families  that  it  was  intended  to  help. 

Impact  of  FY  1996  Cuts  to  LIHEAP 

Without  question,  the  one-third  cut  to  LIHEAP  within  the  past  year  has  been  painful  for  states 
and  most  directly  to  seniors,  disabled  and  other  low-income  families  assisted  with  their  fuel  bills 
through  LIHEAP. 

While  the  data  from  the  states  is  not  yet  available  and  will  not  be  for  some  time,  preliminary 
estimates  from  the  National  Energy  Assistance  Directors'  Association  (NEADA)  issued  in  early 
February,  indicate  that  approximately  1.4  million  seniors  and  other  low-income  families  have  been 
cut  from  fuel  assistance.  Other  consequences  of  the  cuts  to  LIHEAP  include  the  following: 

•  Some  states  report  that  LIHEAP  benefit  levels  were  cut  up  to  50  percent  from  last  year; 

•  25  states  estimate  assistance  to  elderly  households  will  be  cut  at  least  25  percent  as  compared 
to  FY  1995; 

•  20  states  estimate  that  at  least  25  percent  of  the  households  that  will  lose  assistance  this  year 
will  include  a  disabled  person(s); 

•  California  expected  to  drop  approximately  40  percent  of  previously  served  low-income 
seniors  and  disabled  households  from  LIHEAP  aid; 

•  Illinois  and  Texas  estimated  that  35  percent  of  seniors  previously  assisted  would  lose  all 
benefits; 

•  Florida  reported  they  expected  to  cut  one-third  of  the  seniors  served  in  FY  1995;  and 

•  Mississippi  and  Arkansas  expected  a  25  percent  cut  in  their  number  of  senior  and  disabled 
households  served  under  LIHEAP. 

The  piecemeal  funding  this  year  has  had  a  disruptive  effect  on  the  states'  ability  to  effectively 
plan  and  implement  their  LIHEAP  Program.  An  advance  appropriation  is  central  to  the  effective 
administration  of  the  program. 

LIHEAP  is  the  Centerpiece  of  Private  and  Utility  Efforts 
Of  course,  the  burden  of  low-income  household  needs  does  not  rest  solely  on  the  Federal 

Government.  Our  member  companies  are  involved  in  and  concerned  about  the  well-being  of 

our  communities-both  in  economic  and  human  terms.  The  states  and  the  private  sector  also 

have  a  responsibility  to  contribute  to  the  needs  of  these  consumers. 

UDC  member  companies  have  developed  a  host  of  innovative  and  effective  programs  to  assist 
their  low-income  consumers  which  include  the  following:  operating  and/or  contributing  to  fuel 
funds;  providing  discounts  and  credits  to  low-income  consumers;  providing  partial  or  full  waivers 
of  home  energy  connection  and  reconnection  fees,  and  late  payment  charges;  partial  or  full  waiver 
of  home  energy  security  deposits;  and  partial  forgiveness  of  home  energy  bills.  Moreover,  many 
of  our  companies  are  involved  in  various  energy  conservation  activities.  Overall,  millions  of  dollars 
each  year  are  dedicated  to  assisting  the  low  income  with  their  fuel  bills.  However,  all  of  these 
utility  efforts  and  most  other  private  efforts  are  built  around  LIHEAP  as  their  cornerstone. 
Federal  cuts  to  LIHEAP  will  jeopardize  these  efforts. 

In  Wisconsin,  we  have  come  to  appreciate  the  different  needs  of  low-income  households  and 
that  these  needs  must  be  treated  in  a  comprehensive  manner.  We  have  come  to  understand  that  low- 
income  consumers'  inability  to  pay  their  fuel  bills  is  a  symptom  of  a  much  bigger  problem.  As  a 
result,  we  in  Wisconsin  have  tried  to  approach  the  consumers'  needs  with  a  comprehensive  program. 
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First,  we  provide  the  low-income  consumers  with  an  affordable  payment  amount;  one  that  is  based 
on  their  ability  to  pay-independent  of  actual  usage.  Second,  we  provide  energy  assistance  based  on 
household  need.  Third,  we  forgive  past  arrears  for  consumers  who  make  regular  payments.  Lastly, 
we  maximize  limited  program  resources  by  first  weatherizing  the  households  with  the  highest  usage. 
We  are  not  alone  in  the  development  of  creative  approaches  to  better  assist  low-income  households; 
such  a  commitment  is  representative  of  all  our  UDC  member  companies. 

Changing  Energy  Policies  Affect  Energy  Costs 
More  than  50  percent  of  low-income  households  in  this  country  heat  their  homes  with  natural 
gas.  Federal  and  state  policies  favoring  greater  competition  in  both  the  electric  and  natural  gas 
industries  have  shifted  significant  costs  away  from  industrial  customers,  and  other  users  with 
energy  alternatives,  to  residential  customers.  These  households  are  now  paying  a  higher  share 
of  the  costs  of  purchasing  and  transporting  natural  gas  today  than  they  did  in  1980,  when 
LIHEAP  was  first  created.  Thus,  low-income  households  continue  to  face  increasing  energy 
burdens. 

Deregulation  and  increasing  competition  create  intense  financial  pressures  on  gas  and  electric 
utilities.  As  a  result,  these  companies  cannot  afford  to  shoulder  the  burden  associated  with  serving 
low-income  households  without  government  support  in  the  form  of  continued  LIHEAP  funding. 
Since  its  inception,  LIHEAP  has  been  a  strong  and  successful  public-private  partnership  that  has 
worked  to  address  the  problem.  If  government  pulls  out  of  this  partnership,  a  serious  gap  will  be 
created  for  our  low-income  citizens.  LIHEAP  maximizes  the  opportunities  for  success  in  helping 
our  low-income  customers. 

Conclusion 

Mr.  Chairman,  nearly  two  years  ago,  I  was  invited  to  testify  before  the  House  Education 
and  Labor  Committee-now  called  the  Committee  on  Economic  and  Educational  Opportunities-on 
the  reauthorization  of  the  LIHEAP  Program.  The  legislation  enjoyed  broad  bipartisan  support  in 
Committee  and  on  the  House  floor.  Attached  to  the  House  bill  was  a  Sense  of  the  Congress 
Resolution  sponsored  by  a  Republican  Congressman  from  Pennsylvania  that  called  for  the  FY  1996 
appropriation  for  LIHEAP  to  be  at  or  above  the  FY  1995  funding  level  of  $1,319  billion.  While  the 
author  of  the  resolution  no  longer  serves  in  the  Congress-he  is  the  Governor  of  Pennsylvania-the 
principles  outlined  in  the  resolution  on  the  need  for  adequate  LIHEAP  funding  are  as  valid  today  as 
they  were  then. 

Mr.  Chairman,  the  104th  Congress  has  set  out  an  ambitious  agenda  for  change  in  this 
country's  future.  LIHEAP  complements  this  agenda.  As  families  move  from  dependence 
towards  independence,  they  will  need  targeted  supplemental  assistance.  Families  in  transition 
normally  start  at,  or  near,  minimum  wage  levels.  In  order  for  them  to  continue  working  and 
gaining  employment  experience,  so  that  they  can  be  eligible  for  better  jobs  in  the  future,  they 
need  help  to  maintain  a  basic  standard  of  living  from  programs  such  as  LIHEAP. 

As  the  winter  ends,  problems  for  the  poor  do  not!  The  spring  brings  collections  pressures 
on  unpaid  heating  bills.  Without  the  safety-net  afforded  through  LIHEAP  low-income 
households  could  lose  gas  and  electric  service. 

The  truth  is  simple.  LIHEAP  is  a  public-private  partnership  program  that  works.  The 
low-income  households  cannot  afford  to  pay  the  total  cost  of  the  energy  they  use.  LIHEAP 
helps  to  make  energy  service  available  and  more  affordable  to  them. 
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APPENDIX  A 

MEMBERS  OF  UNITED  DISTRIBUTION  COMPANIES 

The  Member  Companies  serve  12/000,000 
residential,  commercial  and  industrial  gas  customers 


Company 

Central  Illinois  Light  Company 

Central  Illinois  Public  Service  Corporation 

Citizens  Gas  Fuel  Company 

Columbia  Gas  of  Kentucky 

Columbia  Gas  of  Maryland 

Columbia  Gas  of  Ohio 

Columbia  Gas  of  Pennsylvania 

Commonwealth  Gas  Services,  Inc. 

The  East  Ohio  Gas  Company 

Equitable  Gas  Company 


Hope  Gas,  Inc. 
Illinois  Power  Company 
Indiana  Gas  Company,  Inc. 
Kokomo  Gas  &  Fuel  Company 
Michigan  Gas  Company 
Mid  American  Energy  Co. 


National  Fuel  Gas  Distribution  Corporation 

Niagara  Mohawk  Power  Corporation 

Northern  Indiana  Public  Service  Corporation 

Northern  states  Power  Company  (Wl) 

North  Shore  Gas  Company 

Ohio  Gas  Company 

The  Peoples  Gas  Light  &  Coke  Company 
The  Peoples  Natural  Gas  Company 
The  River  Gas  Company 
Rochester  Gas  &  Electric  Corporation 
Southeastern  Michigan  Gas  Company 
Union  Electric  Company 

Virginia  Natural  Gas,  Inc. 

West  Ohio  Gas  Company 

Wisconsin  Gas  Company 

Wisconsin  Electric  Co  -  Gas  Division 

Wisconsin  Electric  Co  -  Gas  Div. /S. District. 

Wisconsin  Public  Service  Corporation 


State 

Illinois 

Illinois 

Michigan 

Kentucky 

Maryland 

Ohio 

Pennsylvania 

Virginia 

Ohio 

Pennsylvania 
Kentucky,  and 
West  Virginia 

West  Virginia 

Illinois 

Indiana 

Indiana 

Michigan 

Iowa,  Illinois, 
South  Dakota  and 
Nebraska 

New  York,  and 
Pennsylvania 

New  York 

Indiana 

Wisconsin 

Illinois 

Ohio 

Illinois 

Pennsylvania 

Ohio 

New  York 
Michigan 
Missouri,  and 

Illinois 
Virginia 
Ohio 

Wisconsin 
Wisconsin 
Wisconsin 
Wisconsin 
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Mr.  BONILLA.  Thank  you,  Mr.  Zeddun,  for  your  testimony  today. 


Thursday,  March  7,  1996. 

WITNESS 

DENNIS  MURSTEIN,  ILLINOIS  COLLABORATION  ON  YOUTH 

Mr.  Bonilla.  I  would  now  call  on  Dennis  Murstein,  administra- 
tive director,  representing  the  Illinois  Collaboration  on  Youth. 

Mr.  Murstein.  Mr.  Chairman  and  members  of  the  subcommittee, 
I  am  Dennis  Murstein,  administrative  director.  On  behalf  of  the  Il- 
linois Collaboration  on  Youth  and  all  the  young  people,  families, 
and  communities  who  benefit  from  the  work  of  the  nearly  one  hun- 
dred community-based  youth  serving  agencies  throughout  Illinois, 
I  want  to  thank  you  for  providing  us  the  opportunity  today  to 
speak  before  this  subcommittee. 

I  am  here  to  urge  you  to  continue  to  ensure  that  young  people 
develop  into  health  and  productive  adults.  Since  1974,  Congress 
has  successfully  challenged  local  communities  to  allocate  their  re- 
sources toward  this  end.  The  Runaway  and  Homeless  Youth  Act 
and  Title  111  of  the  Juvenile  Justice  and  Delinquency  Prevention 
Act  has  been  the  foundation  of  support  for  sheltering  millions  of 
youth  who  are  in  need  of  temporary  services  and,  most  impor- 
tantly, reuniting  hundreds  of  thousands  of  families  who  are  in  cri- 
sis. 

The  Runaway  and  Homeless  Youth  Act  and  its  two  major  pro- 
grams, Basic  Center  and  Transitional  Living  Grants  Program,  for 
homeless  youth  is  integral  to  the  safety  and  positive  development 
of  young  people  who  run  or  who  are  homeless.  It  is  crucial  that 
Congress  fund  these  cost-effective  programs  at  the  highest  levels. 

In  my  nearly  20  years  of  experience  in  working  with  and  on  be- 
half of  young  people  and  their  families,  I  have  experienced  the 
greatest  amount  of  pride  in  being  associated  with  the  many  fine 
people  who  have  dedicated  their  lives  reaching  out  to  youth  in  high 
risk  situations.  Groups  such  as  the  National  Network  for  Youth, 
based  here  in  Washington,  D.C.,  have  worked  tirelessly  to  develop 
and  disseminate  best  practices  that  help  the  Basic  Centers  and 
Transitional  Living  Programs  and  other  youth  programs  build  ca- 
pable youth,  strong  families,  and  responsible  communities. 

Sometimes,  for  example,  a  young  person  may  run  away  or  be 
forced  from  their  home  due  to  an  untenable  situation,  such  as 
physical  abuse  or  sexual  abuse.  Feeling  frightened,  they  may  not 
think  of  what  is  available  in  their  own  neighborhood,  they  just  go. 
To  that  young  person  at  that  point  in  time,  it's  a  matter  of  sur- 
vival. In  situations  like  this,  and  there  are  literally  hundreds  occur- 
ring every  day  throughout  the  United  States,  I  am  truly  grateful 
that  the  Federal  Government  has  taken  leadership  in  providing 
and  directly  funding  a  system  of  intervention  for  youth  in  crisis. 
Many  of  these  young  people  cross  State  lines,  and  this  system 
doesn't  burden  law  enforcement  and  juvenile  justice  authorities. 

As  an  active  and  concerned  member  of  my  community,  and  as  a 
parent,  I  am  comforted  to  know  that  there  exist  safe  places  which 
are  accessible  to  all  young  people  in  need.  I  also  value  the  national 
communications  system,  funded  through  the  Basic  Center  program 
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and  operated  by  the  National  Runaway  Switchboard  in  Chicago. 
Through  a  toll-free  number,  young  people  in  crisis  can  reconnect  to 
their  families  and  be  referred  to  services  that  will  help  them. 

While  communities  may  differ  and  their  responses  to  problems 
are  congruent  with  their  unique  needs,  the  challenges  confronting 
our  Nation's  young  people  on  their  path  to  adulthood  cut  across  all 
racial,  ethnic,  and  economic  boundaries.  Several  years  ago,  I  was 
privileged  to  serve  as  director  of  a  shelter  for  girls  located  in  the 
north  suburban  Chicago  area,  the  Chairman's  district.  The  pro- 
gram was  of  modest  budget  by  any  standard,  but  it  was  incredibly 
effective.  With  only  11  beds  available  at  any  time,  more  than  250 
girls  were  provided  temporary  shelter  in  any  given  year,  and  95 
percent  of  these  girls  were  reunited  with  their  families  with  contin- 
ued counselling  support.  I  am  certain  that  without  the  availability 
of  that  program,  easily  95  percent  of  those  girls  would  have  had  no 
other  place  to  go  than  to  the  State's  child  welfare  system. 

But  this  isn't  the  exception,  it's  merely  typical  of  the  miracles 
performed  by  programs  you  have  funded  under  the  Runaway  and 
Homeless  Youth  Act.  What's  even  more  incredible  is  that  prior  to 
1974,  that  was  the  year  the  Juvenile  Justice  and  Delinquency  Pre- 
vention Act  was  first  authorized,  those  same  girls  under  the  same 
circumstances  would  have  been  locked  up.  in  jail.  More  than  20 
years  later,  it  is  difficult  to  even  imagine  a  time  when  young  people 
in  this  country  were  locked  up  for  lack  of  an  alternative  after  hav- 
ing undergone  the  trauma  of  abuse. 

Perhaps  more  than  any  other  benefit,  I'm  most  grateful  for  the 
conversion  from  wasted  human  potential  to  maximized  human  cap- 
ital that  has  been  realized  due  to  the  existence  of  these  programs. 
It  reinforces  once  of  the  basic  tenets  of  the  act — young  people  who 
run  away  or  have  been  forced  to  leave  their  homes  but  who  have 
not  committed  crimes  to  not  be  locked  up  jails,  detention,  or  other 
facilities. 

From  an  appropriations  standpoint,  I  can't  over-estimate  the 
dividends  which  are  realized  from  the  State  and  local  levels  as  a 
result  of  a  relatively  modest  Federal  investment.  In  fiscal  year 
1995,  the  appropriation  for  the  Basic  Center  Program  was  approxi- 
mately $40.5  million.  Illinois'  formula  share,  for  example,  of  that 
funding  was  approximately  $1.6  million.  These  funds  were  distrib- 
uted to  17  programs  throughout  the  State — from  Omni  Youth  Serv- 
ices in  northern  Cook  County  and  the  Lake  County  suburbs  of  Chi- 
cago, to  Aunt  Martha's  Youth  Service  Center  in  Chicago's  far  south 
suburbs,  to  McHenry  County  Youth  Service  Bureau  up  near  the 
Wisconsin  border,  and  Franklin  William  Youth  Services  down  at 
the  southern  tip  of  the  State  extending  to  the  Kentucky  border. 
These  program  names  may  be  different  but  the  goals  are  the 
same — obviate  the  need  for  expensive  and  time  consuming  involve- 
ment with  the  child  welfare  and  juvenile  justice  system  except 
when  absolutely  necessary. 

In  effect,  the  $1.6  million  in  runaway  funding  plus  the  additional 
$1.8  million  in  juvenile  justice  funding  has  leveraged  an  additional 
$25  million  in  Illinois  State  general  revenue  funds.  When  local  sup- 
port from  United  Way,  counties,  townships,  and  villages,  as  well  as 
private  fundraising  is  added  to  the  mix,  it  becomes  evident  that 
Federal  funding  of  these  services  provided  through  the  Runaway 
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and  Homeless  Youth  Act  makes  a  big,  big  difference.  And  just  as 
we  form  partnerships  with  State  and  local  agencies,  we  look  for- 
ward to  congressional  leadership  and  support  to  help  us  ensure 
that  each  of  our  Nation's  adolescents  is  afforded  the  opportunity  to 
transition  to  a  healthy  and  productive  adulthood. 

I  am  appreciative  of  the  opportunity  to  come  before  this  body  and 
even  briefly  convey  to  you  the  remarkable  story  of  these  wonderful 
programs.  While  I  am  most  familiar  with  Illinois,  whenever  I  come 
into  contact  with  colleagues  from  other  parts  of  the  country — 
Texas,  Oklahoma,  Florida,  California,  our  neighbors  up  in  Wiscon- 
sin and  over  in  Ohio — I  know  that  they  are  similarly  committed  to 
serving  young  people  and  their  families  in  their  respective  commu- 
nities. You  have  been  supportive  and  I  hope  that  someday  you  will 
help  us  expand  the  Runaway  and  Homeless  Youth  Act  as  a  commu- 
nity-based system  of  opportunities,  services,  skills,  and  experiences 
for  youth  so  that  all  young  people  have  the  chance  to  become  the 
kind  of  parents,  workers,  neighbors,  citizens  that  we  value.  Thank 
you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 


On  behalf  of  the  Illinois  Collaboration  on  Youth  (ICOY)  and  all  the  young  people,  families 
and  communities  who  benefit  from  the  work  of  the  nearly  one  hundred  (100) 
community-based  youth  serving  agencies  that  we  represent,  I  want  to  thank  you  for 
providing  us  the  opportunity  to  speak  before  this  body. 

I  am  here  today  to  urge  you  to  continue  to  ensure  that  young  people  develop  into  healthy 
and  productive  adults.  Since  1974,  Congress  has  successfully  challenged  local 
communities  to  allocate  their  resources  toward  this  end.  The  Runaway  and  Homeless 
Youth  Act  (RHYA),  Title  III  of  the  Juvenile  Justice  and  Delinquency  Prevention  Act,  has 
been  the  foundation  of  support  for  sheltering  millions  of  youth  who  are  in  need  of  temporary 
services  and,  most  importantly,  reuniting  hundreds  of  thousands  of  families  in  crisis. 

The  RHYA,  with  its  two  major  programs  -  Basic  Center  (BC)  and  Transitional  Living 
Grants  Program  (TLP)  for  homeless  youth  -  is  integral  to  the  safety  and  positive 
development  of  young  people  who  run  away  or  are  homeless.  It  is  crucial  that  Congress 
fund  these  cost-effective  programs  at  the  highest  levels. 

In  my  nearly  twenty  years  of  experience  in  working  with  and  on  behalf  of  young  people  and 
their  families,  I  have  experienced  the  greatest  amount  of  pride  in  being  associated  with  the 
many  fine  people  who  have  dedicated  their  lives  to  reaching  out  to  youth  in  high-risk 
situations.  Groups  such  as  the  National  Network  for  Youth,  based  here  in  Washington, 
DC,  have  worked  tirelessly  to  develop  and  disseminate  best  practices  that  help  BC,  TLP 
and  other  youth  programs  build  capable  youth,  strong  families  and  responsible  communities. 

Sometimes,  for  example,  a  young  person  may  run  away  or  be  forced  from  their  home  due 
to  an  untenable  situation,  such  as  physical  or  sexual  abuse.  Feeling  frightened,  they  may 
not  think  of  what  is  available  in  their  own  neighborhood  -  they  just  go.  To  that  young 
person  at  that  point  in  time,  it's  a  matter  of  survival.  In  situations  like  this  -  and  there  are 
literally  hundreds  occurring  every  day  throughout  the  U.S.  -  I  am  truly  grateful  that  the 
federal  government  has  taken  leadership  in  providing  and  directly  funding  a  system  of 
intervention  for  youth  in  crisis  -  many  of  whom  cross  state  lines  -  that  does  not  burden  law 
enforcement  and  juvenile  justice  authorities. 

As  an  active  and  concerned  member  of  my  community,  and  as  a  parent,  I  am  comforted  to 
know  that  there  exist  safe  places  which  are  accessible  to  all  young  people  in  need.  I  also 
value  the  national  communications  system,  funded  through  the  Basic  Center  Program, 
operated  by  the  National  Runaway  Switchboard  in  Chicago.  Through  a  toll-free  number, 
young  people  in  crisis  can  reconnect  to  their  families  and  be  referred  to  services  that  will 
help  them. 

While  communities  differ  and  their  responses  to  problems  are  congruent  with  their  unique 
needs,  the  challenges  confronting  our  nation's  young  people  on  their  path  to  adulthood  cut 
across  racial,  ethnic  and  economic  boundaries.  Several  years  ago,  I  was  privileged  to 
serve  as  director  of  a  shelter  for  girls  located  in  the  north  suburban  Chicago  area.  The 
program  was  of  modest  budget  by  any  standard,  but  incredibly  effective. 
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With  only  eleven  (11)  beds  available  at  any  time,  more  than  two  hundred  and  fifty  (250)  girls 
were  provided  temporary  shelter  in  any  given  year.  Ninety-five  percent  (95%)  were  reunited 
with  their  families,  with  continued  counseling  support.  I  am  certain  that  without  the 
availability  of  that  program,  ninety-five  percent  of  those  girls  would  have  had  no  other  place 
to  go  than  to  the  state's  child  welfare  system.  But,  this  is  not  the  exception.  This  is  merely 
typical  of  the  miracles  performed  by  the  programs  you  have  funded  under  the  Runaway  and 
Homeless  Youth  Act. 

What  is  even  more  incredible  is  that  prior  to  1974,  the  year  the  Juvenile  Justice  and 
Delinquency  Prevention  Act  (JJDPA)  was  first  authorized,  those  same  girls,  under  the  same 
circumstances,  would  have  been  locked  up  in  jail.  More  than  twenty  years  later,  it's  difficult 
to  even  imagine  a  time  when  young  people  in  this  country  were  locked  up,  for  lack  of  an 
alternative,  after  having  undergone  the  trauma  of  abuse.  Perhaps  more  than  any  other 
benefit,  I  am  most  grateful  for  the  conversion  from  wasted  human  potential  to  maximized 
human  capital  that  has  been  realized  due  to  the  existence  of  these  programs.  It  reinforces 
one  of  the  basic  tenets  of  the  Act:  Young  people  who  run  away  or  have  been  forced  to 
leave  their  homes,  but  who  have  not  committed  crimes,  should  not  be  locked  up  in  jails, 
detention  or  other  facilities. 

From  an  appropriations  standpoint,  I  cannot  overestimate  the  dividends  which  are  realized 
from  the  state  and  local  levels  as  a  result  of  a  relatively  modest  federal  investment.  In  FY 
1995,  the  appropriation  for  the  Basic  Center  program  was  $40,458  million.  Illinois'  formula 
share  of  that  was  $1,621  million.  These  funds  were  distributed  to  seventeen  (17)  programs 
throughout  the  state  -  from  Omni  Youth  Services  in  the  northern  Cook  and  Lake  County 
suburbs  of  Chicago  and  Aunt  Martha's  Youth  Service  Center  in  Chicago's  far  south 
suburbs,  to  McHenry  County  Youth  Service  Bureau  up  near  the  Wisconsin  border  and 
Franklin  -  Williamson  Youth  Service  Bureau  at  the  southern  tip  of  the  state  extending  to 
the  Kentucky  border. 

The  program  names  may  be  different  but  the  goals  are  the  same:  obviate  the  need  for 
expensive  and  time-consuming  involvement  with  the  child  welfare  and  juvenile  justice 
systems,  except  when  absolutely  necessary.  In  effect,  the  $1 .621  million  in  RHYA  funding 
plus  the  additional  $1 .8  million  in  JJDPA  funding  has  leveraged  an  additional  $25  million  in 
Illinois  state  general  revenue  funds.  When  local  support  from  United  Ways,  counties, 
townships  and  villages,  as  well  as  private  fundraising,  is  added  in  to  the  mix,  it  becomes 
evident  that  federal  funding  for  the  services  provided  through  the  Runaway  and  Homeless 
Youth  Act  makes  a  big  difference. 

Just  as  we  have  formed  partnerships  with  state  and  local  agencies,  we  look  forward  to 
congressional  leadership  and  support  to  help  us  ensure  that  each  of  our  nation's 
adolescents  is  afforded  the  opportunity  to  transition  to  a  healthy  and  productive  adulthood. 


1219 


House  Appropriations  Sol 
Thursday  March  7,  1996 
Page  Throe 


I  am  appreciative  of  the  opportunity  to  come  before  this  body  and  even  briefly  convey  to  you 
the  remarkable  story  of  these  wonderful  programs.  While  I  am  most  familiar  with  Illinois, 
whenever  I  come  into  contact  with  colleagues  from  other  parts  of  the  country  -  Texas, 
Oklahoma,  Florida,  California,  our  neighbors  up  in  Wisconsin  and  Ohio  -  I  know  that  they 
are  similarly  committed  to  serving  young  people  and  their  families  in  their  respective 
communities.  You  have  been  supportive  and  I  hope  that  some  day  you  will  help  us  expand 
RHYA  as  a  community-based  system  of  opportunities,  services,  skills  and  experiences  for 
youth,  so  that  all  young  people  have  the  chance  to  become  the  kind  of  parents,  workers, 
neighbors  and  citizens  we  value. 
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Funding  and  1996  Reauthorization 

Priorities  for  the  Runaway  and  Homeless  Youth  Act 

The  National  Network  wants  America 's  young  people  to  be  safe  and  to  grow  up  to  lead  healthy  and  productive  lives.  Its 
members,  community-based  youth-serving  agencies  nationwide,  have  a  lengthy  and  successful  record  of  cost-efficient, 
comprehensive  and  effective  services  to  youth  and  their  families. 

Members  of  the  National  Network  strengthen  community  supports  for  young  people  and  strive  to  keep  the  bonds  between 
young  people  and  their  families  strong.  Reaching  out  to  youth  in  high-risk  situations,  these  private,  nonprofit  agencies 
flexibly  and  quickly  respond  to  needs  defined  by  the  youth  and  families  of  their  communities.  They  ensure  positive 
alternatives  for  young  people  and  act  to  divert  youth  from  costly  institutions. 

As  the  104th  Congress  begins  its  second  session,  we  urge  you  to  reauthorize  as  quickly  as  possible  the  Juvenile  Justice 
and  Delinquency  Prevention  Act  (JJDPA)  and  keep  our  nation 's  commitment  to  delinquency  prevention  and  improve- 
ments in  the  juvenile  justice  system.  We  especially  need  your  support  of  Title  III  of  JJDPA,  the  Runaway  and  Home- 
less Youth  Act  (RHYA).  We  urge  both  the  speedy  reauthorization  and  maximum  funding  of  the  following  two  RHYA 
programs,  which  are  administered  by  the  Department  of  Health  and  Human  Services  and  reach  out  to  the  estimated  1.3 
million  young  people  who  run  away  each  year  or  are  homeless. 

Basic  Centers  Program 

The  basic  centers  program  (BC)  for  runaway  and  homeless  youth  ensures  young  people  in  crisis  have  a  safe  place  to  go 
and  works  to  keep  families  together.  Funds  are  given  to  community-based  agencies  to  provide  shelter  and  other  critical 
services  that  youth  and  their  parents  need.  Funds  are  also  used  to  maintain  a  national  communication  system  to  link 
runaways,  especially  those  who  cross  state  lines,  with  their  families  and  services.  Training  and  technical  assistance  to 
basic  centers  is  provided  to  ensure  that  young  people  are  not  warehoused  and,  instead,  youth  in  crisis  and  their  families 
will  receive  the  attention  and  quality  services  they  need  to  stay  together. 

The  basic  centers  program  was  authorized  at  $75  million  for  FY  92.  Help  ensure  that  young  people  do  not  have  to  get  in 
trouble  to  get  help:  please  support  the  maximum  appropriation  for  this  program. 

♦  FY  95:  $40,458  million  appropriated 

♦  FY  96:  $40,458  million  -  House 

♦  FY  96:  $46,767  million  -  Senate 

Transitional  Living  Grant  Program 

The  transitional  living  grant  program  for  homeless  youth  (TLP)  is  designed  to  provide  residential  and  support  services 
to  older  homeless  youth  so  they  can  become  self-sufficient  and  avoid  long-term  dependency  on  social  services.  Young 
people  are  required  to  work  on  their  education  and  future  employment,  hold  jobs  and  develop  other  skills  that  will  help 
them  become  contributing  members  of  their  communities.  It  is  a  needed  extension  of  the  basic  centers  runaway  and 
homeless  youth  program,  serving  those  youth  who  can  not  be  reunited  with  their  families  and  have  no  safe  place  to  live. 

The  transitional  living  program  was  authorized  at  $25  million  for  FY  92.  Help  us  provide  support  to  our  nation's  home- 
less youth  so  they  have  a  chance  to  finish  the  business  of  growing  up:  please  support  the  maximum  appropriation  for  this 
program. 

♦  FY  95:  $13,649  million  appropriated 

♦  FY  96:  $14,949  million -House 

♦  FY  96:  $12,557  million -Senate 


National  Network 


FOR  YOUTH 


1319  F  Street,  NW,  Suite  401 
Washington,  DC  20004 
202.783.7949 
202.783.7955  Fax 
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Core  Principles  of  RHYA 

During  the  reauthorization  of  the  Runaway  and  Homeless  Youth  Act  (RHYA),  the  National  Network  urges  you  to 
maintain  the  following  principles*  that  underlie  this  landmark  legislation. 

♦  Young  people  must  be  guaranteed  safety  in  their  communities  and  in  their  homes.  If  needed,  they  must  have  24- 
hour  access  to  shelter  and  to  the  guidance  and  support  of  responsible  adults.  If  parental  violence  is  not  an  issue,  whenever 
possible,  family  reunification  services  must  be  directed  toward  keeping  young  people  at  home  and  out  of  emergency 
shelters  or  host  homes.  However,  when  reunification  is  not  an  option,  comprehensive  transitional  living  services  should 
be  available  to  homeless  youth. 

♦  Young  people  who  run  away  or  have  been  forced  to  leave  their  homes,  but  who  have  not  committed  crimes,  should 
not  be  locked  up  in  jails,  detention  or  other  facilities. 

♦  Because  of  the  interstate  nature  of  youth  runaways,  the  federal  government  needs  to  take  leadership  in  providing 
and  directly  funding  a  system  of  intervention  for  youth  in  crisis  and  their  families  that  does  not  burden  law  enforcement 
and  juvenile  justice  authorities.  A  national  communication  system  to  connect  youth  via  telephone  to  their  families  and 
services,  and  training  and  technical  assistance  to  promote  best  practices,  are  necessary  to  ensure  quality  and  cost-effective 
interventions. 

♦  A  community-based  system  of  opportunities,  services,  skills  and  experiences  for  youth  should  be  guaranteed,  so  all 
youth  have  the  chance  to  become  the  kind  of  parents,  workers,  neighbors  and  citizens  we  value. 

♦  Standards  of  service  are  essential  to  protect  youth  and  ensure  that  the  goals  of  federal  legislation  are  achieved, 
especially  standards  that  strengthen  young  people's  connection  to  their  families  and  communities  and  avoid  warehousing 
or  ignoring  individual  need.  Standards  such  as  family  involvement,  youth  participation,  self  referral  and  agency  relation- 
ships with  schools,  law  enforcement  and  other  community  stakeholders  are  critical  in  building  capable  young  people  and 
strong  families,  and  avoiding  long-term  dependency  on  social  services. 

♦  To  ensure  flexibility,  lower  costs  and  maximum  family  involvement,  services  should  be  provided  in  a  manner  that  is 
outside  the  law  enforcement,  child  welfare,  mental  health  and  juvenile  justice  state  systems. 

In  summary,  the  answer  for  young  people  and  our  economy  lies  in  programs  that  keep  youth  off  the  streets,  out  of  trouble, 
with  their  families  when  possible,  and  out  of  costly,  bureaucratic  systems.  We  look  forward  to  working  with  you  to  help 
build  capable  youth,  strong  families  and  responsive  communities. 

'Adopted  as  priorities  for  the  1996  RHYA  reauthorization  by  the  National  Network  Council  on  Youth  Policy,  Oct.  15,  1995. 


National  Network  for  Youth 

The  National  Network,  located  in  Washington,  D.C.,  is  a  21-year-old  membership  and  advocacy  organization  with  over 
400  direct  members.  With  its  regional  and  state  network  affiliates,  the  National  Network  represents  over  1,200  constitu- 
ents, primarily  community-based  youth-serving  agencies.  For  more  information,  contact  Nexus  Nichols,  National 
Network  for  Youth. 
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Mr.  Bonilla.  Thank  you  very  much  for  your  testimony,  Dennis. 
We  appreciate  your  being  here  today. 
Mr.  MURSTEIN.  Thank  you  for  inviting  me. 


Thursday,  March  7,  1996. 

WITNESS 

BRUCE  SCOTT,  AMERICAN  THERAPEUTIC  RECREATION  ASSOCIATION 

Mr.  Bonilla.  Our  final  witness  today  is  Bruce  Scott,  who  is  the 
consumer  representative  representing  the  American  Therapeutic 
Recreation  Association.  Mr.  Scott,  welcome. 

Mr.  SCOTT.  Mr.  Chairman  and  members  of  the  subcommittee, 
thank  you  for  the  opportunity  to  present  testimony  on  programs 
that  are  important  to  the  American  Therapeutic  Recreation  Asso- 
ciation and  which  we  urge  this  committee  to  include  in  the  fiscal 
year  1997  appropriations. 

My  name  is  Bruce  Scott.  I  am  the  director  of  sports  and  recre- 
ation for  the  Paralyzed  Veterans  of  America.  And  in  this  capacity, 
I  have  the  opportunity  to  witness  firsthand  the  benefits  of  recre- 
ation therapy  and  the  impact  these  programs  have  on  the  lives  of 
many  individuals  with  disabilities.  However,  today  I  am  here  as 
the  consumer  representative  to  ATRA  which  represents  the  largest 
national  association  of  recreation  therapy.  With  me  is  Ann  Hous- 
ton, the  executive  director  of  ATRA. 

I  am  here  today  to  testify  to  the  importance  of  therapeutic  recre- 
ation from  a  consumer  perspective,  and  on  four  major  programs  of 
concern  to  ATRA's  membership,  three  of  which  are  funded  through 
the  Department  of  Education  and  one  within  the  National  Insti- 
tutes of  Health. 

Mr.  Chairman,  it's  hard  for  me  to  believe  that  during  my  reha- 
bilitation that  when  a  recreation  therapy  specialist  took  me  to  my 
first  wheelchair  tennis  tournament  in  Dallas,  Texas,  my  home,  it 
would  have  such  impact  on  my  life  and  eventually  lead  me  to 
present  testimony  before  Congress.  Several  Federal  agencies  con- 
tribute dramatically  to  the  ability  of  ATRA  to  provide  comprehen- 
sive recreation  therapy  services.  Specifically,  these  are:  Rehabilita- 
tion Services  Administration,  the  National  Institute  on  Disability 
and  Rehabilitation  Research,  the  Office  of  Special  Education  Pro- 
grams, and  the  National  Center  for  Medical  Rehabilitation  Re- 
search. The  4,000  credentialed  recreation  therapists  of  ATRA — who 
are  an  integral  part  of  health  care,  human  services,  and  education 
systems — believe  funding  for  research,  training,  and  demonstration 
projects  that  improve  and  advance  the  rehabilitation  and  education 
of  persons  with  disabilities  is  an  essential  component  of  health 
care.  Recreation  therapy  contributes  significantly  to  improvement 
and  maintenance  of  health  status,  functional  capacity,  and  quality 
of  life  of  people  with  disabilities  through  programs  supported  by 
RSA,  grants  from  NIDR,  and  training  funded  through  OSEP,  and 
programs  sponsored  by  NCMRR. 

Therapeutic  recreation  services  have  demonstrated  benefits  for 
individuals  with  disabilities.  For  example,  studies  show  that  73 
percent  of  individuals  that  sustain  a  traumatic  injury  adopt  a  sed- 
entary lifestyle,  avoiding  physical  exertion,  compounding  medical 
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problems.  However,  as  a  result  of  physical  activity  recreation  ther- 
apy interventions,  individuals  with  spinal  cord  injury  have  shown 
improved  cardiovascular  and  respiratory  functioning,  an  increase  in 
strength  and  endurance,  and  a  reduction  in  costly  secondary  health 
problems  such  as  skin  ulcers,  urinary  tract  infections,  et  cetera. 

Recreational  therapy  contributes  to  a  person's  complete  and  suc- 
cessful rehabilitation  by  improving  self-esteem  and  increasing  the 
capacity  to  cope  with  the  challenges  of  illness,  disability,  and  hos- 
pitalization. Children  hospitalized  for  burn  treatments  have  im- 
proved their  mobility  and  range  of  motion  as  a  result  of  structured 
recreation  therapy  interventions. 

In  order  to  build  upon  these  promising  developments,  ATRA 
urges  the  subcommittee  to  continue  to  provide  sufficient  funding  in 
fiscal  year  1997  for  research,  training,  and  demonstration  projects 
that  improve  and  advance  the  rehabilitation  and  education  of 
Americans  with  disabilities.  Specifically,  we  recommend  that  the 
subcommittee  increase  funding  for  special  recreation  demonstration 
projects  administered  by  RSA,  increase  funding  for  NIDR  in  order 
to  foster  the  current  rehabilitation  research  and  demonstration  ef- 
forts, and  maintain  funding  for  personal  presentation  and  leader- 
ship training  and  research  under  OSEP,  and  significantly  increase 
funding  for  the  National  Center  for  Medical  Rehabilitation  and  Re- 
search. 

The  American  Therapeutic  Recreation  Association  will  continue 
to  work  with  Congress  to  share  information  about  the  role  of  recre- 
ation therapy  interventions  and  improving  the  lives  of  individuals 
with  disabilities  and  to  demonstrate  how  therapeutic  recreation  is 
a  cost-effective  element  within  the  total  fabric  of  health  care  reha- 
bilitation and  education  services.  This  concludes  my  testimony.  I 
request  that  my  written  statement  be  included  in  the  record.  And 
I  will  be  happy  to  answer  any  questions.  Thank  you. 

[The  prepared  statement  follows:] 
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Testimony 
to  the 

House  Appropriations  Subcommittee 
on  Labor,  Health  and  Human  Services  and  Education 

Distinguished  Chairman  and  Members  of  the  Subcommittee: 

Thank  you  for  the  opportunity  to  testify  today  before  this  subcommittee  on  Fiscal 
Year  1997  appropriations  for  federal  programs  important  to  the  American  Therapeutic 
Recreation  Association  ( ATRA).    I  am  Bruce  Scott,  Consumer  Representative  to  the  ATRA 
Board  of  Directors  and  representing  the  largest,  national  association  of  recreational 
therapists.  Additionally,  I  am  employed  as  the  Director  of  Recreation  and  Sports 
Programs  at  the  Paralyzed  Veterans  of  America  (PVA)  and  am  here  today  to  testify  to  the 
importance  of  therapeutic  recreation  from  a  consumer  perspective.  With  me  today  is  Ann 
Huston,  Executive  Director  of  the  American  Therapeutic  Recreation  Association. 

I  am  testifying  today  on  four  major  programs  of  interest  to  ATRA's  membership, 
three  of  which  are  funded  under  the  Department  of  Education  and  one  within  the  National 
Institutes  of  Health  ATRA's  interests  include  programs  in  the  Rehabilitation  Services 
Administration  (RSA),  The  National  Institute  on  Disability  and  Rehabilitation  Research 
(NDDRR),  the  Office  of  Special  Education  Programs  (OSEP),  and  at  NEH,  the  National 
Center  for  Medical  Rehabilitation  Research  (NCMRR). 

Our  testimony  speaks  directly  to  the  importance  of  funding  for  research,  training 
and  demonstration  projects  that  improve  and  advance  the  rehabilitation  and  education  of 
persons  with  disabilities.  Research  that  has  been  conducted  and  innovative  rehabilitation 
and  education  programs  that  have  been  developed  and  disseminated  in  recent  years  have 
allowed  individuals  with  disabilities  to  gain  and  maintain  greater  levels  of 
independence,  productivity  and  quality  of  life.  In  turn,  these  individuals  have  been  able  to 
become  productive  citizens,  and  have  achieved  a  level  of  health  that  results  in  far  less 
economic  burden  on  our  health  care  system.  These  advances  would  not  have  been  possible 
without  the  support  of  programs  mentioned  throughout  this  testimony. 

Background 

The  American  Therapeutic  Recreation  Association  represents  approximately  4,000 
credentialed  recreational  therapists  who  work  as  an  integral  part  of  health  care,  human 
service,  and  education  systems  that  care  for  and  educate  Americans  with  disabilities. 
ATRA  members  are  directly  involved  in  delivering  services  that  improve  and  maintain 
health  status,  functional  capacity  and  quality  of  life  of  people  with  disabilities.  We  know 
first-hand  the  benefits  that  can  be  derived  from  well-disseminated  innovative  programs 
and  field-based  research,  and  have  witnessed  how  such  research  and  demonstration 
increases  the  benefits  to  consumers  of  rehabilitation  and  education  programs. 

Therapeutic  recreation  is  a  health  care  and  human  service  discipline  that  delivers 
treatment  services  designed  to  restore,  remediate  or  rehabilitate  functional  capabilities  to 
improve  independence  and  reduce  or  eliminate  the  effects  of  illness  and  disability.  This 
discipline  is  an  integral  part  of  active  treatment  within  physical  medicine  and 
rehabilitation  and  mental  health  services.  The  field  of  therapeutic  recreation  conducts 
research  directed  at  the  role  of  myriad  activity  interventions  in  improving  and 
maintaining  functional  independence  and  independent  community  living. 

Therapeutic  recreation  utilizes  recreational  modalities  as  active  treatment,  and 
also  creates  environmental  conditions  such  that  individuals  with  disabilities  can 


American  Therapeutic  Recreation  Association 
March  7. 1996 


Page  1 


1226 


participate  fully  in  their  communities.  Both  forms  of  therapeutic  recreation  services,  as 
treatment  (i.e.  recreational  therapy)  and  the  provision  of  recreation  opportunity  as  a 
normalized  human  experience,  contribute  to  the  rehabilitation  process. 

Therapeutic  recreation  has  been  demonstrated  to  be  an  effective  means  to  assisting 
individuals  with  disabilities  to  achieve  educational  objectives  and  to  move  from  school  to 
adult  life.  Used  as  a  treatment  modality,  recreational  therapy  has  been  found  to  be  an 
effective  means  to  assisting  individuals  with  disabilities  to  increase  physical  and 
psychological  functioning,  and  to  live  more  independently  and  with  greater  life  quality, 
and  to  maintain  a  level  of  health  that  prevents  or  delays  the  need  for  costly  medical  or 
custodial  care.  These  benefits  of  therapeutic  recreation  services  have  been  demonstrated 
through  research  and  demonstration  projects  supported  by  the  U.S.  Department  of 
Education  The  Department's  support  for  training  rehabilitation  and  related  services 
personnel  has  helped  produce  critically  needed  competent  professionals  who  can 
effectively  use  therapeutic  recreation  in  the  rehabilitation  and  education  of  individuals 
with  disabilities. 

Therapeutic  recreation  services,  as  authorized  by  several  disability  related  laws, 
have  resulted  in  several  significant  benefits.  For  example: 

•  /  Physically  active  recreation  and  other  exercise  programs  improve 
cardiovascular  and  respiratory  functioning,  increase  strength  and  endurance,  and 
reduce  the  occurrence  of  costly  secondary  health  problems  such  as  skin  ulcers  and  urinary 
tract  infections  experienced  by  individuals  with  spinal  cord  injuries. 

•  Recreational  therapy  interventions  improve  cognitive  functioning  such  as 
memory,  perception  and  other  organizational  skills  necessary  for  the  rehabilitation  and 
independent  living  of  individuals  who  have  suffered  a  traumatic  brain  injury. 

•  Children  hospitalized  for  burn  treatment  have  improved  their  mobility  and 
range  of  motion,  and  therefore  the  healing  process,  as  a  result  of  structured  recreational 
interventions. 

•  Recreational  therapy  contributes  to  a  person's  complete  and  successful 
rehabilitation  by  improving  self  esteem  and  increasing  the  capacity  to  cope  with  the 
challenges  of  illness,  disability  and  hospitalization 

In  order  to  build  upon  these  promising  developments,  ATRA  urges  this 
Subcommittee  to  continue  to  provide  sufficient  funding  in  FY  1997  for  research,  training 
and  demonstration  projects  that  improve  and  advance  the  rehabilitation  and  education  of 
Americans  with  disabilities.  Specifically,  we  recommend  that  this  Subcommittee: 

•  Increase  funding  for  Special  Recreation  demonstration  projects 
administered  by  the  Rehabilitation  Services  Administration; 

•  Increase  funding  for  the  National  Institute  on  Disability  and 
Rehabilitation  Research  in  order  to  foster  the  current  rehabilitation  research  and 
demonstration  efforts. 

•  Maintain  funding  for  personnel  preparation,  leadership  training  and 
research  under  the  Office  of  Special  Education  Programs; 

•  Significantly  increase  funding  for  medical  rehabilitation  research  at  the 
NIH's  National  Center  for  Medical  Rehabilitation  Research  (NCMRR) 
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Thft  National  Institute  on  Disability  and  Rehabilitation  Research  (NIDRR) 

The  NIDRR  has  been  a  leader  in  coordinating  a  comprehensive  approach  to 
research  and  demonstration  projects  related  to  the  rehabilitation  of  individuals  with 
disabilities.  It  has  also  been  responsible  for  training  rehabilitation  professionals  to 
design  innovative  services  and  conduct  rehabilitation  research.  This  research  and 
demonstration  activity  has  improved  education,  employment,  psychological  and  social 
well-being,  and  independent  living  opportunities  for  persons  with  disabilities. 

NIDRR  supports  many  distinct  yet  complementary  disciplines  involved  in 
rehabilitation  research  and  practice.  For  instance,  the  NIDRR  supported  a  research  project 
aimed  at  determining  the  effects  of  recreation  as  a  treatment  modality  in  rehabilitation 
Temple  University's  program  in  therapeutic  recreation  conducted  several  studies  and 
demonstrated  the  role  of  recreation  in  achieving  physical,  psychological  and  social 
outcomes  that  are  integral  to  improving  and  maintaining  health  status,  functional 
capacity  and  quality  of  life.  Among  other  findings,  one  study  demonstrated  that  a 
community-based  aerobic  exercise  program  for  adults  with  physical  disabilities  can  have 
a  significantly  positive  impact  on  physical  fitness,  physical  work  capacity  and  depressive 
symptomatology  (Santiago,  Coyle  &  Kinney,  1993). 


Recreational  therapy  assists  persons  who  receive  physical  rehabilitation  to  prepare 
for  their  return  to  the  community  and  to  resume  an  active  lifestyle.  Such  services  can 
result  in  physical,  social  and  psychological  abilities  that  reduce  the  need  for  costly  medical 
care.  In  a  NIDRR  supported  study,  adults  with  spinal  cord  injuries  who  received 
recreation  therapy  while  hospitalized  were  more  physically  and  socially  active  and 
involved  with  community  life  after  discharge.  This  resulted  in  significantly  less 
evidence  of  secondary  health  problems  such  as  skin  ulcers  and  urinary  tract  infections, 
both  of  which  are  chronic  health  problems  that  interfere  with  employment  and  other  life 
activities  (Shank,  Coyle,  Kinney  &  Hutchins,  1994). 

Through  the  support  of  NIDRR,  Temple  University  held  a  national  conference  on 
the  benefits  of  therapeutic  recreation  in  rehabilitation  Evidence  of  contribution  to 
rehabilitation  outcomes  were  documented  in  areas  of  physical  health  and  health 
maintenance,  cognitive  functioning,  psychosocial  health,  personal  growth  and 
development,  life  satisfaction,  and  societal  and  health  care  system  outcomes.  This 
conference  produced  an  extensive  research  agenda  that  can  guide  NIDRR  in  coordinating 
broad-based  rehabilitation  research. 

A  modest  increase  for  NIDRR  in  FY  '  97  will  permit  the  agency  to  continue 
conducting  important  and  necessary  disability  and  rehabilitation  research.  Without  this 
increase,  NIDRR  will  not  be  able  to  fulfill  its  leadership  role  in  rehabilitation  research 
and  training,  nor  would  it  be  able  to  meet  requirements  brought  upon  the  agency  by  recent 
legislation,  including  the  ADA,  the  Rehabilitation  Act,  and  the  Rehabilitation  Technology 
Act. 

NIDRR's  continued  support  for  training  rehabilitation  personnel,  especially  those 
needed  to  conduct  research,  is  critical.  Rehabilitation  researchers  are  desperately  needed 
in  virtually  all  disciplines.  In  particular,  there  is  a  need  to  develop  and  nurture 
interdisciplinary  research  skills  in  order  to  promote  the  greatest  level  of  cooperation  and 
collaboration  Although  the  need  for  training  medical  rehabilitation  researchers 
(primarily  physicians)  is  evident,  this  training  should  include  skills  associated  with 
promoting  and  conducting  interdisciplinary  studies.  Therefore,  increased  funding  for 
NIDRR  will  permit  support  for  a  wide  range  of  rehabilitation  disciplines,  including 
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physical,  occupational  and  speech  therapies,  vocational  rehabilitation,  assistive 
technology  and  recreational  therapy. 

Office  of  Special  Education  Programs. 

The  Office  of  Special  Education  has  been  the  most  influential  in  developing 
innovative  educational  programs  for  individuals  with  disabilities,  the  training  of  special 
education  and  related  services  personnel,  and  research  on  effective  educational 
approaches.  Consequently,  millions  of  children  and  adults  with  disabilities  have 
achieved  their  dreams  of  academic  success,  independent  skills  and  social  involvement 
with  their  peers.  Funding  over  the  past  20  years  has  led  to  advances  in  assistive  technology 
to  allow  greater  independence,  and  innovative  approaches  to  assisting  young  adults  with 
disabilities  to  transition  from  school  to  adult  and  community  life.  Since  19820SEP  has 
supported  240  training  programs  that  have  produced  more  than  24 ,0 OOjprofes sio nal 
therapeutic  recreation  specialists.  These  professionals  have  gone  on  to  use  recreation 
interventions  to  improve  the  independence,  productivity  and  social  integration  of  people 
with  disabilities,  thereby  helping  to  ensure  health  and  well-being  which  translates  into 
less  costs  to  the  American  public.  Also,  OSEP  field-initiated  research  has  produced 
promising  interventions  that  can  help  children  and  adults  achieve  important  educational, 
vocational  and  health-related  goals. 

Personnel  preparation,  research  and  innovation  and  leadership  training  are 
OSEP  support  programs  that  are  very  important  programs  to  ATRA  members  in  the 
continued  training  of  therapeutic  recreation  professionals.  Many  ATRA  members  have 
directly  benefited  from  training  through  personnel  preparation  and  leadership  training 
grants.  This  specialized  training  has  assisted  therapeutic  recreation  professionals  in  the 
development  of  specialized  interventions  necessary  to  work  with  an  child  with  autism,  a 
young  adult  with  a  developmental  disability  or  an  infant  with  multiple  disabilities. 
Research  and  innovation  projects  have  assisted  in  the  continued  development  of  the 
therapeutic  recreation  body  of  knowledge  necessary  to  implement  sophisticated 
interventions. 

In  FY  1996,  the  Senate  Appropriations  Committee  funded  OSEFs  personnel 
preparation,  leadership  training  and  research  programs  at  the  FY  1995  levels  but, 
unfortunately,  this  subcommittee  did  not  renew  funding  for  this  program.  Because  of  the 
importance  of  the  personnel  preparation  program  and  the  highly  specialized  training 
needed  to  work  with  individuals  with  multiple  disabilities,  ATRA  requests  this 
Subcommittee  to  reconsider  its  position  with  respect  to  personnel  preparation  and  other 
OSEP  support  programs.  ATRA  requests  this  Subcommittee  to  restore  funds  for  OSEFs 
support  programs  including  personnel  preparation  for  this  fiscal  year  at  the  FY  1995 
levels. 

RSA  -  Special  Recreation  Demonstration  Projects. 

For  nearly  20  years,  the  Rehabilitation  Act  of  1973,  as  amended,  has  authorized 
support  for  recreation  demonstration  projects  aimed  at  improving  the  mobility, 
socialization,  independence,  employment,  and  community  integration  of  individuals 
with  disabilities.  Since  the  1986  amendments  to  the  Rehabilitation  Act,  funded  programs 
have  been  expected  to  be  designed  consistently  with  social  integration  principles.  An 
examination  of  projects  funded  between  1987  and  1990  revealed  that  individuals  with 
disabilities  who  participated  in  socially  integrated  community  recreation  programs 
reported  significantly  greater  benefits  in  important  life  domains  such  as  work 
performance,  family  relations,  physical  health  ,  overall  health  status,  and  independent 
functioning  at  home,  as  compared  to  persons  with  disabilities  who  participated  in 
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segregated  recreational  programs  (Shank,  Coyle  &  Kinney,  1993).  Without  question,  these 
projects  are  meeting  their  intended  purposes,  and  are  producing  outcomes  that  benefit 
persons  with  disabilities  in  all  life  domains.  In  short,  comprehensive  rehabilitation  (i.e. 
vocational,  recreational  and  independent  living)  is  the  most  effective  way  to  achieve  long 
term,  permanent  and  positive  outcomes. 

While  the  return  on  the  federal  investment  has  been  remarkable,  the  amount  of 
money  appropriated  for  this  small  but  extremely  effective  program  has  remained  almost 
constant.  Even  a  modest  funding  increase  would  permit  several  additional  demonstration 
projects  to  be  initiated.  Since  these  projects  must  now  involve  cost  sharing,  funded 
agencies  would  have  to  make  a  real  commitment  to  invest  in  the  program,  which  ensures  a 
greater  likelihood  of  permanence  and  success. 

Hie  National  Center  for  Mmtical  Rehabilitation  Research  (M.CMKB) 

Medical  rehabilitation  research  is  devoted  to  firming  solutions  for  chronic 
disabling  conditions.  Until  recently,  rehabilitation  research  was  poorly  represented  and 
coordinated  within  the  National  Institutes  of  Health.    While  many  Institutes  fund  some 
research  directed  at  chronic  disability  relating  to  their  respective  disease  or  organ 
missions,  rehabilitation  problems  usually  cut  across  Institute  boundaries.  Most 
disabilities  involve  multiple  organs  and  can  stem  from  multiple  diseases.  For  example, 
despite  its  name,  spinal  cord  injury  is  a  multi-organ  condition. 

In  1990,  Congress  recognized  the  need  for  the  NIH  to  address  research  and 
development  issues  in  the  areas  of  medical  rehabilitation  and  disability  by  creating  the 
NCMRR  within  the  National  Institute  for  Child  Health  and  Human  Development 
(NICHD).  The  NCMRR  budget  has  not  realized  substantial  growth  since  its  inception  and 
current  funding  levels  are  truly  minuscule  in  light  of  the  daunting  research  challenges 
that  the  range  of  disabilities  presents. 

ATRA  believes  that  federal  research  funding  must  be  targeted  to  make  the  greatest 
impact  in  health  outcomes  with  the  greatest  degree  of  cost  effectiveness.  NCMRR  -supported 
research  and  development  should,  therefore,  be  considered  a  priority  within  the  National 
Institutes  of  Health  for  significant  funding  increases. 

Medical  rehabilitation  has  tremendous  potential  to  reduce  health  care  costs  while 
significantly  improving  the  function  and  quality  of  people's  lives.  The  goals  of  this 
research  are  both  realistic  and  attainable.  Given  sufficient  funding,  NCMRR  is  poised  to 
foster  a  new  age  of  medical  rehabilitation  research  and  stands  as  a  crucial  platform  for 
encouraging  such  research  at  the  National  Institutes  of  Health. 

Conclusion 

The  American  Therapeutic  Recreation  Association  stands  ready  to  share 
information  about  the  role  of  recreational  therapy  interventions  in  improving  the  lives  of 
individuals  who  contend  with  illnesses  and  disability  and  to  demonstrate  how  therapeutic 
recreation  is  a  cost  effective  alternative  within  the  total  fabric  of  health  care,  rehabilitation 
and  educational  services. 

I  would  be  pleased  to  answer  any  questions  you  may  have  at  this  time.  Thank  you. 
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Mr.  Bonilla.  Mr.  Scott,  your  testimony  will  certainly  be  entered 
in  the  record,  as  you  request.  We  appreciate  very  much  your  being 
here  and  letting  us  know  about  your  program.  It  helps  us  make  de- 
cisions down  the  road.  Thank  you. 

Mr.  Scott.  Thank  you,  sir. 

Mr.  Bonilla.  This  concludes  the  subcommittee's  public  witnesses 
hearings  that  we  have  held  for  several  days  now.  The  subcommit- 
tee will  now  stand  in  recess  until  Tuesday,  March  12,  also  known 
as  Super  Tuesday,  at  10:00  a.m. 


Wednesday,  May  15,  1996. 


WITNESS 

HON.  HERB  BATEMAN,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
COMMONWEALTH  OF  VIRGINIA 

Mr.  Porter.  The  subcommittee  will  come  to  order. 

We  continue  our  hearings  on  Labor,  Health  and  Human  Services, 
and  Education  with  a  day  and  a  half  of  testimony  by  Members  of 
Congress. 

We  are  delighted  to  welcome  this  morning  Representative  Herb 
Bateman  and  Representative  Chet  Edwards  who  will  be  joined  by 
Jon  Christensen  on  the  subject  of  Impact  Aid.  Gentlemen,  why 
don't  you  come  forward  and  proceed  in  any  order  you  want. 

Mr.  Bateman.  Thank  you  very  much,  Mr.  Chairman.  I  appreciate 
the  committee  hearing  from  us  this  morning.  I  know  that  your 
schedule  is  tight  so  I  will  make  my  remarks  brief. 

Let  me  begin  by  asking  your  permission  to  submit  testimony  on 
behalf  of  Congressman  Bill  Thomas  of  California. 

I  would  like  to  once  again  express  my  gratitude  to  the  sub- 
committee for  its  willingness  to  work  with  me  and  other  members 
of  the  House  Impact  Aid  Coalition  to  restore  adequate  funding  to 
the  Impact  Aid  program  in  fiscal  year  1996.  I  was  pleased  to  see 
us  reach  a  bipartisan  accommodation  that  restored  Impact  Aid 
funding  to  $728  million.  I  hope  a  similar  accord  can  be  reached  this 
year. 

When  the  President's  fiscal  year  1997  budget  request  was  sub- 
mitted to  Congress  earlier  this  spring,  I  was  distressed  to  see  that 
it  proposed  a  $111  million  cut  in  Impact  Aid.  I  was  further  alarmed 
to  see  continued  opposition  from  the  administration  to  payments 
for  military  b's  and  the  Section  8002  land  payment  program — two 
areas  of  vital  importance  to  Virginia's  first  congressional  district, 
which  I  represent. 

My  district  is  fortunate  to  be  home  to  many  military  and  na- 
tional park  facilities  that  provide  good  jobs  to  many  of  my  constitu- 
ents, but  also  take  significant  portions  of  land  off  local  property  tax 
rolls.  In  fact,  York  County,  Virginia  has  $1  billion  of  real  estate, 
much  of  it  prime  waterfront  property,  removed  from  its  local  tax 
base  through  Federal  land  ownership.  This  represents  approxi- 
mately one-third  of  the  County's  total  property  tax  valuation.  When 
combined  with  the  number  of  eligible  children  who  live  either  on 
or  off  Federal  property,  York  County  is  faced  with  a  sizeable  bur- 
den that  is  now  being  alleviated  by  Impact  Aid.  Many  other  rural, 
suburban,  and  urban  localities  in  my  district  face  similar  problems. 

Mr.  Chairman,  I  know  that  you  are  well  versed  in  the  impor- 
tance of  Impact  Aid  so  I  will  not  belabor  the  point.  But  suffice  it 
to  say  that  I  believe  cuts  of  the  magnitude  proposed  by  the  admin- 
istration would  severely  inhibit  the  ability  of  local  schools  in  my 
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district  to  provide  a  quality  education  to  federally-connected  chil- 
dren. 

I  would  like  to  turn  for  a  moment  to  the  subject  of  Department 
of  Defense  participation  in  Impact  Aid.  As  you  are  well  aware,  Mr. 
Chairman,  $35  million  was  appropriated  for  Impact  Aid  from  the 
Department  of  Defense  accounts  in  fiscal  year  1996.  Let  me  assure 
you  that  I  am  prepared  to  work  with  you  once  again  in  my  capacity 
as  Chairman  of  the  Military  Readiness  Subcommittee  to  reach  a 
similar  accommodation  that  ensures  full  funding  for  Impact  Aid. 
The  fiscal  year  1997  Defense  Authorization  Bill  on  the  floor  of  the 
House  now  contains  language  I  inserted  that  is  identical  to  lan- 
guage contained  in  last  year's  House-passed  Defense  bill.  As  a  leg- 
islative process  on  this  year's  Defense  bill  moves  forward,  I  will 
seek  to  retain  that  commitment  to  Impact  Aid. 

In  closing,  Mr.  Chairman,  let  me  once  again  thank  you  and  the 
members  of  the  subcommittee  for  your  support  of  Impact  Aid.  I 
look  forward  to  working  with  you  as  the  summer  progresses,  and 
would  be  happy  to  answer  any  questions  you  may  have. 

[The  prepared  statements  follow:] 
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Congressman  Herbert  H.  Bateman's 
Testimony  on  Impact  Aid  before  the 
Labor-HHS-Education  Appropriations  Subcommittee 

May  15.  1996 


Mr.  Chairman  and  members  of  the  subcommittee,  I  appreciate  your  willingness 
to  hear  testimony  on  the  Impact  Aid  program  this  morning.  I  know  that  you  have  a  tight 
schedule  this  morning  so  I  will  keep  my  remarks  brief. 

Let  me  begin  by  once  again  expressing  my  gratitude  to  the  subcommittee  for  its 
willingness  to  work  with  me  and  other  members  of  the  House  Impact  Aid  Coalition  to 
restore  adequate  funding  to  the  Impact  Aid  program  in  FY  '96.  I  was  pleased  to  see  us 
reach  a  bipartisan  accommodation  that  restored  Impact  Aid  funding  to  $728  million.  I 
hope  a  similar  accord  can  be  reached  this  year. 

When  the  President's  FY  '97  budget  request  was  submitted  to  Congress  earlier 
this  Spring,  I  was  distressed  to  see  that  it  proposed  a  $1 1 1  million  cut  in  Impact  Aid.  I 
was  further  alarmed  to  see  continued  opposition  from  the  Administration  to  payments 
for  military  b's  and  the  Section  8002  land  payment  program-two  areas  of  vital 
importance  to  Virginia's  First  Congressional  District,  which  I  represent. 

My  district  is  fortunate  to  be  home  to  many  military  and  national  park  facilities 
that  provide  good  jobs  to  many  of  my  constituents,  but  also  take  significant  portions  of 
land  off  local  property  tax  rolls.  In  fact,  York  County,  Virginia  has  had  $1  billion  of  real 
estate,  much  of  it  prime  waterfront  property,  removed  from  its  local  tax  base  through 
federal  land  ownership.  This  represents  approximately  one  third  of  the  County's  total 
property  tax  valuation.  When  combined  with  the  number  of  eligible  children  who  live 
either  on  or  off  federal  property,  York  County  is  faced  with  a  sizable  burden  that  is  now 
being  alleviated  by  Impact  Aid.  Many  other  rural,  suburban  and  urban  localities  in  my 
district  face  similar  problems. 

Mr.  Chairman,  I  know  that  you  are  well  versed  in  the  importance  of  Impact  Aid  so 
I  will  not  belabor  the  point.  But,  suffice  it  to  say  that  I  believe  cuts  of  the  magnitude 
proposed  by  the  Administration  would  severely  inhibit  the  ability  of  local  schools  in  my 
district  to  provide  a  quality  education  to  federally-connected  children. 

I  would  like  to  turn  for  a  moment  to  the  subject  of  Department  of  Defense 
participation  in  Impact  Aid.  As  you  are  well  aware,  Mr.  Chairman.  $35  million 
appropriated  for  Impact  Aid  from  Department  of  Defense  accounts  in  FY  '96.  Let  me 
assure  you  that  I  am  prepared  to  work  with  you  once  again  in  my  capacity  as  Chairman 
of  the  Military  Readiness  Subcommittee  to  reach  a  similar  accommodation  that  ensures 
full  funding  for  Impact  Aid.  The  FY  '97  National  Defense  Authorization  Bill,  which  is 
under  consideration  by  the  House  this  week,  contains  language  I  inserted  that  is 
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identical  to  language  contained  in  last  year's  House-passed  defense  bill.  As  the 
legislative  process  on  this  year's  defense  bill  moves  forward.  I  will  seek  to  retain  that 
commitment  to  Impact  Aid. 

In  closing,  Mr.  Chairman,  let  me  once  again  thank  you  and  the  members  of  the 
subcommittee  for  your  support  of  Impact  Aid.  I  look  forward  to  working  with  you  as  the 
summer  progresses  and  would  be  happy  to  answer  any  questions  you  may  have. 
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Statement  of  the  Honorable 
BILL  THOMAS 
Member  of  Congress,  21st  District  of  California 
before  the 

Subcommittee  on  Labor,  Health  and  Human  Services,  and  Education 
House  Committee  on  Appropriations 

May  15,  1996 

Mr.  Chairman,  I  appreciate  this  opportunity  to  once  again  express  my  support  for  the 
Impact  Aid  program.  This  program  is  vital  to  the  financial  health  of  many  school  districts 
throughout  the  United  States.  As  you  know,  the  Impact  Aid  program  aids  more  than  1,600 
federally  impacted  school  districts  which  serve  more  than  20  million  students.  In  my  district 
10  school  districts  receive  funding  through  this  program.  However,  today  I  wish  to  focus  on 
one  school  district  in  my  Congressional  district  where  the  program  is  particularly  important  - 
Sierra  Sands  Unified  School  District,  where  most  personnel  live-off  base. 

As  the  Committee  is  well  aware,  the  Impact  Aid  program  was  designed  to  aid  both  the 
children  of  our  military  personnel  and  to  provide  funding  for  schools  that  have  significant 
portions  of  land  owned  by  the  federal  government,  which  are  exempt  from  taxation.  Sierra 
Sands  Unified  School  District  falls  into  the  second  category  and  has  been  negatively  affected 
by  the  Impact  Aid  formula  over  the  years.  In  situations  like  that  facing  Sierra  Sands,  the 
federal  government  has  a  clear  obligation  to  pay  its  fair  share  to  local  school  districts,  just  as 
local  homeowners  and  businesses  are  required  to  pay  their  taxes  annually. 

Sierra  Sands  Unified  School  District  is  located  in  the  desert  community  of  Ridgecrest, 
California  and  serves  the  children  of  military  and  civilian  personnel  at  the  Naval  Air  Warfare 
Center,  Weapons  Division  at  China  Lake  (NAWC).  In  fact,  over  50%  of  the  District's 
students  are  dependents  of  NAWC-China  Lake  scientists,  engineers  and  support  personnel. 
However,  since  the  Navy  decided  to  "get  out  of  the  housing  business"  in  1974  and  eliminate 
2,000  housing  units,  a  majority  of  base  personnel  no  longer  live  on  base.  This  resulted  in  the 
redesignation  of  students  from  category  "a"  to  category  "b"  as  they  were  called  under  the  law 
prior  to  the  1994  reauthorization.  In  addition,  the  citizens  of  Ridgecrest  continue  to  tax 
themselves  at  the  maximum  rate  allowed  under  state  law,  but  severe  funding  shortfalls 
continue. 

In  1974,  it  is  estimated  that  40%  of  Sierra  Sands'  funding  came  from  the  Impact  Aid 
program,  even  though  a  majority  of  their  students  were  already  moving  off  station  and  were 
being  categorized  as  civilian  "b"  students.  Since  that  time,  Impact  Aid  funding  has  dropped  to 
under  3%  of  the  District's  budget  due  to  the  shift  of  "a"  students  to  "b"  students  with  the 
removal  of  base  housing,  and  because  of  cutbacks  in  "b"  funding.  In  1974,  when  a  majority 
of  the  district's  students  lived  on  base  near  their  schools,  Sierra  Sands  operated  8  school 
buses.  In  1990,  after  most  students  who  had  lived  on  station  had  moved  into  the  local 
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community,  Sierra  Sands  operated  32  buses.  In  1993,  in  an  effort  to  mitigate  skyrocketing 
transportation  costs,  Sierra  Sands  instituted  a  parent  partial-payment  system  as  well  as 
increasing  walking  distances  to  reduce  ridership. 

The  District's  funding  problems  are  exacerbated  by  the  fact  that  the  Department  of 
Defense  is  still  the  primary  employer  and  a  significant  land-holder  in  the  Ridgecrest  area. 
Only  13%  of  the  District's  annual  revenue  is  from  local  property  tax.  The  District  has  had  to 
rely  on  the  State  of  California  for  additional  funding  in  the  past,  but  current  State  budgets  have 
reduced  this  funding.  All  of  these  factors  have  caused  the  District's  annual  per  pupil 
expenditure  to  be  $412  below  the  state  average  in  1994-95.  Despite  this  reduced  funding,  the 
District  has  persevered.  In  fact,  I  think  I  can  safely  say  that  Sierra  Sands  has  made  a 
Herculean  effort  to  meet  the  challenges  of  a  dwindling  budget  while  maintaining  a  high  quality 
education  for  its  student.  However,  Sierra  Sands  has  reached  a  critical  point. 

Because  of  the  testing  and  evaluation  nature  of  NAWC-China  Lake's  mission,  the 
Ridgecrest  area  has  one  of  the  most  highly  educated  populations  in  the  United  States.  The 
civilians  who  live  off-base  but  work  on-base  for  the  Department  of  Defense  play  a  critical  role 
in  NAWC's  mission  and  success.  As  you  may  know,  China  Lake  has  earned  a  national 
reputation  for  excellence  as  an  outstanding  military  RTD&E  facility.  These  scientists  and 
engineers  who  have  helped  in  creating  this  reputation  are  concerned  about  the  education  of 
their  children.  Unless  Sierra  Sands  Unified  School  District  receives  the  federal  assistance  they 
need  to  offset  the  effect  of  the  federal  presence  in  the  area,  per  pupil  spending  will  continue  to 
decline,  much-needed  physical  plant  maintenance  will  continue  to  be  delayed  and  the  quality  of 
education  could  decline.  If  this  should  occur,  prospective  employees  could  decline  to  move  to 
the  area  and  current  employees  could  decide  to  move,  affecting  the  successful  completion  of 
NAWC-China  Lake's  mission. 

The  government  must  continue  to  attract  high  quality  civilian  scientists  to  China  Lake. 
A  good  education  system  is  important  to  accomplishing  this  goal.  In  the  case  of  school 
districts  like  Sierra  Sands,  where  the  civilian  population  is  overwhelmingly  linked  directly  to 
the  military  base  and  to  its  military  mission,  I  believe  the  government  has  a  responsibility  to 
these  students  and  parents  because  of  its  hand  in  creating  the  situation. 

I  take  a  back  seat  to  no  one  in  calling  for  a  leaner  federal  government.  However,  in 
taking  the  necessary  steps  to  balance  the  federal  budget  I  believe  we  must  be  fair  and  the 
Impact  Aid  Program  has  contributed  more  than  its  fair  share  since  1961  to  reducing  the  federal 
deficit.  As  part  of  my  remarks,  I  wish  to  submit  two  charts  which  illustrate  this  point. 
Therefore,  Mr.  Chairman  and  Members  of  the  Subcommittee,  I  ask  that  the  Subcommittee 
fund  the  Impact  Aid  Program  at  the  Fiscal  Year  1995  and  1996  levels  of  $728  million  and 
keep  the  program,  including  section  8002  land  payments  and  military  and  civilian  "b"  funding. 
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$23,500 
$23,000 
$22,500 
$22,000 
$21,500 
$21,000 
$20,500 
$20,000 
SI  9,500 
$19,000 
$18,500 
$18,000 
517,500 
$17,000 
$16,500 
$16,000 
$15,500 
$15,000 
$14,500 
$14,000 
$13,500 
$13,000 
$12,500 
$12,000 
$11,500 
$11,000 
510,500 
$10,000 
$  9,500 
5  9,000 
$  8.500 
S  8.000 
$  7,500- 
$  7.000 
$  6,500. 
$  6,000 
$  5.500 
$  5.000 
$  4,500 
S  4,000 
S  3,500 
$  3,000 
$  2,500 
S  2,000 
$  1,500 
$  1,000 
S  500 


Appropriations  for  Impact  Aid 
Compared  to  TXS.  Education  Budget 
1951-1995 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  CHET  EDWARDS,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  TEXAS 

Mr.  Edwards.  Thank  you,  Mr.  Chairman,  Mr.  Stokes.  Mr.  Chair- 
man, I  have  a  written  statement  I  would  like  to  submit  for  the 
record.  In  the  interest  of  time,  I  won't  read  that. 

The  single  most  important  thing  I  would  say  this  morning  is 
thank  you.  I  say  that  as  genuinely  as  I  know  how  to  say  anything, 
when  I  think  of  your  leadership,  in  particular,  and  the  gentleman 
sitting  to  my  left,  what  you  individually  did,  certainly  with  the  sup- 
port of  Mr.  Stokes  and  other  members  of  the  committee,  but  par- 
ticularly the  personal  efforts  that  you  made  and  that  Mr.  Bateman 
made  in  behalf  of  Impact  Aid  last  year  helped  see  that  the  children 
of  military  families,  1,800,000  of  them,  receive  a  quality  education 
this  year,  last  year,  and  next  year  Fm  sure.  If  there  is  ever  a  ques- 
tion about  whether  a  few  people  can  make  a  difference  in  this 
country,  I  think  this  was  an  example  of  it.  I  want  to  congratulate 
you  and  thank  you  for  what  you  did. 

Putting  aside  my  written  testimony,  I  just  want  to  say  on  a  per- 
sonal note,  I  tried  to  think  this  morning  when  I  got  up  about  what 
we  ask  of  our  military  children.  I  got  out  of  a  comfortable  bed  in 
a  comfortable  apartment  with  my  wife  and  my  four  and  a  half 
month  old  baby  this  morning  and  I  thought  how  lucky  I  am  in  con- 
trast to  the  sacrifices  we  ask  our  military  children  to  make.  There 
are  children  who,  for  example  in  the  Army,  don't  see  their  mother 
or  father  138  days  of  the  year  because  that's  the  average  amount 
of  time  in  the  Army  a  father  or  mother  spends  away  from  their 
family.  With  the  Marines,  it  is  even  more  so.  With  the  Navy  in 
many  cases,  it  is  even  more  so.  We're  asking  these  children  to 
spend  time  away  from  their  families.  Most  of  them  have  families 
that  are  paid  less  than  they  probably  could  be  paid  in  other  civilian 
jobs.  We  could  never  find  a  way  to  pay  them  enough  in  consider- 
ation of  the  fact  that  they  put  their  lives  on  the  line  for  our  coun- 
try. We  ask  these  military  children  to  move  every  two  years  or  so 
from  school  to  school.  In  the  middle  of  their  high  school  years,  they 
have  to  break  their  long-time  friendships  and  move  on  as  a  junior 
or  senior  and  meet  new  people  in  those  important  teenage  years. 
Many  of  our  young  teenage  and  younger  children  in  military  fami- 
lies have  to  go  to  bed  at  night  wondering  if  their  parents  will  even 
be  with  them  at  their  high  school  or  their  college  commencements. 

It  seems  to  me  that  all  the  sacrifices  we  ask  these  children  to 
make  in  their  families'  service  to  our  country,  the  one  thing  that 
all  of  us  in  this  room  have  an  obligation  to  do  is  ensure  that  they 
have  a  quality  education.  The  parents  might  have  to  wait  in  line 
at  a  hospital  to  get  care  for  them.  They  may  not  live  in  the  best 
housing;  some  of  them  may  live  in  1940s  or  1950s  housing.  But  cer- 
tainly whether  we  believe  the  Defense  budget  should  be  $270  bil- 
lion or  $170  billion,  one  thing  I  think  that  can  bring  this  Congress 
together  is  a  commitment  to  children  of  our  military  families,  con- 
sidering the  sacrifices  they  make. 

Having  said  that,  I  know  I  am  preaching  to  the  choir  this  morn- 
ing, not  just  the  choir  but  the  choir  leaders.  Thank  you  for  your 
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time.  Thank  you  for  your  efforts  on  a  bipartisan  basis  last  year.  I 
look  forward  to  continuing  that  bipartisan  effort  this  year.  Thanks, 
Mr.  Chairman. 

[The  prepared  statement  follows:] 
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Congress  of  tfje  ®mteb  States 

aaaastjington,  DC  20515 


TESTIMONY  OF  THE 
HONORABLE  CHET  EDWARDS 
11TH  DISTRICT  OP  TEXAS 

May  15,  1996 

Before  the  Labor,  Health  and  Human  Services  and  Education 
Subcommittee  of  the  House  Appropriations  Committee 


Mr.  Chairman: 

On  behalf  of  the  92  members  of  the  House  Impact  Aid  Coalition,  I 
would  like  to  thank  you  for  allowing  me  to  testify  today.     It  is 
always  a  pleasure  to  come  before  your  subcommittee,  especially 
when  it  pertains  to  a  program  like  Impact  Aid,  a  program  vital  to 
so  many  school  children  across  this  country.     You  have  been  a 
friend  to  Impact  Aid.     The  Impact  Aid  Coalition  and  I  are 
grateful  for  your  leadership  and  support. 

In  the  recent  past,  there  has  been  a  call  for  the  reduction 
and/or  elimination  of  parts  of  the  Impact  Aid  program.     There  has 
been  some  feeling  that  this  program  is  outdated  and  that  these 
funds  are  not  a  necessity  for  the  schools  involved. 

The  changes  enacted  in  P.L.  103-382  made  the  program  more 
relevant,  addressed  need  and  channelled  the  available  resources 
to  the  schools  that  really  need  Impact  Aid  funds  to  operate. 
Those  changes  have  turned  Impact  Aid  into  a  model  program  of  how 
a  federal  education  program  should  operate.     The  program 
recognizes  limited  resources  and  prioritizes  payments  to  those 
schools  that  are  most  in  need  of  these  funds.     There  is  virtually 
no  federal  bureaucracy  or  regulation;  the  funds  are  sent  directly 
to  the  school  districts,  and  the  schools  have  local  control  over 
these  funds. 

Mr.  Chairman,  I  believe  that  the  budget  must  be  cut.     The  problem 
with  targeting  Impact  Aid  is  that  it  has  already  been  cut.  Both 
the  Fiscal  Year  1995  and  1996  funding  levels  are  about  the  same 
as  the  funding  level  in  1981.     Thus,  this  program  has  received  no 
increases  for  inflation  or  increased  costs  in  the  last  14  years. 

As  you  know,  the  Impact  Aid  program  compensates  school  districts 
for  the  cost  of  educating  children  whose  parents  live  on  federal 
property  and  therefore  do  not  pay  property  tax.     It  is  a  clear 
obligation  of  the  federal  government  to  pay  its  fair  share  of 
taxes  to  local  school  districts,  just  as  local  homeowners  and 
businesses  are  required  to  pay  their  taxes  annually. 
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Two  school  districts  in  my  Congressional  district  are  heavily 
impacted  by  military  personnel  serving  Fort  Hood,  which  now 
boasts  having  approximately  one  fifth  of  the  Army's  children. 
These  school  districts  currently  stand  below  the  state  average  in 
property  wealth  and  tax  above  the  state  average  in  property  tax 
rates.     Even  with  current  Impact  Aid  funds,  both  spend  below  the 
state  average  per  pupil,  which  is  considerably  below  the  national 
average.     If  my  two  school  districts  lost  Impact  Aid  funds,  it 
would  be  legally  impossible  for  them  to  increase  tax  rates  to 
levels  required  to  make  up  the  lost  funds. 

As  you  are  aware,  Impact  Aid  is  built  on  the  premise  of  a  shared 
responsibility  between  federal,  state  and  local  governments.  The 
above  examples  illustrate  that  should  the  federal  funding  for 
Impact  Aid  be  drastically  reduced  or  eliminated,  this  would  shift 
a  federal  responsibility  to  local  governments  which  are  unable  to 
handle  this  burden. 

Reducing  or  eliminating  the  Impact  Aid  program  would  be 
disastrous  for  more  than  just  the  1.8  million  children  under  the 
program.     Significant  changes  would  also  harm  an  estimated  18 
million  children  whose  families  are  not  federally  dependent,  but 
who  attend  a  financially-strapped  school  due  to  the  large  numbers 
of  students  enrolled  from  military  installations  or  local  Indian 
lands,  a  large  federal  presence  or  federally-owned  land.  These 
school  districts  would  be  forced  to  absorb  the  financial 
responsibility  for  educating  these  children. 

Furthermore,  I  fear  that  a  reduction  in  the  Impact  Aid  program 
would  not  only  impair  the  quality  of  military  children's 
education,  it  would  also  devastate  military  morale,  undermine  re- 
enlistment  rates,  adversely  affect  recruitment  and  retention  and 
consequently  reduce  our  military  readiness.     It  is  difficult 
enough  keeping  our  seasoned  soldiers  in  our  military  forces,  but 
should  their  children's  education  be  jeopardized,  it  might  become 
virtually  impossible. 

What  we  must  keep  foremost  in  our  minds  is  that  those  who  will  be 
directly  effected  are  the  children.     The  results  of  cuts  would  be 
increased  class  sizes,   fewer  course  offerings  and  reduced 
counseling.     In  effect,  the  children  themselves  will  pay  the 
costs  -  but  we  will  bear  the  burden  of  responsibility. 

Mr.  Chairman,  Impact  Aid  supports  our  federal  children.  We 
cannot  afford  to  balance  the  costs  of  supplemental  programs  by 
eliminating  basic  services.     I  request  that  this  subcommittee 
adequately  provide  for  the  educational  needs  of  our  federal 
children. 


Thank  you. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  JON  CHRISTENSEN,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  NEBRASKA 

Mr.  Porter.  We  are  pleased  to  welcome  our  colleague,  Jon 
Christensen.  Jon,  why  don't  you  proceed. 

Mr.  Christensen.  Thank  you,  Mr.  Chairman.  I'll  make  my  re- 
marks brief.  I  would  just  ask  that  my  prepared  statement  be  in- 
serted into  the  record. 

Mr.  Porter.  It  will  be  received. 

Mr.  Christensen.  Thank  you.  I  want  to  thank  the  Chairman  for 
his  work  last  year  in  getting  funding  to  the  levels  we  got.  Without 
your  work,  we  know  that  we  would  have  been  at  serious  deficit.  I 
also  want  to  thank  this  entire  committee  for  watching  out  for  the 
military  kids. 

I  would  like  to  take  this  opportunity  to  really  ask  the  administra- 
tion for  the  first  time  to  recognize  our  military  families  and  the 
service  and  the  sacrifice  that  they  make  each  and  every  year,  that 
they  would  start  putting  in  their  budget  a  little  respect  for  military 
families.  We  have  not  seen  the  respect  owed  to  the  military  fami- 
lies in  the  funding  requests  for  the  Impact  Aid  program.  I  am  ask- 
ing for  funding  this  year  to  be  at  $728  million  and  that  is  at  the 
minimum  of  what  1995  funding  was. 

We're  going  to  continue  to  fight  for  Impact  Aid  to  get  the  kind 
of  respect  it  deserves.  If  that  means  that  we  have  to  take  a  look 
at  getting  funding  out  of  the  DOD  instead  of  the  Department  of 
Education  where  we've  run  into  a  wall  each  and  every  year,  then 
that's  what  we'll  do.  But  each  and  every  year,  it  seems  like  it  is 
a  fight  that  Herb  and  Chet  have  been  leading  in  the  past  and  now 
some  of  the  freshmen  have  joined  in,  Pat  Kennedy  and  others.  This 
is  a  bipartisan  strategy,  it  is  a  bipartisan  effort.  Whether  you  are 
Independent,  Republican,  or  Democrat,  it  is  for  families  that  have 
served  and  given  of  their  time.  There  is  no  reason  why  we  should 
have  to  battle  each  and  every  year  for  funding  for  our  military  fam- 
ilies. 

I  just  want  to  thank  the  Chairman  and  the  subcommittee  for 
their  work.  I  would  be  glad  to  take  any  questions  that  you  might 
have,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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Before  the  Labor,  Health  and  Human  Services, 
and  Education  Subcommittee 
May  15,  1996 

Mr.  Chairman,  I  want  to  thank  you  and  the  other  members  of  the  Subcommittee  for 
this  opportunity  to  testify  today  regarding  a  program  which,  as  you  know,  is  vital  to  the 
education  of  our  nation's  children:  Impact  Aid. 

I  am  a  strong  supporter  of  Impact  Aid  and  believe  its  continuance  should  be  a  top 
priority  of  this  Subcommittee.  I  respectfully  request  that  Impact  Aid  be  funded  at  the 
minimum  of  the  fiscal  year  1995  levels  of  $728  million.  If  the  Impact  Aid  program  is  not 
adequately  funded  Congress  will  not  only  place  a  massive  unfunded  mandate  on  our  states 
and  local  school  districts,  it  will  literally  turn  its  back  on  the  members  of  our  military  and 
the  1.8  million  school  children  who  depend  on  Impact  Aid. 

Impact  Aid  became  law  in  1950  because  Congress  recognized  that  federal  activities 
had  an  adverse  effect  on  the  ability  of  local  school  districts  to  raise  revenue  due  to  federal 
ownership  of  land,  such  as  military  installations  and  tribal  lands.  As  you  know,  public 
schools  in  this  country  are  generally  financed  by  a  combination  of  state  and  local  property 
taxes.  When  the  federal  government  takes  up  residence  in  a  community,  unlike  its  private- 
sector  neighbors,  it  does  not  pay  state  or  local  taxes  of  any  kind,  knocking  the 
community's  tax  base  off  kilter.  Although  military  personnel  are  still  subject  to  state  tax, 
under  the  Soldiers  and  Sailors  Relief  Act  passed  in  1943,  local  and  state  agencies  are 
restricted  in  taxing  the  personal  property  and  income  of  those  in  the  armed  services  who 
pay  taxes  in  another  state.  The  rationale  is  simple:  you  cannot  keep  moving  these  people 
all  over  the  world  and  expect  them  to  pay  taxes,  get  license  plates,  and  deal  with  the  local 
government  in  the  same  way  as  those  who  do  not  move  around  with  such  regularity.  The 
federal  government  moves  our  military  personnel  around  the  country  and  abroad  and 
provides  them  with  housing  and  other  essentials  for  living~as  a  result  the  federal 
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government  must  deal  with  the  consequences  of  the  revenue  lost  to  the  communities  where 
the  military  is  present. 

Mr.  Chairman,  Impact  Aid  is  built  on  the  premise  of  a  shared  responsibility 
between  federal,  state  and  local  governments.  It  is  simply  not  true  that  Impact  Aid  is  an 
entitlement  program,  nor  is  it  wasteful  government  spending,  as  the  program's  critics  have 
sometimes  charged.  It  is  impossible  to  reconcile  the  idea  of  slashing  Impact  Aid  with  the 
way  we  tax  federal  installations  and  reservations.  Impact  Aid  is  nothing  more  than  the 
federal  government's  commitment  to  pay  back  to  a  community  the  funds  it  has  removed  by 
virtue  of  the  fact  that  there  is  a  military  presence. 

For  instance,  the  Bellevue  community  in  my  district  is  home  to  Offutt  Air  Force 
Base  and  the  United  States  Strategic  Command.  Because  of  the  policies  contained  in  the 
Soldiers  and  Sailors  Relief  Act,  the  Bellevue  Public  Schools  lose  over  $3  million  each  year 
in  vehicle  taxes  alone.  Add  in  the  massive  loss  of  property  tax  and  sales  tax,  there  simply 
is  little  local  funding  going  to  the  Bellevue  schools.  This  is  why  Impact  Aid  must  be 
continued. 

Nebraska  already  has  extraordinarily  high  property  taxes.  Thus,  simply  raising 
property  taxes  on  nonfederal  property  to  make  up  for  the  lost  revenue  is  out  of  the 
question.  Bellevue  is  the  fourth  largest  school  district  in  the  State  of  Nebraska,  yet  has  the 
lowest  assessed  valuation  of  the  seven  largest  school  districts.  Bellevue  also  has  the 
smallest  assessed  valuation  per  pupil  and  can  raise  the  least  taxes  from  a  tax  rate  of  $1.00 
per  $100  of  valuation.  That  is  because  with  just  over  half  of  Bellevue  Public  Schools' 
enrollment  consisting  of  federally-connected  students,  Bellevue  is  one  of  the  nation's  most 
heavily  federally  impacted  school  districts.  Heavily  impacted  districts  like  Bellevue  just 
don't  have  any  options  if  the  federal  government  refuses  to  shoulder  its  share  of  the 
responsibility.  Without  Impact  Aid,  we  simply  do  not  have  the  funds  to  give  our  children  a 
decent  education. 
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When  Impact  Aid  was  first  signed  into  law  back  in  1950,  the  atmosphere 
surrounding  the  program  was  significantly  different  than  today.  As  you  may  recall,  H.R.  6 
was  passed  during  the  103rd  Congress  and  reauthorized  the  elementary  and  secondary 
education  programs,  including  Impact  Aid.  Tide  VIII  of  the  bill  included  major  changes 
which  tackled  many  of  the  concerns  that  have  plagued  the  program  over  recent  years.  I 
believe  these  changes  allowed  Impact  Aid  funds  to  be  distributed  to  those  who  are  truly 
impacted  and  in  need  of  funding.  One  of  the  main  goals  of  the  reauthorization  was  to 
streamline  the  funding  formula  to  better  address  the  true  needs  of  a  federally  impacted 
school  district.  The  new  formula  will  reflect  a  school  district's  level  of  impaction  as  well  as 
its  dependence  on  Impact  Aid.  In  essence,  a  district  having  a  greater  need  will  see  an 
increase  in  its  Impact  Aid  payment  while  a  district  with  less  of  a  need  will  see  a  decrease. 
Therefore,  Congress  has  already  addressed  the  need  to  restructure  the  program  without 
eliminating  the  funding  to  those  school  districts  that  truly  need  funding  in  order  to  provide  a 
basic  education  to  their  students. 

The  president's  FY  1997  Budget  once  again  reduces  Impact  Aid  funding  by  15 
percent  and  eliminates  all  Impact  Aid  payments  except  for  those  children  who  live  on  Indian 
lands  or  are  children  of  members  of  the  uniformed  service  living  on  federal  property.  Mr. 
Chairman,  Impact  Aid  funding  is  needed  to  assist  the  schools  in  educating  all  military 
children  regardless  of  whether  or  not  they  live  on  federal  property.  Children  categorized  as 
military  "b's"  are  children  who  are  dependents  of  military  personnel  who  live  in  off-base 
housing  or  are  children  of  non-military  civil  service  workers  whose  income  is  generated  by 
the  military  base  in  the  district.  While  property  taxes  may  be  being  paid  to  the  local 
community  on  the  off -base  home,  the  military  member  is  still  exempt  from  other  local 
taxes,  such  as  vehicle  and  sales,  and  the  district  does  not  receive  taxes  on  the  business, 
business  personal  property,  and  personal  property.  I  realize  that  in  this  era  of  downsizing 
the  federal  government  the  need  to  fund  the  military  "b"  children  may  be  confusing  to 
some.  However,  the  number  of  military  "b"  students  across  the  United  States  is  increasing 
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because  of  the  downsizing  that  is  occurring  overseas,  the  base  closures  and  realignments, 
and  the  lack  of  adequate  and  sufficient  base  housing  available.  This  is  why  it  is  so 
important  to  fund  all  categories  of  Impact  Aid. 

In  addition,  over  the  past  fifteen  years,  the  number  of  students  served  through  the 
Impact  Aid  program  has  remained  roughly  the  same,  yet  funding  for  Impact  Aid  has 
consistently  decreased.  School  districts  that  depend  on  Impact  Aid  are  struggling  to 
provide  their  students  with  a  quality  education.  Not  only  would  reducing  or  eliminating  the 
Impact  Aid  program  be  disastrous  for  the  more  than  1 .8  million  children  served  under  the 
program,  but  also  to  the  estimated  twenty  million  children  whose  families  are  not  federally 
dependent,  yet  attend  a  financially-strapped  school  due  to  the  large  number  of  students 
enrolled  who  are  federally-connected.  After  tireless  efforts  of  those  who  strongly  support 
Impact  Aid,  including  the  support  of  this  Subcommittee,  in  FY  1996  Impact  Aid  was 
funded  at  100  percent  of  the  total  for  FY  1995  (this  amount  includes  funding  from  the 
Department  of  Defense).  I  again  ask  for  your  support  in  funding  Impact  Aid  at  a  minimum 
of  $728  million. 

Mr.  Chairman,  we  all  recognize  the  special  challenges  faced  by  the  children  of  our 
military  families.  We  know  that  those  who  have  chosen  to  serve  in  the  armed  services  have 
chosen  to  defend  our  great  country  and  put  their  lives  on  the  line  for  us.  Every  member  of 
Congress  has  vowed  to  uphold  the  United  States  military  as  the  finest  fighting  force  in  the 
world.  Yet  all  too  often  we  forget  that  this  fighting  force  is  made  up  of  men  and  women 
who  sacrifice  profitable  careers  in  the  private  sector  to  fight  for  the  United  States  of 
America  and  the  ideals  upon  which  it  was  founded.  Think  for  just  a  second  about  men- 
children,  about  what  life  must  be  like  for  them  as  a  group.  Imagine  being  eight-years-old 
and  wondering  why  mom  or  dad  cannot  attend  school  functions  because  she  has  been 
deployed  to  a  place  called  Bosnia.  Imagine  being  ten-years-old  and  not  seeing  your  father 
for  six  to  twelve  months  because  he  is  serving  our  nation  in  another  country,  or  being  a 
twelve-year-old  boy  wondering  why  mom  or  dad  can  seldom  come  to  your  little  league 
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games.  While  they  can  all  be  proud  of  their  parents  for  sacrificing  their  lives  in  order  to 
preserve  the  ideais  that  make  this  nation  great,  they  know  that  realistically  their  mom  or  dad 
may  never  return  home  from  duty.  Mr.  Chairman,  it  does  not  take  much  imagination  to 
realize  the  sacrifices  of  our  military  children.  While  we  cannot  replace  the  time  spent  away 
from  one's  parents,  we  can  ensure  them  that  their  cluldren  will  receive  a  quality  education. 

No  one  in  this  room  supports  downsizing  the  federal  government  and  cutting 
wasteful  spending  more  than  I.  I  remain  strongly  committed  to  putting  an  end 
to  the  tax-and-spend  policies  of  the  past,  but  I  am  also  strongly  committed  to  making  the 
right  cuts—where  true  spending  cuts  are  needed.  The  Impact  Aid  program,  because  of  its 
strong  reliance  on  local  control,  is  one  of  the  most  efficient  programs  the  federal 
government  administers.  Virtually  every  dollar  appropriated  goes  directly  to  the  over  2000 
local  educational  agencies  eligible  for  funding.  Impact  Aid  remains  the  only  federal 
program  equipped  to  reimburse  school  districts  for  the  loss  of  local  revenue  due  to  a  federal 
presence.  Eliminating  this  program  would  push  the  financial  responsibility  onto  the  state's 
shoulders—forcing  them  to  increase  state  taxes.  State  and  local  officials  view  the  reduction 
or  elimination  of  Impact  Aid  funding  as  an  unfunded  mandate,  which  as  you  know,  is 
inconsistent  with  congressional  leaders'  intentions  and  hypocritical  for  every  representative 
who  voted  in  favor  of  the  unfunded  mandates  legislation.  The  program  has  proved  itself 
and  serves  its  purpose.  That  is  why  Impact  Aid  should  be  a  top  priority  of  this 
Subcommitte. 

In  closing,  I  want  to  again  thank  you,  Mr.  Chairman,  and  my  colleagues  on  the 
Subcommittee  for  this  opportunity  to  testify  before  you  today.  Our  military  children  are  the 
unheralded  partners  and  unsung  heroes  in  our  fight  for  a  strong  national  defense.  I  firmly 
believe  that  our  priority,  indeed  obligation,  must  be  to  provide  our  military  children  with  a 
quality  education.  We  need  to  cut  out  the  programs  that  no  longer  work  or  are  no  longer 
needed,  but  leave  intact  those  that  are  cost-efficient  and  truly  serve  their  purpose.  Impact 
Aid  is  such  a  program. 
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Mr.  Porter.  Let  me  thank  each  of  you  for  testifying.  I  have  to 
say  that  there  aren't  three  stronger  advocates  for  Impact  Aid  in 
Congress  than  you  three.  We  share  your  great  concern  about  pro- 
viding what  I  consider  to  be  the  Federal  Government's  obligation 
to  help  with  the  education  of  the  children  of  military  personnel. 

Last  year,  you  are  probably  aware  that  our  subcommittee  had  a 
very  heavy  burden  in  the  allocations  for  funding.  We  are  hopeful 
that  this  year  our  burden  won't  be  quite  so  heavy.  So,  if  I  can  lobby 
you,  they  are  going  to  make  that  decision  later  this  week;  it  will 
come  through  the  chairman  of  the  full  committee  and  the  Repub- 
lican leadership.  What  we  can  do  really  depends  upon  what  we 
have  to  work  with.  We're  hopeful  that  might  be  a  more  reasonable 
number  that  will  allow  us  to  do  what  we  think  is  right  in  terms 
of  Impact  Aid. 

I  am  happy  to  hear,  Herb,  that  you've  put  this  provision  in  the 
Defense  Authorization.  We  also  have  to  talk  to  Bill  Young  about 
getting  it  funded  once  it  is  passed. 

Mr.  Bateman.  I'll  certainly  join  you  in  that. 

Mr.  Porter.  Yes.  Mr.  Edwards? 

Mr.  Edwards.  Just  for  a  second,  to  follow  up  on  Jon's  comment. 
I  would  like  to  have  a  bipartisan  understanding  that  whichever 
Party's  nominee  is  put  into  the  White  House,  let  the  members  of 
that  Party  go  find  that  one  person  somewhere  in  the  bowels  of  the 
OMB  or  the  Department  of  Education  that,  regardless  of  whichever 
Party  is  in  the  White  House,  whether  it  was  Reagan  or  Bush  or 
Clinton,  always  wants  to  zero  out  Impact  Aid.  I  think  presidents 
come  and  go,  but  there  is  somebody  down  in  the  bowels  of  one  of 
those  buildings  somewhere  that  just  loves  to  zero  out  Impact  Aid. 
I  would  like  to  find  them,  Jon. 

Mr.  Christensen.  I  would  be  glad  to  go  on  a  bipartisan  hunting 
trip  with  you. 

Mr.  Edwards.  We'll  do  that.  Thank  you,  Mr.  Chairman. 

Mr.  Porter.  We'll  have  to  put  a  bounty  out  on  that  person  and 
see  if  we  can  really  find  them. 

Mr.  Christensen.  There  are  preliminary  good  reports  coming 
out  of  the  Budget  Committee  on  funding  numbers.  So  I  am  looking 
forward  to  working  together  in  making  sure  that  we  get  this  taken 
care  of  so  we  don't  have  to  go  through  what  we  went  through  this 
year,  on  the  eleventh  hour  potentially  stopping  Congress  on  Friday 
night  at  5:00  to  get  funding  that  was  back  owed  to  a  number  of 
our  school  districts.  With  your  help,  we're  going  to  get  it  taken  care 
of  this  year  a  lot  sooner  than  the  eleventh  hour. 

Mr.  Bateman.  Just  one  very  brief  final  comment.  I  think  the 
thing  that  we  need  to  emphasize  is  that  to  the  extent  we  do  not 
fund  or  we  underfund  Impact  Aid,  we  are  really  passing  on  an  un- 
funded mandate  to  the  school  districts  throughout  America.  Our 
leadership  needs  to  understand  it  and  to  view  this  very  important 
program  in  that  context,  along  with  everyone  else. 

Mr.  Porter.  I  certainly  agree  with  you.  Gentlemen,  thank  you. 

Mr.  Edwards.  Thank  you,  Mr.  Chairman  and  Mr.  Stokes. 

Mr.  Christensen.  Thank  you. 

Mr.  Porter.  We  are  going  to  wait  just  a  minute  for  the  next 
panel  to  see  if  some  of  your  fellow  testifiers  are  going  to  arrive.  We 
have  eight  Members  of  Congress  on  the  next  panel  and  three  of 
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them  are  present,  so  I  think  we  will  begin  and  let  them  join  you 
as  each  one  arrives.  We  would  like  to  welcome  Lucille  Roybal-Al- 
lard,  Louise  Slaughter,  Connie  Morella,  and  Nancy  Johnson.  They 
are  testifying  in  behalf  of  the  Congressional  Caucus  for  Women's 
Issues. 
Mrs.  Lowey? 

Mrs.  Lowey.  Thank  you,  Mr.  Chairman.  I  am  very  pleased  to 
welcome  my  colleagues  from  the  Congressional  Bipartisan  Caucus 
on  Women's  Issues.  I  don't  know  why  I  have  to  stumble  over  the 
word  ''bipartisan."  This  is  one  of  the  places  where  bipartisanship 
is  truly  real.  It  is  an  honor  for  me  to  serve  on  this  committee  where 
decisions  for  funding  for  vital  labor,  health,  social  service,  and  edu- 
cation programs  are  made.  My  colleagues,  Mr.  Chairman,  have 
come  today  to  testify  before  this  subcommittee  because  programs 
under  our  jurisdiction  are  of  particular  importance  to  women.  In 
fact,  this  is  the  only  appropriations  subcommittee  before  which  the 
Caucus  as  a  group  will  formally  testify. 

The  Women's  Caucus  comes  before  the  subcommittee  today,  as 
we  have  in  years  past,  to  speak  on  behalf  of  the  investments  in  pro- 
grams that  benefit  women's  health,  economic  equity,  and  edu- 
cational opportunity.  I  would  like  to  just  mention  a  few  areas  of 
concern  about  which  my  colleagues  will  speak  in  greater  detail. 

In  the  area  of  women's  health,  last  year  the  subcommittee  in- 
creased funds  for  NIH  which  will  hopefully  pave  the  way  for  con- 
tinued research  in  women's  health  research.  And  since  1990,  NIH 
has  significantly  increased  its  investment  in  breast  cancer  re- 
search. But  we  still  do  not  have  the  answers  we  need.  We  know 
little  about  prevention,  our  treatment  options  are  still  very  few, 
and  the  breast  cancer  gene  explains  less  than  10  percent  of  all 
breast  cancers.  We  must  not  lose  our  momentum  in  our  fight 
against  this  disease  because  over  180,000  women  will  be  diagnosed 
with  it  this  year. 

The  Women's  Caucus  has  also  fought  hard  to  assure  that  poor 
women  have  access  to  reproductive  health  choices  when  the  preg- 
nancy endangers  the  life  of  the  women,  or  the  pregnancy  results 
from  rape  or  incest.  We  must  maintain  our  commitment  to  women 
in  these  tragic  circumstances.  In  addition,  the  Caucus  strongly  sup- 
ports maintaining  the  Title  X  family  planning  program  in  its  cur- 
rent form. 

The  Caucus  also  supports  programs  that  increase  economic  and 
educational  opportunities  for  women,  including  the  Women  in  Ap- 
prenticeship program  administered  by  the  Labor  Department  and 
the  Women's  Educational  Equity  program.  And  on  the  issue  of  do- 
mestic violence,  we  fought  hard  last  year  to  get  those  dollars  into 
the  domestic  violence  program  and  we're  very  grateful  that  this 
committee  has  taken  action  on  that  front. 

Congresswoman  Connie  Morella,  co-chair  of  the  Women's  Cau- 
cus, will  begin  the  Caucus'  testimony  and  Congresswoman  Morella 
will  be  followed  by  the  Caucus  vice-chairs  and  task  force  chairs 
who  will  testify  about  the  programs  under  the  jurisdiction  of  their 
task  forces.  We're  also  pleased  to  welcome,  who  will  be  here  short- 
ly, Representative  DeLauro  who  worked  diligently  on  behalf  of  \ 
many  issues  affecting  women  and  their  families  when  she  was  a  I 
member  of  this  subcommittee. 
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Mr.  Chairman,  I'll  put  the  entire  statement  in  the  record.  But  I 
am  sure  my  colleague  wants  to  say  a  few  words  and  then  we  want 
to  welcome  our  outstanding  colleagues. 

[The  prepared  statement  of  Representative  Lowey  follows:] 
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Statement  by  the  Honorable  Nita  M.  Lowey 
Introduction  of  the 
Congressional  Caucus  for  Women's  Issues  Testimony 
Before  the  Labor -HHS- Eduction  Appropriations  Subcommittee 
May  15,  1996 


THANK  YOU,   MR.   CHAIRMAN.      I  AM  PLEASED  TO  WELCOME  MY 
COLLEAGUES  FROM  THE  BI-PARTISAN  CONGRESSIONAL  CAUCUS  FOR  WOMEN'S 
ISSUES.      IT  HAS  BEEN  MY  HONOR  TO  SERVE  AS  CO -CHAIR  OF  THE  WOMEN'S 
CAUCUS  WITH  MY  COLLEAGUE  CONNIE  MORELLA.      IT  IS  ALSO  AN  HONOR  TO 
SERVE  ON  THIS  SUBCOMMITTEE  WHERE  DECISIONS  ABOUT  FUNDING  FOR 
VITAL  LABOR,   HEALTH,    SOCIAL  SERVICE  AND  EDUCATION  PROGRAMS  ARE 
MADE.     MY  COLLEAGUES  FROM  THE  CAUCUS  HAVE  COME  TO  TESTIFY  BEFORE 
THE  SUBCOMMITTEE  TODAY  BECAUSE  THE  PROGRAMS  UNDER  OUR 
JURISDICTION  ARE  OF  PARTICULAR  IMPORTANCE  TO  WOMEN.      IN  FACT, 
THIS  IS  THE  ONLY  APPROPRIATIONS  SUBCOMMITTEE  BEFORE  WHICH  THE 
CAUCUS  WILL  FORMALLY  TESTIFY. 

THE  WOMEN'S  CAUCUS  COMES  BEFORE  THE  SUBCOMMITTEE  TODAY,  AS 
WE  HAVE  IN  YEARS  PAST,   TO  SPEAK  ON  BEHALF  OF  THE  INVESTMENTS  IN 
PROGRAMS  THAT  BENEFIT  WOMEN'S  HEALTH,   ECONOMIC  EQUITY,  AND 
EDUCATIONAL  OPPORTUNITY. 

I  WOULD  JUST  LIKE  TO  MENTION  A  FEW  AREAS  OF  CONCERN  ABOUT 
WHICH  MY  COLLEAGUES  WILL  SPEAK  IN  GREATER  DETAIL.      IN  THE  AREA  OF 
WOMEN'S  HEALTH:   LAST  YEAR,   THIS  SUBCOMMITTEE  INCREASED  FUNDS  FOR 
NIH  WHICH  WILL  HOPEFULLY  PAVE  THE  WAY  FOR  CONTINUED  INCREASES  IN 
WOMEN'S  HEALTH  RESEARCH.     SINCE  1990,   NIH  HAS  SIGNIFICANTLY 
INCREASED  ITS  INVESTMENT  IN  BREAST  CANCER  RESEARCH  BUT  WE  STILL 
DO  NOT  HAVE  THE  ANSWERS  WE  NEED.     WE  KNOW  LITTLE  ABOUT 
PREVENTION,   OUR  TREATMENT  OPTIONS  ARE  STILL  FEW  AND  THE  BREAST 
CANCER  GENE  EXPLAINS  LESS  THAN  10%  OF  ALL  BREAST  CANCERS.  WE 
MUST  NOT  LOSE  MOMENTUM  IN  OUR  FIGHT  AGAINST  THIS  DISEASE,  BECAUSE 
OVER  180,000  WOMEN  WILL  BE  DIAGNOSED  WITH  IT  THIS  YEAR. 

TWO  OFFICES  THAT  HAVE  BEEN  INSTRUMENTAL  IN  COORDINATING  THE 
FEDERAL  RESPONSE  TO  BREAST  CANCER,   AS  WELL  AS  MANY  OTHER  CRUCIAL 
WOMEN'S  HEALTH  ISSUES,   ARE  THE  OFFICE  ON  WOMEN'S  HEALTH  LOCATED 
IN  THE  PUBLIC  HEALTH  SERVICE  AND  DIRECTED  BY  DR.  SUSAN 
BLUMENTHAL,   AND  THE  OFFICE  OF  RESEARCH  ON  WOMEN'S  HEALTH  AT  NIH 
WHICH  IS  HEADED  BY  DR.   VIVIAN  PINN. 

THE  WOMEN'S  CAUCUS  HAS  ALSO  FOUGHT  HARD  TO  ASSURE  THAT  POOR 
WOMEN  HAVE  ACCESS  TO  REPRODUCTIVE  HEALTH  CHOICES  WHEN  THE 
PREGNANCY  ENDANGERS  THE  LIFE  OF  THE  WOMAN,   OR  THE  PREGNANCY 
RESULTED  FROM  RAPE  OR  INCEST.     WE  MUST  MAINTAIN  OUR  COMMITMENT  TO 
WOMEN  IN  THESE  TRAGIC  CIRCUMSTANCES. 
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IN  ADDITION,   THE  CAUCUS  STRONGLY  SUPPORTS  MAINTAINING  THE 
TITLE  X  FAMILY  PLANNING  PROGRAM  IN  ITS  CURRENT  FORM.  THIS 
PROGRAM  PREVENTS  THOUSANDS  OF  UNWANTED  PREGNANCIES  EACH  YEAR. 

THE  CAUCUS  ALSO  SUPPORTS  PROGRAMS  THAT  INCREASE  ECONOMIC  AND 
EDUCATIONAL  OPPORTUNITIES  FOR  WOMEN,    INCLUDING  THE  WOMEN  IN 
APPRENTICESHIP  PROGRAM  ADMINISTERED  BY  THE  LABOR  DEPARTMENT  AND 
THE  WOMEN'S  EDUCATIONAL  EQUITY  PROGRAM  WHICH  IS  RUN  BY  THE 
EDUCATION  DEPARTMENT.     THE  EDUCATIONAL  EQUITY  PROGRAM  IS  DESIGNED 
TO  ADDRESS  THE  DIFFERENCES  IN  TREATMENT  THAT  GIRLS  FACE  IN  THE 
CLASSROOM  WHICH  HAS  BEEN  SHOWN  TO  LOWER  THEIR  ACADEMIC 
ACHIEVEMENT.     LAST  YEAR,    FUNDING  FOR  THIS  PROGRAM  WAS  ELIMINATED, 
AND  IT  MUST  BE  RESTORED. 

AND  THE  ISSUE  OF  DOMESTIC  VIOLENCE:     FOR  TOO  LONG,  DOMESTIC 
VIOLENCE  WAS  CONSIDERED  A  "PRIVATE  FAMILY  MATTER"  THAT  PUBLIC 
OFFICIALS  HAD  NO  DUTY  TO  ADDRESS.     THANKFULLY,   THOSE  DAYS  HAVE 
PASSED  AND  DOMESTIC  VIOLENCE  IS  NOW  RECOGNIZED  AS  A  SERIOUS 
HEALTH  ISSUE,   SOCIAL  ISSUE,   LEGAL  ISSUE  AND  ECONOMIC  ISSUE.  IN 
1994,   CONGRESS  MADE  A  STRONG  STATEMENT  AGAINST  DOMESTIC  VIOLENCE 
BY  UNANIMOUSLY  PASSING  THE  VIOLENCE  AGAINST  WOMEN  ACT.     WE  MUST 
CONTINUE  OUR  COMMITMENT  TO  THE  PROGRAMS  AUTHORIZED  UNDER  THIS 
ACT. 

CONGRESS WOMAN  CONNIE  MORELLA,   CO -CHAIR  OF  THE  WOMEN'S 
CAUCUS,   WILL  BEGIN  THE  CAUCUS'   TESTIMONY.     CONGRESSWOMAN  MORELLA 
WILL  BE  FOLLOWED  BY  THE  CAUCUS  VICE -CHAIRS  AND  TASK  FORCE  CHAIRS, 
WHO  WILL  TESTIFY  ABOUT  THE  PROGRAMS  UNDER  THE  JURISDICTION  OF 
THEIR  TASK  FORCES.     WE  ARE  ALSO  PLEASED  TO  WELCOME  REP.  DELAURO, 
WHO  WORKED  DILIGENTLY  ON  BEHALF  OF  MANY  ISSUES  AFFECTING  WOMEN 
AND  THEIR  FAMILIES  WHEN  SHE  WAS  A  MEMBER  OF  THIS  SUBCOMMITTEE. 
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Mr.  Porter.  Thank  you,  Mrs.  Lowey. 
Ms.  Pelosi? 

Ms.  Pelosi.  Thank  you  very  much,  Mr.  Chairman.  In  the  inter- 
est of  time,  I  wish  to  associate  myself  with  the  remarks  of  our  col- 
league, Congresswoman  Lowey,  co-chair  of  the  Women's  Caucus  in 
the  Congress  with  Congresswoman  Morella.  I  join  her  in  welcoming 
Congresswoman  Lucille  Roybal-Allard,  co-chair  of  the  Caucus, 
Congresswoman  Connie  Morella,  Congresswoman  Louise  Slaugh- 
ter, and  Congresswoman  Nancy  Johnson. 

Mr.  Chairman,  the  Women's  Caucus  is  a  great  model  for  the  rest 
of  the  Congress  because  it  is  a  place  where  we  come  together  in  a 
bipartisan  fashion,  work  year  long  on  issues  of  concern,  in  this  case 
to  women,  their  families,  and  our  country,  and  develop  a  legislative 
package,  much  of  which  comes  to  this  committee  for  funding,  and 
we  reach  consensus  and  we  enthusiastically  support  it.  So,  as  I  say, 
in  the  interest  of  those  issues,  I  associate  myself  with  the  remarks 
of  my  leader,  Congresswoman  Lowey.  But  I  also  do  want  to  say 
that  the  testimony  is  valuable  that  is  presented  because  it  has  a 
strong  constituency,  because  it  is  well  researched,  because  it  has 
bipartisan  support.  It  is  one  of  the  proudest  days  in  the  year  for 
me  when,  in  serving  on  this  great  subcommittee  of  such  importance 
to  our  country,  I  can  welcome  the  testimony  of  the  members  of  the 
Women's  Caucus.  I  thank  you,  Mr.  Chairman. 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  CONNIE  MORELLA,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  MARYLAND 

Mr.  Porter.  Congresswoman  Morella,  welcome. 

Mrs.  Morella.  That  was  a  beautiful  preface  to  our  testimony.  I 
want  to  thank  you,  Mr.  Chairman,  I  want  to  thank  my  co-chair, 
Nita  Lowey,  I  want  to  thank  Congresswoman  Pelosi,  and  certainly 
Congressman  Stokes  for  this  annual  tradition  which  we  look  for- 
ward to  which  is  so  critical  to  all  of  the  people  of  our  country.  We 
recognize  the  severe  budgetary  constraints  under  which  you  must 
make  your  decisions  again  this  year,  and  we  know  that  you  will  de- 
velop a  bill  that  is  fair  and  manages  to  fund  critical  programs  de- 
spite the  limited  funds. 

I  want  to  compliment  you  because  you  certainly  have  been  one 
of  the  top  congressional  supporters  of  the  National  Institutes  of 
Health,  which,  as  you  know,  is  located  in  my  district.  I  commend 
you  for  ensuring  a  generous  increase  for  NIH  in  fiscal  year  1996, 
and  I  know  that  you  will  continue  to  make  biomedical  research  a 
priority  again  this  year. 

I  also  know  that  you  are  aware  of  the  past  history  of  the  women's 
health  research  at  NIH.  We,  as  a  Caucus,  have  spent  a  number  of 
years  attempting  to  address  the  neglect  of  women's  health  research 
at  NIH.  Since  1990,  great  progress  has  been  made  in  the  funding. 
We  now  have  a  permanent  Office  of  Research  on  Women's  Health, 
and  the  Women's  Health  Initiative  is  being  fulfilled. 
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Mr.  Chairman,  we're  asking  that  you  continue  your  strong  sup- 
port for  the  Public  Health  Service  Office  on  Women's  Health  and 
the  NIH  Office  of  Research  on  Women's  Health. 

Another  health  issue.  According  to  the  latest  numbers  from  the 
Centers  for  Disease  Control,  AIDS  has  become  the  third  leading 
cause  of  death  among  young  women,  and  yet,  many  young  women 
still  do  not  believe  they  are  at  risk  for  HIV.  Every  race  is  affected, 
but  women  of  color  have  been  particularly  impacted.  Of  particular 
importance  to  women  is  continued  funding  for  the  development  of 
a  microbicide,  a  chemical  method  of  protection  against  HIV  and 
STD  infection,  a  method  that  women  can  control  with  or  without 
the  cooperation  or  knowledge  of  their  partners,  and  continued  fund- 
ing for  the  Women's  Interagency  HIV  Study,  the  natural  history 
study  of  HIV  in  women. 

Osteoporosis  is  a  major  public  health  threat  for  25,000,000  Amer- 
icans who  either  have  or  are  at  risk  for  the  disease.  While  we  have 
made  great  strides  in  research  and  public  education,  further  basic 
and  clinical  research  is  needed.  In  addition,  the  osteoporosis  and 
related  bone  diseases  national  resource  center  needs  adequate 
funding  to  improve  its  outreach  efforts  and  to  implement  its  behav- 
ioral research  findings  for  adolescent  girls  and  the  frail  elderly. 

We  also  urge  you  to  continue  funding  for  women's  alcoholism  re- 
search. Fetal  Alcohol  Syndrome  represents  one  of  the  most  dev- 
astating mental  and  physical  conditions  afflicting  our  Nation's  chil- 
dren. The  tragedy  of  FAS  and  fetal  alcohol  effects  is  that  they  are 
totally  preventable  through  abstinence  from  alcohol  during  preg- 
nancy. We  ask  that  the  committee  ensure  that  adequate  funding  is 
provided  for  research,  prenatal  care,  and  public  awareness  preven- 
tion campaigns  on  FAS  and  FAE. 

Mr.  Chairman,  I  also  want  to  particularly  thank  you  for  ensuring 
adequate  funding  for  the  Domestic  Violence  Hotline  which  I  spon- 
sored and  which  was  made  part  of  the  Violence  Against  Women 
Act.  We  are  asking  again  that  the  Hotline  receive  $400,000  for  fis- 
cal year  1997  to  continue  this  lifeline  for  battered  women.  And  we 
urge  full  funding  for  the  Violence  Against  Women  Act. 

We  also  ask  that  you  provide  $647  million  for  the  Women  in  Ap- 
prenticeships in  Non-traditional  Employment  Act,  which  I  spon- 
sored and  became  law  in  1992.  We  must  continue  this  important 
program  providing  grants  to  community-based  organizations  to 
train  and  place  women  in  non-traditional  jobs.  It  is  working.  At  a 
time  when  we're  trying  to  finalize  the  reform  of  our  welfare  system, 
it  is  critical  that  we  continue  to  support  a  program  that  expands 
access  to  non-traditional  jobs  which  typically  pay  30  percent  more 
than  the  traditionally  female  occupations,  and  that  moves  women 
from  welfare  to  self-sufficiency. 

And  finally,  we  urge  the  committee  to  reject  any  abortion  riders. 
Maintain  the  current  structure  of  the  Title  X  program. 

Mr.  Chairman,  I  have  a  more  extensive  written  testimony  that, 
recognizing  the  problem  of  time,  I  tried  to  reduce  my  comments  to 
just  some  highlights.  Again,  these  are  all  important  issues  and  I 
am  honored  to  be  here  with  my  women  colleagues.  And,  as  has 
been  mentioned,  this  is  bipartisan  not  only  from  what  we  see  there, 
but  from  what  we  see  right  here,  too.  Indeed,  women's  health  and 
these  particular  issues  are  of  importance  to  all  of  us. 
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Now  if  we  could  go  to  Louise  Slaughter,  who  I  know  has  to  leave, 
who  chairs  the  Task  Force  on  Health,  and  then  Nancy  Johnson, 
who  is  the  vice-chair  of  the  Congressional  Caucus  for  Women's  Is- 
sues and  will  be  one  of  the  co-chairs  next  year,  and  Lucille  Roybal- 
Allard,  who  chairs  the  Domestic  Violence  Task  Force. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  thank  you  for  providing  the  opportunity  to  testify  today 
on  behalf  of  the  Congressional  Caucus  for  Women's  Issues.     We  recognize  the 
severe  budgetary  constraints  under  which  you  must  make  your  decisions  again 
this  year,  and  we  know  that  you  will  develop  a  bill  that  is  fair  and 
manages  to  fund  critical  programs,  despite  limited  funds. 

You  are  certainly  one  of  the  top  congressional  supporters  of  the 
National  Institutes  of  Health,  which,  as  you  know,  is  located  in  my 
district.     I  commend  you  for  ensuring  such  a  generous  increase  for  NIH  in 
Fiscal  Year  1996,  and  I  know  you  will  make  biomedical  research  a  priority 
again  this  year. 

Mr.  Chairman,  you  are  certainly  aware  of  the  past  history  of  women's 
health  research  at  NIH.     We,  as  a  Caucus,  have  spent  a  number  of  years 
attempting  to  address  the  neglect  of  women's  health  research  at  NIH.  The 
Caucus  asked  the  General  Accounting  Office  in  1989  to  investigate  the  NIH 
policy  regarding  the  inclusion  of  women  in  clinical  studies.     Women  had 
been  routinely  excluded  from  many  studies,  such  as  the  Physicians  Health 
Study  which  studied  the  effects  of  aspirin  on  heart  disease  on  22,000  male 
physicians.    Another  study,  the  Multiple  Risk  Factor  Inventory  Trial,  a  15 
year  project  studying  the  risk  factors  for  cardiovascular  disease,  included 
13,000  men  and  no  women. 

In  1990,  the  GAO  reported  that  the  NIH  had  made  "little  progress"  in 
implementing  a  four  year  old  policy  to  encourage  the  inclusion  of  women  in 
research  study  populations.     The  Caucus  in  1990  introduced  omnibus 
legislation,  the  Women's  Health  Equity  Act,  which  included  the 
establishment  of  an  Qffice  of  Research  on  Women's  Health  and  the 
requirement  that  women  and  minorities  be  included  wherever  appropriate  in 
research  studies  funded  by  NIH. 

In  the  fall  of  1990,  at  a  meeting  with  Caucus  members,  NIH  announced 
the  formation  of  the  Office  of  Research  on  Women's  Health,  to  ensure  that 
greater  resources  were  devoted  to  diseases  primarily  affecting  women,  and 
to  ensure  that  women  were  included  in  clinical  trials.  Since  1990,  great 
progress  has  been  made  in  funding  for  women's  health  concerns,  particularly 
breast,  ovarian,  and  cervical  cancer,  osteoporosis,  and  the  Women's  Health 
Initiative. 

Mr.  Chairman,  we  are  asking  that  you  continue  your  strong  support  for 
the  Public  Health  Service  Office  on  Women's  Health,  and  the  NIH  Office  of 
Research  on  Women's  Health. 


Women  and  AIDS 

Over  the  past  six  years,   I  have  been  the  sponsor  of  legislation  to 
address  women  and  AIDS  issues.     I  thank  the  Subcommittee  for  its  inclusion 
of  report  language  for  the  past  five  years  urging  NIH,  CDC,  and  other 
agencies  to  increase  their  activities  on  HIV  in  women. 

According  to  the  latest  numbers  from  the  Centers  for  Disease  Control, 
AIDS  has  become  the  third  leading  cause  of  death  among  young  women  --  and 
yet,  most  young  women  still  do  not  believe  that  they  are  at  risk  for  HIV. 
Every  race  is  affected,  but  women  of  color  have  been  particularly  impacted 
African  American  women  experienced  a  28  percent  increase  in  1994,  the  year 
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covered  in  the  latest  CDC  report,  making  AIDS  the  cause  of  death  for  at 
least  one  of  five  young  African  American  women.     There  was  also  a  30 
percent  increase  in  deaths  among  white  women. 

We  are  asking  that  continued  priority  be  given  to  funding  for  AIDS 
research,  care,  and  prevention.    NIH  is  currently  working  to  develop  a 
microbicide,  a  chemical  method  of  protection  against  HIV  and  STD  infection, 
with  an  emphasis  on  methods  that  women  can  afford,  control  without  the 
cooperation  or  knowledge  of  their  male  partners,  and  use  without  excessive 
difficulty.     We  must  acknowledge  the  issues  of  low  self-esteem,  economic 
dependency,  fear  of  domestic  violence,  and  other  factors  which  are  barriers 
to  empowering  women  to  negotiate  safer  sex  practices,  including  their 
sexual  partner's  use  of  condoms. 

Research  on  a  safe  and  effective  microbicide  must  be  a  priority  for 
our  research  and  prevention  agendas.  It  is  likely  that  such  a  compound 
could  be  effective  against  other  sexually  transmitted  diseases  as  well,  and 
it  would  provide  protection  to  both  men  and  women.  We  commend  Secretary 
Shalala  and  NIH  for  recognizing  the  critical  importance  of  this  research, 
and  we  urge  them  to  continue  their  commitment  to  microbicide  research  in 
the  future. 

Secondly,  we  urge  the  Subcommittee  to  provide  adequate  NIH  funding  for 
the  Women's  Interagency  HIV  Study,  the  natural  history  study  of  HIV  in 
women.     It  is  critical  that  the  full  range  of  questions  important  to 
understanding  HIV  in  women  are  finally  answered. 

In  order  to  address  these  priorities  for  women,  we  urge  increased 
funding  for  prevention,  research  and  care.    We  commend  the  increases  for 
research  and  the  CARE  Act  in  Fiscal  Year  1996,  but  are  concerned  with  the 
cut  in  prevention  funding.     State  and  local  health  departments  have 
identified  at  least  $60  million  in  unfunded  prevention  programs  for 
populations  at  greatest  risk  for  HIV,  and  we  must  work  to  address  this  gap 
in  Fiscal  Year  1997. 


Osteoporosis 

Osteoporosis  is  a  major  public  health  threat  for  25  million  Americans 
who  either  have,  or  are  at  risk  for,  the  disease.    One  out  of  every  two 
women  and  one  in  eight  men  over  age  50  will  have  an  osteoporosis-related 
fracture.    A  woman's  risk  of  hip  fracture  is  equal  to  her  combined  risk  of 
breast,  uterine,  and  ovarian  cancer.     Often  a  hip  fracture  marks  the  end  of 
independent  living.    Many  enter  nursing  homes  and  a  large  percentage  die 
within  one  year  following  the  fracture.     The  costs  incurred  due  to  the  1.5 
million  annual  fractures  are  staggering  at  $10  billion  --or  $27  million 
each  day.     These  costs  are  expected  to  increase  to  $62  billion  by  2020. 

While  much  remains  to  be  learned  about  osteoporosis,  there  are  several 
primary  and  secondary  preventive  health  strategies  that  can  reduce  the  risk 
of  future  fractures  --  research  and  public  education.    Basic  and  clinical 
research  have  made  important  strides  leading  to  accurate  methods  to  measure 
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bone  loss  and  biochemical  markers  to  detect  rates  of  bone  loss.     It  has 
also  led  to  new  drugs  to  help  stabilize  bone  loss  and  even  increase  bone 
mass.     However,  further  clinical  research  is  needed  to  accurately  identify 
high  risk  women  before  irreversible  damage  occurs.     Basic  research  is 
needed  to  determine  the  potential  for  restoring  skeletal  architecture  to 
its  normal  state  and  thereby  to  reverse  osteoporosis. 

To  help  the  public  obtain  accurate  information  about  osteoporosis, 
Congress  established  an  osteoporosis  resource  center  in  the  1993  NIH 
Revitalization  Act.     The  Osteoporosis  and  Related  Bone  Diseases  National 
Resource  Center  is  housed  at  the  National  Osteoporosis  Foundation  and  has 
been  highly  successful  in  educating  the  public  on  a  very  limited  budget, 
$500,000  annually  for  four  years.     Unfortunately,  due  to  lack  of  funding, 
it  is  not  able  to  carry  out  key  projects  to  inform  the  public.  For 
example,   it  is  unable  to  take  full  advantage  of  distribution  channels,  such 
as  the  Internet,  CD  ROMS  and  other  modern  technology  which  can  reach 
hundreds  of  thousands  of  people  efficiently  and  effectively. 

The  Resource  Center  has  a  toll-free  number,  but  current  funding  only 
allows  for  less  than  20,000  calls  per  year.     In  addition,   the  Resource 
Center's  behavioral  research  addresses  several  key  populations:  adolescent 
girls  and  the  frail  elderly;  however,  there  is  no  funding  to  implement 
future  research  findings  so  desparately  needed  in  these  vulnerable 
populations.     We  urge  you  to  ensure  that  adequate  funding  is  provided  to 
further  the  important  work  of  the  Resource  Center. 


Women  and  Alcohol 

We  commend  the  efforts  of  the  National  Institute  on  Alcohol  Abuse  and 
Alcoholism  (NIAAA)   to  devote  greater  resources  to  women's  alcohol  research. 
Research  on  women  is  vital  because  alcoholism  affects  women  differently 
than  it  does  men.     Differences  include  the  fact  that  the  combined  effects 
of  estrogen  and  alcohol  augment  liver  damage.     A  greater  percentage  of 
alcoholic  women  die  of  cirrhosis  of  the  liver  than  do  alcoholic  men,  which 
is  directly  related  to  the  interaction  of  estrogen  and  alcohol.  Chronic 
drinking  among  women  also  contributes  to  menstrual  disorders,  fertility 
problems  and  premature  menopause.     The  death  rate  of  female  alcoholics  is 
50  to  100  percent  higher  than  for  male  alcoholics.     I  have  introduced 
legislation  to  increase  the  amount  of  funding  for  research  on  alcohol  abuse 
and  alcoholism  among  women. 


Fetal  Alcohol  Syndrome 

Fetal  Alcohol  Syndrome   (FAS)   represents  one  of  the  most  devastating 
mental  and  physical  conditions  afflicting  our  nation's  children.     FAS  is 
the  single  leading  cause  of  mental  retardation  in  our  country  today.  The 
tragedy  of  FAS  and  Fetal  Alcohol  Effects   (FAE)    is  that  they  are  totally 
preventable  through  abstinence  from  alcohol  during  pregnancy. 

Mr.  Chairman,  FAS  knows  no  racial,  ethnic,  or  economic  boundaries.  It 
is  a  problem  that  can  be  reduced  through  public  awareness,  enhanced 
prenatal  care  and  research.     I  have  reintroduced  legislation  with 
Congressman  Bill  Richardson  and  Congresswoman  Susan  Molinari  to  dedicate 
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funding  toward  basic  and  epidemiological  research  to  better  understand  the 
detrimental  effects  of  alcohol  on  fetal  development,  and  to  request  that 
HHS  evaluate  existing  programs  for  their  effectiveness  in  primary 
prevention.    We  ask  that  the  Committee  ensure  that  adequate  funding  is 
provided  for  research,  prenatal  care,  and  public  awareness  prevention 
campaigns  on  FAS  and  FAE. 


Other  Subcommittee  Priorities 

Mr.  Chairman,  as  you  work  to  determine  your  priorities  for  Fiscal  Year 
1997,  we  ask  that  you  and  the  other  members  of  the  Committee  ensure  that  we 
continue  the  progress  we  have  made,  not  only  in  women's  health,  but  also  in 
moving  toward  greater  economic  and  educational  equity  for  women. 

I  want  to  thank  you  particularly  for  ensuring  adequate  funding  for  the 
Domestic  Violence  hotline,  which  I  sponsored  and  which  was  made  part  of  the 
Violence  Against  Women  Act   (VAWA)  .     I  know  that  you  will  continue  to 
demonstrate  your  support  for  these  programs  in  Fiscal  Year  1997.     We  are 
asking  that  the  hotline  receive  $400,000  for  Fiscal  Year  1997  to  continue 
this  lifeline  for  battered  women.    While  Representative  Lucille  Roybal 
Allard,  our  Violence  Task  Force  chair,  will  be  further  addressing  funding 
for  domestic  violence  programs,   I  want  to  reiterate  the  importance  of 
continued  support  for  those  programs  and  full  funding  for  VAWA. 

We  also  ask  that  you  provide  $647  million  for  the  Women  in 
Apprenticeships  and  Nontraditional  Employment  Act,  which  I  also  sponsored 
and  became  law  in  1992 .     We  must  continue  this  important  program  providing 
grants  to  community-based  organizations  to  train  and  place  women  in 
nontraditional  jobs.     At  a  time  when  we  are  trying  to  finalize  a  welfare 
reform  bill,  it  is  critical  that  we  continue  to  support  a  program  that 
expands  access  to  nontraditional  jobs,  which  typically  pay  30%  more  than 
traditionally  female  occupations,  and  moves  women  from  welfare  to  self- 
sufficiency. 


Abortion  riders  and  Title  X 

Finally,  we  urge  the  Committee  to  reject  any  abortion  riders,  and  to 
maintain  the  current  structure  of  the  Title  X  program.  Appropriations 
bills  are  not  appropriate  vehicles  for  policy  riders,  and  this  Congress  has 
devoted  far  too  much  attention  to  the  contentious  issue  of  abortion.  This 
issue  alone  was  a  primary  factor  contributing  to  the  lengthy  delays  in  the 
passage  of  several  appropriations  bills;  the  many  programs  affected  by 
those  delays  cannot  afford  to  experience  further  upheaval  in  FY  1997. 

In  addition,  the  House  clearly  demonstrated  its  support  for  the 
current  Title  X  program  last  year.     There  is  no  reason  to  revisit  this 
issue;  we  strongly  believe  that  family  planning  services  are  the  best  way 
to  reduce  the  number  of  abortions. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  LOUISE  SLAUGHTER,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  NEW  YORK 

Mr.  Porter.  Congresswoman  Slaughter. 

Ms.  Slaughter.  Connie,  Mr.  Chairman,  I  thank  you  and  all  the 
members  of  this  subcommittee.  I  can't  help  but  note  how  much  we 
owe  you.  In  fact,  I  think  the  fact  that  women's  research  into  health 
issues  is  largely  attributable  to  the  generosity  and  the  wisdom  of 
this  subcommittee.  All  the  years  that  I  have  been  a  member  of  the 
House,  we  have  come  in  here  faithfully  and  have  found  people  will- 
ing to  listen  and,  indeed,  to  understand.  The  fact  that  we've  made 
great  strides  I  think  is  something  we  need  to  thank  you  for. 

As  the  chair  for  the  Women's  Caucus  Task  Force  on  Women's 
Health,  we  understand  that  in  light  of  budgetary  constraints  that 
you  faced  during  the  last  year,  we  are  once  again  asking  you  to  use 
that  judgement  and  understanding.  Over  the  years,  you  have  taken 
a  leading  role  in  enhancing  the  Federal  Government's  efforts  on  be- 
half of  the  women's  health  research,  disease  prevention,  and 
screening  programs  and  I  am  hopeful  that  this  trend  will  continue. 

The  Women's  Caucus  is  supportive  of  the  overall  increase  in 
funding  requested  by  the  President  for  all  biomedical  research  at 
NIH,  including  targeted  research  on  women's  health.  Women  make 
up  the  majority  of  those  afflicted  with  autoimmune  diseases  such 
as  multiple  sclerosis,  arthritis,  and  lupus,  as  well  as  osteoporosis, 
diabetes,  and  cardiovascular  disease,  which  is  the  leading  cause  of 
death  in  American  women.  It  is  a  medical  fact  that  women  in  this 
country  live  longer  than  men,  but  it  is  also  true  that  they  suffer 
more  health  problems  during  their  lives.  This  research  emphasis  on 
women's  health  issues  is  long  overdue,  and  we  urge  and  rec- 
ommend that  it  be  fully  funded. 

The  Congressional  Caucus  on  Women's  Issues  is  requesting  a 
total  of  $2.6  billion  over  three  years  for  breast  cancer  research.  The 
$2.6  billion  request  includes  funding  at  NIH,  the  Department  of 
Defense,  and  other  appropriate  agencies  such  as  the  Environmental 
Protection  Agency  and  Veterans  Affairs.  In  fiscal  year  1996,  a  total 
of  $501  million  was  appropriated  for  breast  cancer  at  the  National 
Institutes  of  Health  and  the  Department  of  Defense.  The  increase 
over  three  years  will  allow  NIH  and  the  other  agencies  to  continue 
their  work  in  basic  research  but,  most  importantly,  into  prevention, 
treatment,  and  community  outreach,  as  well  as  to  initiate  new 
studies  on  occupational  risk  effects,  improved  diagnostic  techniques 
which  are  badly  needed,  including  digital  mammography,  and  ex- 
panded research  efforts  in  genome  mapping  to  determine  breast 
cancer  risk. 

It  was  the  expanded  research  efforts  in  genome  mapping  that 
lead  to  the  discovery  about  18  months  ago  of  the  BRCA-1  gene  link 
to  breast  cancer.  Remarkably,  recent  reports  indicate  that  normal 
versions  of  the  BRCA-1  appear  to  inhibit  tumor  growth  and  may 
eventually  provide  therapy  for  both  breast  and  cervical  cancer.  I 
think  we  can  all  breathe  a  sigh  of  relief  that  the  money  that  we've 
put  in  has  resulted  in  something  as  remarkable  as  that  research. 
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The  dramatic  advances  in  our  understanding  of  the  human  ge- 
nome, while  promising  in  terms  of  the  development  of  potential 
therapies,  have  also  resulted  in  new  public  policy  concerns.  The 
threat  of  discrimination  based  on  genetic  information  is  one  such 
growing  concern.  As  you  may  know,  I  have  introduced  legislation 
as  part  of  the  1996  Women's  Health  Equity  Act  to  prevent  health 
insurance  discrimination  based  on  genetic  information.  While  I  am 
not  an  advocate  of  attaching  legislative  language  to  appropriations 
bills,  I  know  that  the  subcommittee  has  heard  extensive  testimony 
from  NIH  on  that  subject  and,  therefore,  have  submitted  copies  of 
H.R.  2748,  the  Genetic  Information  Non-discrimination  Act,  for 
your  consideration.  I  hope  that  in  the  event  that  issue  of  genetic 
demonstration  is  addressed  in  the  appropriations  bill,  that  you  will 
consider  the  important  protections  that  are  included  in  H.R.  2748. 

Finally,  I  would  like  to  express  the  position  of  the  Congressional 
Caucus  for  Women's  Issues  that  House  appropriations  this  year  in- 
clude no  abortion  riders  and  that  Title  X  be  kept  intact. 

Mr.  Chairman,  I  thank  you  again  for  inviting  us  to  testify  today 
about  ways  in  which  the  Federal  Government  can  keep  its  commit- 
ment to  promoting  women's  health  and  improving  the  quality  of  life 
for  all  American  women.  Like  my  colleague  Mrs.  Morella,  I  have 
more  extensive  testimony  that  I  would  like  to  include  for  the 
record.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  I  want  to  thank  you,  Ranking  Member  Obey  and  the  Subcommittee  for  the 
opportunity  to  come  before  you  today.  As  chair  of  the  Congressional  Caucus  for  Women's 
Issues'  Task  Force  on  Women's  Health,  I  also  want  to  express  my  appreciation  for  your  continued 
support  of  health  research  especially  in  light  of  the  difficult  budgetary  constraints  we  have  faced 
during  the  last  year.  Over  the  years,  this  Subcommittee  has  taken  a  leading  role  in  protecting  and 
enhancing  the  federal  government's  efforts  on  behalf  of  women's  health  research,  disease 
prevention  and  screening  programs  and  I  am  hopeful  that  this  trend  will  continue. 

The  federal  government  has  made  an  impressive  commitment  in  recent  years  to  use  its 
powerful  resources  —  financial,  scientific  and  medical  —  to  save  women's  lives  and  improve 
women's  health.  We  must  not  go  back  on  that  commitment.  The  consequences  of  backsliding  are 
too  dire. 

Federal  funding  for  women's  health  research  has  been  playing  "catch-up"  for  several  years 
now.  It  was  only  beginning  in  1990  that  Congress  and  the  Administration  acknowledged  that 
inequities  existed  with  regard  to  women's  health  research,  and  that  parity  in  federally  funded 
biomedical  research  has  begun  to  be  achieved.  Previously,  women  were  excluded  from  clinical 
trials;  diseases  and  disorders  that  primarily  affected  women  were  understudied.  All  this  is 
changing  now,  and  we  urge  the  Subcommittee  to  help  us  keep  the  pressure  on  for  continued 
advances. 

The  Women's  Caucus  is  supportive  of  the  overall  increase  in  funding  requested  by  the 
President  for  all  biomedical  research  at  the  NTH,  including  targeted  research  on  women's  health. 
Women  make  up  the  majority  of  those  afflicted  with  autoimmune  diseases  such  as  multiple 
sclerosis,  arthritis  and  lupus,  as  well  as  osteoporosis,  diabetes  and  cardiovascular  disease  (which  is 
the  leading  cause  of  death  in  American  women).  It  is  a  medical  fact  that  women  in  this  country 
live  longer  than  men,  but  it  is  also  true  that  they  suffer  more  health  problems  during  their  lives. 
This  research  emphasis  on  women's  health  issues  is  long  overdue,  and  we  urge  that  it  be  fully 
funded. 

In  one  of  the  most  serious  health  crises  facing  American  women,  breast  cancer  continues 
to  be  the  most  frequently  diagnosed  type  of  cancer  in  women.  During  the  decade  of  the  1990's 
we  estimate  that  more  than  1.5  million  new  cases  of  breast  cancer  will  be  diagnosed,  and  nearly 
500,000  women  will  die  from  the  disease.  There  are  a  few  encouraging  developments:  more 
women  are  getting  mammograms  than  ever  before  and  mortality  rates  for  women  with  breast 
cancer  have  declined.  Unfortunately,  the  death  rate  among  minority  women  with  breast  cancer 
actually  increased  during  this  same  period. 


The  need  to  continue  focussing  federal  attention  on  finding  a  cure  for  breast  cancer  and 
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developing  strategies  for  preventing  the  disease  remains  urgent.  As  recently  as  two  decades  ago, 
one  in  20  women  in  this  country  developed  breast  cancer.  Today,  one  woman  in  eight  will 
develop  the  disease;  and  approximately  50%  of  women  diagnosed  with  breast  cancer  will  die  of 
metastatic  disease.  We  must  not  waver  in  our  commitment  to  defeating  this  killer  of  American 
women. 

The  Congressional  Caucus  on  Women's  Issues  is  requesting  a  total  of  $2.6  billion  over 
three  years  for  breast  cancer  research.  The  $2.6  billion  request  includes  funding  at  National 
Institutes  of  Health,  Department  of  Defense  and  other  appropriate  agencies  such  as  the 
Environmental  Protection  Agency  and  Veterans  Affairs.  In  fiscal  year  1996,  a  total  of  $501 
million  was  appropriated  for  breast  cancer  research  at  National  Institutes  of  Health  and  the 
Department  of  Defense.  The  increase  over  three  years  will  allow  NTH,  and  the  other  agencies,  to 
continue  their  work  in  basic  research,  prevention,  treatment  and  community  outreach,  as  well  as 
to  initiate  new  studies  on  occupational  risk  effects,  improved  diagnostic  techniques  including 
digital  mammography,  and  expanded  research  efforts  in  genome  mapping  to  determine  breast 
cancer  risk. 

It  was  the  expanded  research  efforts  in  genome  mapping  that  lead  to  the  discovery,  about 
18  months  ago,  of  the  BRCA-1  gene-link  to  breast  cancer.  Remarkably,  recent  reports  indicate 
that  normal  versions  of  the  BRCA-1  appear  to  inhibit  tumor  growth  and  may  eventually  provide 
therapy  for  both  breast  and  cervical  cancer.  The  dramatic  advances  in  our  understanding  of  the 
human  genome,  while  promising  in  terms  of  the  development  of  potential  therapies,  have  also 
resulted  in  new  public  policies  concerns.  The  threat  of  discrimination  based  on  genetic 
information  is  one  such  growing  concern.  As  you  may  know,  I  have  introduced  legislation  as  a 
part  of  the  1996  Women's  Health  Equity  Act  to  prevent  health  insurance  discrimination  based  on 
genetic  information.  While  I  am  not  an  advocate  of  attaching  legislative  language  to 
Appropriations  bills,  I  know  that  the  Sub-Committee  has  heard  extensive  testimony  from  NTH  on 
the  subject,  and  therefore  have  submitted  copies  of  HR  2748,  the  Genetic  Information  Non- 
Discrimination  Act  for  your  consideration.  I  hope  that  in  the  event  that  issue  of  genetic 
discrimination  is  addressed  in  the  Appropriations  bill,  you  will  consider  the  important  protections 
included  in  HR  2748. 

The  Caucus  supports  the  continued  funding  required  to  fully  implement  the  National 
Action  Plan  on  Breast  Cancer.  This  plan  was  the  result  of  a  1993  summit  involving  150  scientists, 
activists,  consumers,  survivors  and  policy-makers.  Its  recommendations,  including  improvements 
in  outreach,  innovative  research,  information  services  and  consumer  involvement  as  part  of  the 
plan's  Phase  II  priorities,  are  most  promising. 

The  Mammography  Quality  Standards  Improvement  program,  in  the  Food  and  Drug 
Administration,  is  now  3  XA  years  old  and  demonstrating  success  in  meeting  the  goal  of  ensuring 
that  all  mammography  done  in  this  country  is  safe  and  reliable.  This  important  work  of  the  FDA 
must  continue;  all  facilities  must  achieve  full  certification,  and  ongoing  monitoring  and  inspection 
must  take  place.  The  Women's  Caucus  therefore  supports  continued  funding  for  this  program  in 
FY  1997. 
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The  Centers  for  Disease  Control  has  been  operating  a  program  to  provide  mammograms, 
Pap  smears  and  pelvic  exams  for  low-income  women.  A  result  of  the  1990  Breast  and  Cervical 
Cancer  Mortality  Prevention  Act,  the  National  Breast  and  Cervical  Cancer  Early  Detection 
program  has  a  goal  of  reducing  breast  cancer  deaths  by  30%  and  cervical  cancer  deaths  by  90%. 
The  program  relies  heavily  on  outreach  and  education  to  ensure  widespread  participation.  The 
benefits  of  this  program  are  especially  important  for  racial  and  ethnic  minority  women,  whose 
mortality  rates  from  these  cancers  are  disproportionately  high. 

35  states  are  currently  receiving  funding  through  this  program  for  comprehensive 
screening  programs;  1 5  states  are  still  in  the  planning  stages,  and  are  receiving  lower  funding 
levels  for  this  capacity-building  work.  I  am  concerned  that  the  CDC  Prevention  Block  Grant  will 
interfere  with  the  planning  and  capacity-building  work  in  these  remaining  1 5  states.  I  support  the 
President's  request  for  funding  of  the  program,  including  the  block  grant  amount,  but  would  urge 
the  Subcommittee  to  consider  keeping  this  Early  Detection  Program  outside  the  block  grant 
structure  until  comprehensive  programs  are  up  and  running  in  all  50  states.  I  would  also  urge  the 
Subcommittee  to  allow  the  CDC  to  continue  its  expansion  of  the  program  into  the  1 5  remaining 
states,  by  continuing  with  level  funding  from  FY  1996  of  $125  million. 

The  Congressional  Women's  Caucus  supports  the  President's  funding  request  of  $17 
million  for  the  NIH  Office  of  Women's  Health  Research,  which  works  to  strengthen  and  enhance 
research  related  to  diseases,  disorder  and  health  conditions  that  affect  women,  as  well  as  ensuring 
that  women  are  appropriately  represented  in  clinical  trials  and  in  biomedical  careers. 

Similarly,  we  commend  the  work  of  the  Public  Health  Service's  Office  of  Women's  Health. 
As  part  of  this  Office's  responsibility  for  overseeing  implementation  of  the  National  Action  Plan 
on  Breast  Cancer,  they  are  working  to  establish  a  central  clearinghouse  for  women's  health 
information,  which  would  be  accessible  to  health  providers  and  consumers  alike.  No  such  central 
women's  health  information  source  exists  anywhere  in  the  federal  government;  its  establishment 
would  be  a  great  benefit  to  the  medical  community  and  to  all  American  women. 

Of  special  interest  and  concern  to  me  is  the  need  to  keep  the  pressure  on  for  research  and 
education  funding  for  disorders  related  to  DES  exposure.  DES  is  the  synthetic  hormone  given  to 
millions  of  pregnant  American  women  between  1941  and  1971.  We  recommend  that  the  NIH  be 
directed  to  continue  and  expand  its  research  and  education  efforts  on  DES,  as  this  Subcommittee 
recommended  in  report  language  attached  to  last  year's  Appropriations  legislation. 

I  also  would  like  to  bring  attention  to  two  important  bills  included  in  the  Women's  Health 
Equity  Act,  which  might  be  amenable  for  inclusion  in  the  1997  or  future  Appropriations  Bills.  HR 
1311,  The  Federal  Risk  Assessment  in  Women's  Health  Act  calls  for  a  review  of  environmental 
risk  assessment  policy  on  women's  health,  including  exposure  standards  for  pollutants  and 
pesticides,  and  their  impact  on  women's  health.  The  results  of  such  a  review  may  require  a  future 
appropriation  of  federal  dollars  for  the  development  of  programs  and  policies.  The  HHS  Women 
Scientists  Employment  Opportunity  Act  requires  the  Department  of  Health  and  Human  Services 
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to  establish  agency  policies  relating  to  the  employment  of  women  as  scientists.  The  Caucus' 
initiative  to  work  with  the  NTH  on  issues  of  gender  equity  in  employment  has  resulted  in 
significant  progress.  The  success  of  policies  implemented  at  NTH  are  the  impetus  to  broaden  such 
policies  to  all  HHS  departments. 

The  Congressional  Women's  Caucus  would  also  like  to  endorse  the  President's  request  for 
full  funding  of  two  important  programs  that  provide  federal  funding  to  state  and  local  agencies 
that  promote  women's  reproductive  health.  First  is  the  Title  X  Family  Planning  program,  at  $198 
million.  The  Women's  Caucus  appreciates  the  support  that  the  Chairman  has  expressed  for  this 
valuable  program  and  requests  that  no  limitations  or  legislative  riders  are  attached  and  that  it 
remain  a  "stand  alone"'  program.  We  also  support' funding  for  the  Maternal  and  Child  Health 
Block  Grant  at  $679  million.  These  two  programs  reach  down  into  nearly  every  community  in 
this  country,  and  are  two  of  the  most  important  efforts  we  make  to  improve  the  health  status  of 
younger  women. 

Finally,  I  would  like  to  express  the  position  of  the  Congressional  Caucus  for  Women's 
Issues  that  House  Appropriations  legislation  this  year  include  no  abortion  riders  and  that  Title  1 0 
be  kept  intact. 

Mr.  Chairman,  I  thank  you  again  for  inviting  us  to  testify  today  about  ways  in  which  the 
federal  government  can  keep  its  commitment  to  promoting  women's  health  and  improving  the 
quality  of  life  for  all  American  women. 
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104th  CONGRESS 
1st  Session 


H.  R.  2748 


To  prohibit  insurance  providers  from  denying  or  canceling  health  insurance 
coverage,  or  varying  the  premiums,  terms,  or  conditions  for  health  insur- 
ance coverage  on  the  basis  of  genetic  information  or  a  request  for 
genetic  services,  and  for  other  purposes. 


Ms.  Slaughter  (for  herself,  Mr.  ackerman,  Ms.  Brown  of  Florida,  Ms. 
DeLauro,  Mr.  Dellums,  Mr.  Faleomavaega,  Mr.  Gejdenson,  Ms. 
Jackson-Lee,  Mr.  Johnston  of  Florida,  Mr.  LaFalce,  Ms.  Lofgren, 
Mrs.  LOWEY,  Mrs.  MaLONEY,  Mr.  McDERMOTT,  Mrs.  MEEK  of  Florida, 
Mrs.  MlNK  of  Hawaii,  Mrs.  MORELLA,  Mr.  Payne  of  New  Jersey,  Ms. 
Pelosi,  Ms.  Rivers,  Ms.  Roybal-Allard,  Mr.  Serrano,  Mr.  Stokes, 
Ms.  Waters,  and  Mr.  Watt  of  North  Carolina)  introduced  the  following 
bill;  which  was  referred  to  the  Committee  on  Commerce,  and  in  addition 
i  to  the  Committee  on  Economic  and  Educational  Opportunities,  for  a  pe- 
-  riod  to  be  subsequently  determined  by  the  Speaker,  in  each  case  for  con- 
sideration of  such  provisions  as  fall  within  the  jurisdiction  of  the  commit- 
tee concerned 


To  prohibit  insurance  providers  from  den}nng  or  canceling 
health  insurance  coverage,  or  varying  the  premiums, 
terms,  or  conditions  for  health  insurance  coverage  on 
the  basis  of  genetic  information  or  a  request  for  genetic 
services,  and  for  other  purposes. 

1  Be  it  enacted  by  the  Senate  and  House  of  Representa- 

2  tives  of  the  United  States  of  America  in  Congress  assembled, 


IN  THE  HOUSE  OF  REPRESENTATIVES 


December  7,  1995 


BILL 
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1  SECTION  1.  SHORT  TITLE. 

2  This  Act  may  be  cited  as  the  "Genetic  Information 

3  Nondiscrimination  in  Health  Insurance  Act  of  1995". 

4  SEC.  2.  PROHIBITION  OF  HEALTH  INSURANCE  DISCRIMTNA- 

5  TION  ON  THE  BASIS  OF  GENETIC  INFORMA- 

6  TION. 

7  (a)  In  General. — An  insurance  provider  may  not 

8  deny  or  cancel  health  insurance  coverage,  or  vary  the  pre- 

9  miums,  terms,  or  conditions  for  health  insurance  coverage, 

10  for  an  individual  or  a  family  member  of  an  individual — 

11  (1)  on  the  basis  of  genetic  information;  or 

12  (2)  on  the  basis  that  the  individual  or  family 

13  member  of  an  individual  has  requested  or  received 

14  genetic  services. 

15  (b)  limitation  on  collection  and  disclosure 

16  of  Information. — 

17  (1)  In  GENERAL. — An  insurance  provider  may 

18  not  request  or  require  an  individual  to  whom  the 

19  provider  provides  health  insurance  coverage,  or  an 

20  individual  who  desires  the  provider  to  provide  health 

21  insurance  coverage,  to  disclose  to  the  provider  ge- 

22  netic  information  about  the  individual  or  family 

23  member  of  the  individual. 

24  (2)   Requirement   of  prior  authoriza- 

25  TION. — An  insurance  provider  may  not  disclose  ge- 

26  netic  information  about  an  individual  without  the 

•HR  2748  IH 
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•  prior  written  authorization  of  the;  individual  or  legal 
representative  of  the  individual.  Such  authorization 
is- required  for  each  disclosure  and  shall  include  an 
identification  of  the  person  to  whom  the  disclosure 
would  be  made.  • 
■(c)  Enforcement. — 

(1)  Plains  other  than  employee  health 
BENEFIT  PLANS. — The  requirements  established 
under  subsections  (a)  and  (b)  shall  be  enforced  by 
the  State  insurance  commissioner  for  the  State  in- 
volved or  the  official  or  officials  designated  by  the 
State,  except  that  in  no  case  shall  a  State  enforce 
such  requirements  as  they  relate  to  employee  health 
benefit  plans. 

(2)  Employee  health  benefit  plans.— 
With  respect  to  employee  health  benefit  plans,  the 
Secretary  shall  enforce  the  requirements  established 
under  subsections  (a)  and  (b)  in  the  same  manner 
as  provided  for  under  sections  502,  504,  506,  and 
510  of  the  Employee  Retirement  Income  Security 
Act  of  1974  (29  U.S.C.  1132,  1134,  1136,  and 
1140). 

(3)  Private  right  of  action— A  person  may 
bring  a  civil  action— 
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1  (A)  to  enjoin  any  act  or  practice- which  vio- 

2  lates  subsection  (a)  or  (b), 

3  (B)  to  obtain  other  appropriate  equitable 

4  relief  (i)  to  redress  such  violations,  or  (ii)  to  en- 

5  force  any  such  subsections,  or 

6  (C)  to  obtain  other  legal  relief,  including 

7  monetary  damages. 

8  (4)  Jurisdiction. — State  courts  of  competent 

9  jurisdiction  and  district  courts  of  the  United  States 

10  have  concurrent  jurisdiction  of  actions  under  this 

11  subsection.  The  district  courts  of  the  United  States 

12  shall   have  jurisdiction,   without   respect   to  the 

13  amount  in  controversy  or  the  citizenship  of  the  par- 

14  ties,  to  grant  the  relief  provided  for  in  paragraph  (3) 

15  in  any  action. 

16  (5)  Venue! — For  purposes  of  this  subsection 

17  the  venue  provisions  of  section  1391  of  title  28, 

18  United  States  Code,  shall  apply. 

19  (6)  Regulations.— The  Secretary  may  pro- 

20  mulgate  such  regulations  as  may  be  necessary  or  ap- 

21  propriate  to  carry  out  this  section. 

22  (d)  Applicability.— 

23  (1)  Preemption  of  state  law. — A  State  may 

24  establish  or  enforce  requirements  for  insurance  pro- 

25  viders  or  health  insurance  coverage  with  respect  to 
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1  the  subject  matter  of  this  section,  but  only  if  such 

2  .  requirements  are  more  restrictive  than  the  require- 

3  ments  established  under  subsections  (a)  and  (b). 

4  (2)  Rule  of  construction.— Nothing  in  this 

5  section  shall  be  construed  to  affect  or  modify  the 

6  provisions  of  section  514  of  the  Employee  Retire- 

7  ment  Income  Security  Act  of  1974  (29  U.S.C. 

8  1144). 

9  (3)  Continuation.— Nothing  in  this  section 

10  shall  be  construed  as  requiring  a  group  health  plan 

11  or  an  employee  health  benefit  plan  to  provide  bene- 

12  fits  to  a  particular  participant  or  beneficiary. 

13  (e)  Definitions —For  purposes  of  this  Act: 

14  (1)  Employee  health  benefit  plan— The 

15  term  " employee  health  benefit  plan"  means  any  em- 

16  '      ployee  welfare  benefit  plan,  governmental  plan,  or 

17  .  church  plan  (as  defined  under  paragraphs  (1),  (32), 

18  and  (33)  of  section  3  of  the  Employee  Retirement 

19  Income  Security  Act  of  1974  (29  U.S.C.  1002))  that 

20  provides  or  pays  for  health  insurance  coverage  (such 

21  as  provider  and  hospital  benefits)  whether — 

22  (A)  directly; 

23  (B)  through  a  group  health  plan;  or 

24  (C)  otherwise. 
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1  (2)  FAMILY  MEMBER.— The  term  "family  mem- 

2  ber"  means,  with  respect  to  an  individual,  another 

3  individual  related  by  blood  to  that  individual 

4  (3)  Genetic  information.— The  term  "ge- 

5  netic  information"  means  information  about  genes, 

6  gene  products,  or  inherited  characteristics. 

7  (4)  Genetic  services.— The  term  "genetic 

8  services"  means  health  services  to  obtain,  assess, 

9  and  interpret  genetic  information  for  diagnostic  and 

10  therapeutic  purposes,  and  for  genetic  education  and 

1 1  counselling. 

12  (5)  Group  health  plan.— The  term  "group 

13  health  plan"  has  the  meaning  given  such  term  in 

14  section  607  of  the  Employee  Retirement  Income  Se- 

15  curity  Act  of  1974  (29  U.S.C.  1167),  and  includes 

16  a  multiple  employer  welfare  arrangement  (as  defined 

17  in  section  3(40)  of  such  Act)  that  provides  health  in- 

18  surance  coverage. 

19  (6)  Health  insurance  coverage.— The  term 

20  "health  insurance  coverage"  means  a  contractual  ar- 

21  rangement  for  the  provision  of  a  payment  for  health 

22  care,  including — 

23  (A)  a  group  health  plan;  and 

24  (B)  any  other  health  insurance  arrange- 

25  ment,  including  any  arrangement  consisting  of 
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1  .;..  a  hospital  or  medical  expense  incurred  policy  or 

2  certificate,  hospital  or  medical  service  plan  con- 

3  tract,  or  health  maintenance  organization  sub- 

4  scriber  contract. 

5  (7)  Individual  health  plan.— The  term  "in- 

6  dividual  health  plan"  means  any  health  insurance 

7  coverage  offered  to  individuals  that  is  not  a  group 

8  .       health  plan. 

9  (8)  Insurance  provider.— The  term  "insur- 

10  ance  provider''  means  an.  insurer  or  other  entity  pro- 

1 1  viding  health  insurance  coverage. 

12  (9)  PERSON.— The  term  "person"  includes  cor- 

13  porations,  companies,  associations,  firms,  partner- 

14  ships,  societies,  and  joint  stock  companies,  as  well  as 

15  individuals. 

16  (10)    Secretary.— The    term  "Secretary" 

17  means  the  Secretary  of  Labor. 

18  (11)  State.— The  term  "State"  means  any  of 

19  the  50  States,  the  District  of  Columbia,  Puerto  Rico, 

20  the  Northern  Mariana  Islands,  the  Virgin  Islands, 

21  American  Samoa,  and  Guam. 

22  (f)  Technical  Amendment— Section  508.  of  the 


23  Employee  Retirement  Income  Security  Act  of  1974  (29 

24  U.S.C.  1138)  is  amended  by  inserting  "and  under  the  Ge- 


1275 


8 

1  netic  Insurance  Nondiscrimination  in  Health  Insurance 

2  Act  of  1995"  before  the  period. 

3  (g)  Effective  Date.— This  section  shall  apply  to 

4  health  insurance  coverage  offered  or  renewed  on  or  after 

5  the  end  of  the  90-day  period  beginning  on  the  date  of  the 

6  enactment  of  this  Act. 

O 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  NANCY  L.  JOHNSON,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  CONNECTICUT 

Mr.  Porter.  Congresswoman  Johnson. 

Mrs.  Johnson  of  Connecticut.  Thank  you,  Mr.  Chairman.  In  sup- 
port of  the  testimony  just  given  by  my  colleague,  I  would  remind 
you  that  we  did  make  some  very  good  progress  on  the  issue  of  ge- 
netic discrimination  in  the  health  insurance  bill  and  it  might  be 
wise  to  reflect  that  language  as  well  in  the  appropriations  legisla- 
tion to  strengthen  its  position. 

I  want  to  talk  to  you  this  morning  about  Title  X,  the  family  plan- 
ning program,  an  essential  and  cost-effective  program  and  one  that 
received  a  lot  of  attention  in  the  last  Congress.  I  join  my  colleagues 
in  urging  that  there  be  no  abortion  riders,  that  we  try  to  focus  on 
the  programs  that  the  HHS  budget  encompasses  that  are  so  very, 
very  important  to  the  families  of  America  and  to  people  suffering 
a  great  variety  of  disabilities  and  difficulties.  And  in  so  doing,  I 
hope  that  you  will  not  only  support  Title  X,  but  that  you  will  sup- 
port the  President's  budget  level.  Though  that  is  $1  million  less 
than  he  recommended  last  year,  it  is  $5  million  that  we  were  able 
to  mobilize  last  year  in  the  budget  finally  passed,  and  I  understand 
that. 

Family  planning  dollars  are  extremely  important.  They  go  main- 
ly to  low-income  women  and  adolescents.  They  enable  those  women 
and  young  people  to  receive  contraceptive  services  which  also  in- 
cludes, of  course,  natural  family  planning  methods  and  supplies, 
but,  in  addition,  information  on  basic  gynecological  care.  Women  in 
Title  X  clinics  get  screening  for  sexually  transmitted  diseases,  pap 
smears,  AIDS  screening,  breast  and  cervical  cancer  preventive 
tests,  hypertension,  diabetes  screening. 

For  many  women  in  my  district,  the  Title  X  health  centers  are 
the  only  health  care  they  have  available  to  them.  If  you  are  a  low- 
income  working  woman  and  you  have  no  health  insurance,  this  is 
it.  I  particularly  want  to  point  out  that  the  solution  of  merging  the 
Title  X  money  into  the  maternal,  child  health  block  grants  or  the 
community  health  center  monies  simply  doesn't  work.  I  represent 
44  towns.  I  don't  have  a  single  community  health  center  in  my  dis- 
trict though  I  have  been  one  of  their  strongest  advocates  here  in 
Congress.  The  maternal,  child  health  money  doesn't  reach  towns 
like  Torrington,  Connecticut.  In  those  towns,  the  only  access  to 
basic  health  care  for  women — screening,  pap  smears,  all  those 
things  on  which  women  really  depend  to  protect  themselves  against 
cancer  and  infection  to  assure  their  reproductive  health,  but  also 
to  assure  their  bodily  well-being  and  their  future — is  through  the 
Title  X  clinics.  Since  those  clinics  are  explicitly  denied  by  law  the 
right  to  perform  abortions,  we  really  have  to  separate  these  two  is- 
sues and  not  let  the  disagreements  around  the  issue  of  abortion  in 
the  Congress  and  in  the  Nation  endanger  these  critical  health  dol- 
lars that  go  directly  to  the  heart  of  providing  access  to  basic  health 
services  for  uninsured  low-income  workers. 

Let  me  also  add  that  in  terms  of  international  family  planning, 
India  has  just  surpassed  China  in  population.  China  is  going  to  be 
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unlike  the  Soviet  Union  in  the  future.  They  are  not  only  going  to 
be  a  defense  capable  nation,  they  are  going  to  be  an  economically 
capable  nation.  If  we  end  up  with  a  bipolar  world  with  China,  it 
is  going  to  be  a  very  different  and  very  much  more  threatening  bi- 
polar world  than  it  was  when  the  Soviet  Union  and  the  United 
States  represented  that  kind  of  discipline  over  conflict.  One  of  the 
things  that  China  must  have  help  in  is  family  planning.  One  of  the 
things  that  India  must  have  help  in  is  family  planning.  So  inter- 
national family  planning  is  absolutely  as  important  to  the  United 
States  as  the  Persian  Gulf  War  was  to  protecting  our  sources  of  oil. 

Domestically,  Title  X  dollars  are  critical  to  people's  lives.  They 
don't  have  anything  to  do  with  abortion  and  we  really  urge  you  to 
try  to  keep  those  funds  separate  and  to  remember  that  it  is  the 
small  towns  of  America  that  get  hurt  if  you  merge  those  funds.  It 
is  not  the  cities  that  will  be  hurt.  The  cities  have  community  health 
centers,  they  have  good  distribution  of  maternal/child  health  care 
block  grants,  they  get  the  money  now  and  whether  this  money  goes 
to  family  planning  or  something  else,  it  will  go  to  help  for  that 
group.  But  it  will  deny  small  cities  and  rural  America  critical  dol- 
lars that  are  the  only  access  many,  many  women  have. 

So,  we  do  thank  you  very  much,  Mr.  Chairman,  for  your  support 
in  the  last  Congress,  for  the  quality  of  the  budget  this  subcommit- 
tee wrote,  and  for  your  stalwart  concern  and  support  throughout  a 
very  long  and  tortuous  process.  I  acknowledge  your  understanding 
of  these  issues  and  your  leadership  on  them.  I  just  want  you  to 
know  that  we  feel  just  as  strongly  as  we  did  last  session.  We  will 
work  just  as  hard  as  we  did  last  session  to  accomplish  the  goals 
that  we  have  laid  out  here.  Thank  you. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  before 
you  today  in  support  of  Title  X,  our  nation's  family  planning 
program.     As  Vice-Chair  of  the  Congressional  Caucus  for  Women's 
Issues,  I  am  pleased  to  speak  before  you  regarding  this  essential, 
cost-effective  program,  which  has  been  unfairly  criticized  by  some 
here  in  Congress  and  was  threatened  with  outright  extinction  only  a 
few  months  ago. 


We,  first  of  all,  urge  the  Committee  to  support  Title  X  at  the 
President's  budget  level,  $198  million.     Though  this  is  one  million 
dollars  less  than  the  President's  budget  request  last  year,  it  is  $5 
million  more  than  Congress  appropriated  for  the  program  in  fiscal 
year  1996,  and  represents  the  very  minimum  we  should  spend  on  such  a 
vital  program. 


Over  4  million  women,  mainly  low- income  women  and  adolescents, 
are  able  to  receive  contraceptive  services,  which  includes  natural 
family  planning  methods  and  supplies,  in  addition  to  infertility 
services,  and  basic  gynecological  care  due  to  the  Title  X  program. 
For  many  of  these  women,  Title  X  family  planning  clinics  are  the 
primary  providers  of  health  care,  screening  not  only  for  sexually 
transmitted  diseases,  including  AIDS,  but  also  screening  for  other 
health  problems  such  as  breast  and  cervical  cancer,  hypertension,  and 
diabetes. 


If  these  publicly  funded  services  were  not  available,  it  has 
been  estimated  that  there  would  have  been  roughly  1  to  2  million 
unintended  pregnancies  a  year,  instead  of  400,000.  If  all  pregnancies 
are  planned,  which  Title  X  helps  make  possible,  infant  mortality 
could  be  reduced  by  10  percent  and  the  number  of  low  birth  weight 
babies  could  be  reduced  by  12  percent.  This  would  also  reduce  the 
number  of  children  in  this  country  with  long  term  social, 
developmental,  and  cognitive  problems,  and  given  that  one-half  of  all 
unintended  pregnancies  in  the  United  States  end  in  abortion, 
preventing  unintended  pregnancies  also  reduces  the  number  of 
abortions  as  well. 
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While  Medicaid  provides  family  planning  services  only  after  a 
pregnancy  has  occurred,  Title  X  is  a  key  contributor  to  preventing 
unintended  pregnancies.  In  addition,  the  Title  X  program  is  unlike 
the  Maternal  and  Child  Health  Block  Grant  program  or  the  Community 
Migrant  Health  Centers  program.  It  focuses  on  preventing  pregnancies 
and  on  making  basic,  routine  reproductive  health  care  available  to 
women  without  insurance. 


Ironically,  though  no  Title  X  funds  may  be  used  to  fund 
abortions,  Congress  appeared  willing  to  eliminate  family  planning 
services  -  -  leading  to  more  unintended  pregnancies  and  abortions  -  - 
in  order  to  punish  those  very  few,  free  standing,  and  separate 
clinics  which  currently  provide  legal  abortion  services  with 
non- federal  funds. 


It  is  particularly  important  not  to  merge  Title  X  funds  with 
programs  like  the  Maternal  and  Child  Health  Block  Grant  or  the 
Community  Migrant  Health  Centers  program  because  neither  of  these 
reaches  women  in  most  small  towns.  Title  X  funds  can  enable  women  in 
Torrington,  Connecticut  without  health  insurance  to  have  pap  smears 
and  other  basic  care  at  a  cost  based  on  their  income.  Block  granting 
Title  X  funds  would  deny  them  access  to  these  very  basic  services, 
because  their  community  has  no  Community  Health  Centers  in  it  nor 
does  it  receive  Maternal  and  Child  Health  Block  Grant  dollars.  We 
need  to  help  women  keep  well  and  prevent  inappropriate  pregnancies; 
not  deny  health  services  and  increase  their  exposure  to  unintended 
pregnancies  and  abortion. 


Title  X  expenditures  decreased  by  72  percent  between  1980  and 
1992.    And  though  much  of  the  funding  has  been  shifted  over  to 
Medicaid,  Title  X  remains  --  and  should  remain  --  the  cornerstone  of 
our  national  family  planning  programs.     If  we  are  to  encourage 
American  women  to  take  personal  responsibility  for  their  lives,  we 
must  include  their  reproductive  lives  in  the  equation.    We  must 
ensure  that  family  planning  services  are  available  and  affordable. 
It's  good  for  women.  It's  good  for  children.    And  the  consequences 
for  not  providing  these  services  are  simply  too  high  for  these 
individuals  --  and  for  the  country. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  LUCILLE  ROYBAL-ALLARD,  A  REPRESENTATIVE  IN  CONGRESS 
FROM  THE  STATE  OF  CALIFORNIA 

Mr.  Porter.  Congresswoman  Roybal-Allard. 

Ms.  Roybal-Allard .  Mr.  Chairman  and  members  of  the  sub- 
committee, as  chair  of  the  Violence  Against  Women  Task  Force,  I 
thank  you  for  the  opportunity  to  testify  on  the  importance  of  fully 
funding  the  domestic  violence  programs  under  this  subcommittee's 
jurisdiction.  First,  I  would  take  this  opportunity  to  thank  the 
Chairman  and  the  members  of  this  committee  for  your  continued 
support  of  programs  that  fight  violence  against  women.  It  is  truly 
appreciated. 

The  Violence  Against  Women  Act  has  been  successful  in  increas- 
ing the  number  of  programs  that  combat  domestic  violence  and  has 
enhanced  national  awareness  about  this  issue.  Tragically,  however, 
domestic  violence  in  the  United  States  is  still  at  epidemic  levels 
and  rising.  To  curb  this  growing  trend,  it  is  essential  to  have  full 
funding  for  all  of  the  violence  against  women  programs.  In  the  in- 
terest of  time,  however,  I  will  focus  my  comments  on  two  programs 
which  are  of  particular  importance — the  National  Domestic  Vio- 
lence Hotline  and  battered  women's  shelters. 

I  am  pleased  to  report  that  the  National  Domestic  Violence  Hot- 
line is  one  of  our  success  stories.  The  need  for  the  hotline  is  dem- 
onstrated by  the  fact  that  in  the  two  and  a  half  months  it  has  been 
in  operation  it  has  received  more  than  20,000  calls  from  individuals 
seeking  help  and  information.  Due  to  this  tremendous  need,  it  is 
imperative  that  the  hotline  receive  its  full  funding  of  $400,000. 

Any  comprehensive  strategy  to  combat  domestic  violence,  how- 
ever, is  undermined  by  the  lack  of  shelters  for  women  in  immediate 
crisis.  There  simply  are  not  enough  shelters  in  our  country  to  meet 
the  rising  need.  In  my  own  county  of  Los  Angeles,  for  example,  two 
out  of  every  three  women  seeking  shelter  are  turned  away  because 
of  lack  of  space.  Access  to  shelter  is  even  more  critical  for  poor 
women  who  have  limited  or  no  financial  resources. 

A  new  study  by  the  Taylor  Institute,  which  I  will  submit  for  the 
record,  documents  that  of  women  who  receive  AFDC,  50  to  80  per- 
cent are  current  or  past  victims  of  domestic  violence.  Without  the 
ability  to  flee  to  the  safety  of  a  shelter,  many  poor  women  are 
forced  to  stay  with  their  batterer  or  become  homeless. 

Advocates  for  battered  women  estimate  that  the  $25  million  au- 
thorized in  the  Violent  Crime  Reduction  Trust  Fund  alone  will  en- 
able them  to  provide  shelter  for  approximately  170,000  more 
women  and  children  annually.  It  is  therefore  essential  that  this 
$25  million  and  the  $32.6  million  from  the  Family  Violence  Preven- 
tion Services  Act  be  approved.  Full  funding  of  these  and  other  pro- 
grams is  vital  to  the  success  of  our  comprehensive  strategy  to  end 
domestic  violence  and  give  victims  and  their  children  hope  for  a 
better  future. 

I  thank  the  members  of  the  committee  for  their  time,  and  urge 
their  support  for  these  critical  programs. 
[The  prepared  statement  follows:] 
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TESTIMONY  BEFORE  THE  LABOR,  HEALTH  AND  EDUCATION 
SUBCOMMITTEE  ON  VIOLENCE  AGAINST  WOMEN  PROGRAMS 
BY  LUCILLE  ROYBAL-ALLARD 
5/15/96 

MR.  CHAIRMAN  AND  MEMBERS  OF  THE  SUBCOMMITTEE,  AS  CHAIR  OF  THE 
VIOLENCE  AGAINST  WOMEN  TASK  FORCE,  I  THANK  YOU  FOR  THE 
OPPORTUNITY  TO  TESTIFY  ON  THE  IMPORTANCE  OF  FULLY  FUNDING  THE 
DOMESTIC  VIOLENCE  PROGRAMS  UNDER  THIS  SUBCOMMITTEE'S 
JURISDICTION. 

BUT  FIRST  I  TAKE  THIS  OPPORTUNITY  TO  THANK  THE  CHAIRMAN  AND  THE 
MEMBERS  OF  THE  SUBCOMMITTEE  FOR  THEIR  CONTINUED  SUPPORT  OF 
PROGRAMS  THAT  FIGHT  VIOLENCE  AGAINST  WOMEN. 

THE  VIOLENCE  AGAINST  WOMEN  ACT,  HAS  BEEN  SUCCESSFUL  IN  INCREASING 
THE  NUMBER  OF  PROGRAMS  THAT  COMBAT  DOMESTIC  VIOLENCE  AND  HAS 
ENHANCED  NATIONAL  AWARENESS  ABOUT  THIS  ISSUE. 

TRAGICALLY,  HOWEVER,  DOMESTIC  VIOLENCE  IN  THE  UNITED  STATES  IS 
STILL  AT  EPIDEMIC  LEVELS  AND  RISING. 

THIS  TRAGEDY  IS  COMPOUNDED  BY  THE  FACT  THAT  THIS  VIOLENCE  IS 
WITNESSED  BY  THE  CHILDREN  OF  THE  VICTIMS  APPROXIMATELY  80%  OF  THE 
TIME.  THE  EMOTIONAL  TRAUMA  EXPERIENCED  BY  THESE  CHILDREN  OFTEN 
CAUSES  EXTREME  PSYCHOLOGICAL  DAMAGE  AND  INCREASES  THE 
LIKELIHOOD  THAT  THEY,  TOO,  WILL  BECOME  BATTERERS  OR  VICTIMS  OF 
DOMESTIC  ABUSE. 

TO  CURB  THIS  GROWING  TREND  AND  END  THIS  CYCLE  OF  ABUSE,  IT  IS 
ESSENTIAL  TO  HAVE  FULL  FUNDING  FOR  ALL  OF  THE  VIOLENCE  AGAINST 
WOMEN  PROGRAMS. 

I  AM  PLEASED  TO  REPORT  THAT  THE  NATIONAL  DOMESTIC  VIOLENCE 
HOTLINE  IS  ONE  OF  OUR  SUCCESS  STORIES.  THE  NEED  FOR  THE  HOTLINE  IS 
DEMONSTRATED  BY  THE  FACT  THAT  IN  THE  TWO  AND  A  HALF  MONTHS  IT 
HAS  BEEN  IN  OPERATION,  IT  HAS  RECEIVED  MORE  THAN  20,000  CALLS  FROM 
INDIVIDUALS  SEEKING  HELP  AND  INFORMATION. 

DUE  TO  THIS  TREMENDOUS  NEED,  IT  IS  IMPERATIVE  THAT  THE  HOTLINE 
RECEIVE  ITS  FULL  FUNDING  OF  $4  HUNDRED  THOUSAND  DOLLARS. 

ANY  COMPREHENSIVE  STRATEGY  TO  COMBAT  DOMESTIC  VIOLENCE, 
HOWEVER,  IS  UNDERMINED  BY  THE  LACK  OF  SHELTERS  FOR  WOMEN  IN 
IMMEDIATE  CRISIS. 


1282 


2 

THERE  SIMPLY  ARE  NOT  ENOUGH  SHELTERS  IN  OUR  COUNTRY  TO  MEET  THE 
RISING  NEED.  IN  MY  OWN  COUNTY  OF  LOS  ANGELES,  FOR  EXAMPLE  TWO  OUT 
OF  EVERY  THREE  WOMEN  SEEKING  SHELTER  ARE  TURNED  AWAY  BECAUSE  OF 
LACK  OF  SPACE. 

ACCESS  TO  SHELTER  IS  EVEN  MORE  CRITICAL  FOR  POOR  WOMEN  WHO  HAVE 
LIMITED  OR  NO  FINANCIAL  RESOURCES. 

A  NEW  STUDY  BY  THE  TAYLOR  INSTITUTE,  WHICH  I  WILL  SUBMIT  FOR  THE 
RECORD,  DOCUMENTS  THAT  OF  WOMEN  WHO  RECEIVE  AFDC,  50%  TO  80%  ARE 
CURRENT  OR  PAST  VICTIMS  OF  DOMESTIC  ABUSE. 

WITHOUT  THE  ABILITY  TO  FLEE  TO  THE  SAFETY  OF  A  SHELTER,  MANY  POOR 
WOMEN  ARE  FORCED  TO  STAY  WITH  THEIR  BATTERER  OR  BECOME  HOMELESS. 

ADVOCATES  FOR  BATTERED  WOMEN  ESTIMATE  THAT  THE  $25  MILLION 
AUTHORIZED  IN  THE  VIOLENT  CRIME  REDUCTION  TRUST  FUND  ALONE  WILL 
ENABLE  THEM  TO  PROVIDE  SHELTER  FOR  APPROXIMATELY  170,000  MORE 
WOMEN  AND  CHILDREN  ANNUALLY. 

IT  IS  THEREFORE  ESSENTIAL  THAT  THIS  $25  MILLION  AND  THE  $32.6  MILLION 
FROM  THE  FAMILY  VIOLENCE  PREVENTION  SERVICES  ACT  BE  APPROVED. 

IN  COMBATING  VIOLENCE  AGAINST  WOMEN,  IT  IS  ALSO  ESSENTIAL  TO 
EDUCATE  AND  PROVIDE  SERVICES  TO  OUR  NATION'S  YOUTH.  TWO  SUCH 
PROGRAMS  ARE  THE  CENTER  FOR  DISEASE  CONTROL'S  EDUCATION  AND 
PREVENTION  GRANTS  TO  REDUCE  SEXUAL  ASSAULTS  AGAINST  WOMEN  AND 
THE  SEXUAL  ABUSE  AND  RUNAWAY  YOUTH  PROGRAM  UNDER  THE  VIOLENCE 
AGAINST  WOMEN  ACT. 

THROUGH  FULLY  FUNDING  THESE  SUCCESSFUL  INTERVENTION  PROGRAMS,  AT 
$35  MILLION  AND  $8  MILLION  RESPECTIVELY,  WE  HELP  PREVENT  FUTURE 
VIOLENCE  AND  STOP  THE  DEVASTATING  CYCLE  OF  ABUSE. 

FINALLY,  A  COMPREHENSIVE  STRATEGY  TO  COMBAT  VIOLENCE  AGAINST 
WOMEN  SHOULD  INVOLVE,  NOT  JUST  THE  GOVERNMENT,  BUT  THE 
COMMUNITY.  THE  VIOLENCE  AGAINST  WOMEN  ACT'S  COMMUNITY  PROGRAM 
ADMINISTERED  BY  THE  CDC,  HELPS  STRENGTHEN  AND  COORDINATE  A 
COMMUNITY'S  RESPONSE  TO  DOMESTIC  VIOLENCE,  AS  WELL  AS  EDUCATE 
AND  RAISE  AWARENESS  ABOUT  THIS  PROBLEM.  WE  ARE  REQUESTING  FULL 
FUNDING  OF  $6  MILLION  DOLLARS  FOR  THIS  PROGRAM. 
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FULL  FUNDING  OF  THESE  PROGRAMS  IS  VITAL  TO  THE  SUCCESS  OF  OUR 
COMPREHENSIVE  STRATEGY  TO  END  DOMESTIC  VIOLENCE  AND  GIVE  VICTIMS 
AND  THEIR  CHILDREN  HOPE  FOR  A  BETTER  FUTURE. 

I  THANK  THE  MEMBERS  OF  THE  SUBCOMMITTEE  FOR  THEIR  TIME  AND  URGE 
THEIR  SUPPORT  FOR  THESE  CRITICAL  PROGRAMS. 


Prisoners  of  Abuse 

Domestic  Violence  and  Welfare  Receipt 

A  second  report  of 
the  Women,  Welfare  and  Abuse  Project 


Jody  Raphael 

Director,  Taylor  Institute 

April  1996 
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I.  INTRODUCTION 

At  age  20,  Louise  met  a  man,  and 
enjoyed  a  normal  romantic  relationship  with 
him,  but  when  she  got  a  job  as  a  warehouse 
supervisor  and  "made  more  money  than  he 
did,  all  my  problems  started.  He  worked 
days  and  I  worked  nights.  He  drank  any 
time  he  was  not  working."  The  drinking  led 
to  thoughts  of  jealousy,  verbal  and  mental 
abuse,  and  eventually  physical  abuse.  The 
drinking  also  led  to  her  partner's  losing  his 
job  every  six  months  or  so. 

"It  got  to  the  point  where  he  painted  in 
our  windows  black  and  did  not  allow  us  to 
visit  relatives.  He  constantly  yelled  that  we 
were  not  to  speak  to  anyone.  I  had  to  wear 
turtlenecks,  because  he  choked  me  many 
times  and  left  bruises.  I  knew  not  to  speak 
to  anyone  about  bruises,  cuts,  wounds,  or 
black  eyes.  If  I  did,  he  would  hurt  the 
children."  Louise's  head  was  banged  against 
walls,  doors,  the  floor,  and  the  refrigerator. 
She  was  smothered  with  a  pillow  while 
sleeping.  If  Louise  spoke  with  anyone  or 
tried  to  do  something  about  it,  the  physical 
violence  became  worse,  leading  her  to 
believe  that  it  was  better  not  to  say  anything. 

After  13  years  of  employment,  Louise's 
employer  asked  her  to  leave  because  it 
oecame  more  and  more  obvious  that  "/ 
wasn't  quite  altogether."  Louise  then  went 
on  AFDC  to  support  her  children.  In  1995 
Louise  became  suicidal.  She  spent  a  week 
at  a  mental  institution  and  now  goes  to 
therapy  on  an  outpatient  basis.  Several 
months  later  she  enrolled  in  the  JOBS  NEW 
DIRECTION  Program  at  Goodwill 
Community  Services  in  Colorado  Springs 
and  earned  her  GED  on  January  24,  1996. 
With  the  help  of  that  program  she  was  able 
to  separate  safely  from  her  abuser.  Currently 


she  is  enrolled  at  Blair  Junior  College  to 
become  a  paralegal.  "/  want  to  help  others 
like  me,  before,they  become  obituaries." 

But  can  Louise  make  it  back  in  the 
world  of  work?  She  takes  three  psychotropic 
medications  for  her  condition.  The  bruising 
and  jarring  of  her  brain  along  with  eye 
injuries  cause  frequent  and  intolerable 
headaches.  Louise  needs  to  develop  the 
organizational  skills  necessary  for  successful 
school  completion.  Due  to  her  abuse,  Louise 
was  never  able  to  plan  her  life,  because 
"Any  minute  or  hour  of  any  given  day,  I 
could  be  dead.  I  saw  no  importance  to  it. 
My  life  was  fear,  insecurity,  confusion, 
uncertainty,  worry,  pain  and  many  days  of 
wishing  I  was  dead,  since  death  was  the 
final  escape.  One  might  say  I  became  the 
'walking  dead'  with  no  direction.  I  was 
never  safe. " 

Therapy  was  necessary  for  Louise  to 
properly  recover  from  the  traumatic  events 
which  were  a  part  of  her  life  for  over  20 
years.  On-going  support  will  also  be 
essential,  as  Louise  continues  to  face  major 
barriers  to  independent  living. 

"/  still  encounter  physical  and  mental 
barriers  and  I  always  will.  In  order  to  remain 
stable,  I  think  these  things  to  myself:  "In  a 
time  long  ago,  in  a  land  far,  far  away"-  and 
"Tomorrow,  and  tomorrow,  and  tomorrow. " 
They  help  me  to  remember  and  to  survive. 
This  is  no  fairy  tale,  although  I  wish  it  were. 
At  least,  then,  I  could  close  the  book. " 

Betty,  a  high  school  drop-out  with  two 
children,  met  her  abuser  and  the  father  of 
her  children  when  she  was  14  years  of  age. 
Although  she  intended  to  depend  upon  her 
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partner  for  support,  she  was  forced  to  apply 
for  AFDC  because  he  was  never  able  to  earn 
enough  on  a  consistent  basis.  Betty  realizes 
now  that  she  was  escaping  her  own  family. 
Betty's  father,  a  violent  abuser,  put  her  13- 
year  old  brother  in  a  bucket,  poured 
gasoline  on  him,  and  threw  in  a  lit  match. 
Although  her  mother  was  intimidated  against 
testifying  in  court  against  her  husband, 
Betty's  aunt  did.  Afterwards  he  went  home, 
shot  Betty's  mother  seven  times,  and  was 
shooting  at  Betty's  sister  as  her  mother 
crawled  down  to  the  first  floor  to  alert  the 
neighbors.  The  twins  Betty's  mother  was 
carrying  did  not  survive,  although  Betty's 
mother  did  emerge  intact  after  eleven 
months  in  the  hospital.  She  returned  home, 
however,  only  to  become  a  confirmed 
alcoholic. 

Betty's  partner,  who  never  could  keep  a 
job  more  than  eight  months  at  a  stretch, 
never  let  Betty  complete  her  education  or 
get  a  job.  Any  time  she  tried,  the  mental  and 
physical  abuse  escalated,  and  she  gave  in  to 
protect  herself  and  her  children  from  further 
harm. 

When  Betty  enrolled  in  a  year-long 
licensed  practical  nursing  course,  her  partner 
seemed  to  go  along  with  her  employment 
goals,  lulling  Betty  into  thinking  that 
everything  was  going  to  be  all  right.  She 
now  sees  that  "He  got  more  intimidated  the 
closer  I  got  to  it."  For  this  reason,  he 
instigated  a  major  argument  and  inflicted 
severe  physical  abuse  the  night  before  a  key 
examination  in  her  course.  Sleep-deprived 
and  profoundly  depressed  by  the  renewed 
onset  of  the  abuse,  Betty  failed  the  test  and 
was  not  able  to  continue  in  the  program. 
Betty  gave  up  her  dreams  and  stayed  at 
home  again.  "It  paralyzed  me.  I  said  to 
myself,  oh  my  Cod,  he  is  still  going  to  beat 
me  up  no  matter  what  I  do.  I  got  put  out  of 


the  program.  I  was  so  paralyzed  that  I  just 
stuck  at  home  with  him.  I  gave  up." 

But  after  her  abuser  put  a  loaded  gun  to 
her  head  and  played  Russian  Roulette  about 
six  months  later,  Betty  left  him  with  the 
assistance  of  the  Chicago  Commons 
Employment  Training  Center,  which  helped 
her  plan  for  escape  into  a  battered  women's 
shelter. 

The  stalking  began  after  she  left  her 
abuser  and  got  a  part-time  job.  Her  abuser 
stalked  her,  Betty  says,  "out  of  jealousy.  He 
did  not  want  me  to  succeed.  He  did  not 
want  me  to  have  anything.  Everything  I  had 
he  wanted  to  take  away  from  me.  I  was 
going  to  the  grocery  store  and  I  had  two 
bags  of  groceries.  He  stalked  me  and  he 
would  knock  my  groceries  out  of  my  hand. 
He  tried  to  strangle  me  in  front  of  the  office. 
He  wasn't  trying  to  kill  me,  he  wanted  my 
bosses  to  see  it  so  that  I  would  lose  my 
job. " 

He  stalked  her  one  morning  as  she 
waited  to  board  the  bus  for  work.  Betty  ran 
into  a  Seven-eleven  store,  where  a  helpful 
counter  clerk  directed  her  to  the  women's 
room,  told  her  to  lock  herself  in,  and  called 
the  police.  The  police  arrived  in  a  timely 
fashion  and  handcuffed  the  stalker,  who  was 
now  in  the  store  creating  a  scene  and 
pulling  groceries  from  the  shelves.  Betty  was 
driven  to  work  on  time  by  police  escort.  Her 
employer  never  knew,  but  the  difficulty 
Betty  faced  with  concentrating  that  morning 
is  beyond  imagining.  Although  lodging  and 
prosecuting  charges  against  her  abuser  for 
stalking  put  her  and  her  children  in 
increased  danger,  Betty  persevered.  "/ 
believed  that  he  was  willing  to  commit 
suicide  and  even  murder  because  he  was 
afraid  to  go  on  with  his  life.  The  fear  was 
very  real.  But  I  thought  I  was  going  to  be 
dead  anyway,  so  what  did  it  matter?  After 
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73  years,  I  wanted  to  be  free,  and  if  I 
couldn't  be  free,  nothing  mattered  any 
more. " 

Betty  now  works  on  a  full-time  basis 
and  is  off  welfare  after  eight  years  of  AFDC 
receipt.  The  scars,  however,  remain.  At 
work,  Betty  finds  herself  too  passive  when 
dealing  with  her  supervisor,  and  often  reacts 
inappropriately  angrily  to  criticism  on  the 
job.  Because  of  this  problem  she  and  her 
supervisor  have  been  forced  to  attend 
special  counseling  sessions.  Betty  also 
continues  to  suffer  from  depression  and 
difficulty  with  continuing  on  in  life.  "It  still 
doesn't  seem  real  to  me.  Everyday  that  I  go 
through  my  life  it  seems  like  one  day  I'm 
going  to  wake  up  and  it  is  all  going  to  be 
gone.  I  need  to  focus  more  on  the  present 
and  future  and  less  on  the  past,  but  there 
doesn't  seem  to  be  a  separation  between 
past,  present  and  future,  they  all  go 
together.  I  still  cry  at  night,  I  still  have 
nightmares,  I  still  dream  that  I  am  with  him 
and  my  dreams  are  more  real  than  the  life 
that  I  am  actually  living.  It  is  really  hard  to 
go  on. " 

Many  grass-roots  welfare-to-work  and 
job  training  providers  have  learned  over  the 
past" few  years  that  many  women  on  welfare 
have  a  formidable  obstacle  on  the  road  to 
work.  Of  the  men  who  move  in  and  out  of 
the  lives  of  women  on  AFDC,  many  do  not 
want  their  partners  to  become  independent. 
In  fact,  many  women,  and  the  welfare-to- 
work  and  job  training  programs  which  help 
them,  report  that  these  men  sabotage  their 
efforts  to  move  from  welfare  to  work, 
frequently  resorting  to  violence  to  prevent 
women  from  completing  employment 
training  programs  or  from  entering  the  work 
force. 


Taylor  Institute's  January  1995  report, 
Domestic  Violence:  Telling  the  Untold 
Welfare-to-Work  Story,  presented  data  from 
twelve-grass  roots  programs,  establishing  the 
connection  between  current  and  past 
domestic  violence  and  long-term  welfare 
receipt.  As  a  result  of  widespread  national 
dissemination  of  that  report,  Taylor  Institute 
has  heard  from  additional  social  service 
providers  and  from  women  on  welfare 
themselves.  All  have  confirmed  the  existence 
of  the  domestic  violence  barrier  to  the 
transition  from  welfare  to  work. 

The  experiences  of  both  women  and 
social  service  providers  have  helped  to 
shape  this  follow-up  report.  With  the 
assistance  of  participants  like  Louise,  Betty, 
and  others  who  have  been  graciously  willing 
to  share  the  often  painful  details  of  their 
lives,  we  are  now  able  to  more  fully 
document  and  understand  the  many  different 
ways  in  which  domestic  violence  prevents 
women  from  getting  off  welfare.  From 
listening  to  the  women  we  are  also  able  to 
comprehend  that  even  past  violence  creates 
permanent  scars  and  psychological  injuries 
that  women  must  bravely  overcome  time 
and  time  again  as  they  seek  to  create 
independent  lives  for  themselves. 

In  Part  I  of  this  follow-up  report,  we  will 
describe  the  many  ways  in  which  domestic 
violence  prevents  successful  completion  of 
job  training  programs  and  interferes  with 
employment  retention.  In  Part  II  we  will 
present  additional  data  documenting  the 
extent  of  the  problem  in  grass-roots 
programs'  caseloads.  Lastly,  in  Part  III  we 
will  make  some  preliminary  welfare  reform 
policy  recommendations  which  this  data 
mandates. 
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II.  THE  STORIES  OF  MALE  SABOTAGE 


The  stories  which  Taylor  Institute  has  collect- 
ed from  all  around  the  country  include 
multiple  cases  of  the  following: 

In-Home  Sabotage 

•  One  woman's  partner  surreptitiously 
turned  off  the  alarm  clock,  set  by  her  to 
make  sure  she  would  be  on  time  for  a 
job  interview. 

•  One  woman's  partner  cut  off  all  her  hair 
because  he  believed,  correctly,  that  she 
would  be  too  embarrassed  to  return  to 
work  with  such  short  hair.  Men  will 
inflict  other  visible  injuries  like  black 
eyes,  hoping  their  partners  will  not 
return  to  the  program  out  of  embarrass- 
ment, and  will  be  expelled  from  the 
programs  for  non-attendance  or 
unexplained  absences.  "My  father 
would  inflict  black  eyes,  bruises  all  over 
my  mother's  body,  and  knock  her  teeth 
out.  My  mom  couldn't  go  to  work  and 
was  ashamed  to  be  around  any  of  her 
friends  because  of  the  way  she  looked, " 
explains  one  AFDC  participant.  Abusers 
rightfully  fear  the  influence  of  the 
workplace.  Explains  another  participant: 
"My  mom  was  working  and  made  some 
friends  at  work.  My  dad  did  not  like  it. 
So  he  would  constantly  harass  my  mom 
with  threats  of  beatings.  My  mom  got 
tired  of  the  abuse  and  finally  decided  to 
leave  him  with  the  help  of  her  friends 
from  work.  Before  that  she  never  had  a 
way  to  leave,  no  help,  and  no  money. " 
Another  participant  states  that  she 
knows  she  can't  hold  a  job  because  she 
is  bruised  up  a  lot,  but  can't  leave  her 
abuser  because  she  doesn't  have  a  job 


and  can't  support  herself  and  her 
children  on  the  welfare  check  alone. 

•  Women's  partners  hide  or  destroy 
books,  or  tear  up  completed  homework 
assignments.  Explains  one  who 
experienced  this  kind  of  sabotage,  "It 
was  really  hard,  I  was  really  depressed 
at  that  time.  I  felt  like  a  chicken  with  its 
head  cut  off.  If  he  walked  into  the 
house  and  I  was  doing  my  homework, 
he  would  start  ranting  and  raving,  and 
saying,  why  isn't  the  garbage  thrown 
out?  Why  isn't  dinner  ready,  or 
something,  just  to  stop  me  from  doing 
what  I  had  to  do.  I  was  going  home 
and  trying  to  do  everything  so  he  would 
shut  up,  and  coming  here  to  the 
program  and  trying  to  do  what  I  had  to 
do  here. " 

•  Men  hide  or  destroy  women's  clothing, 
including  their  winter  coats,  so  that  they 
are  unable  to  leave  the  house  to  take 
the  CED  test  or  complete  an  important 
job  interview. 

•  Men  get  into  fights  and  inflict  violence 
the  night  or  morning  before  key  events 
like  the  CED  test  or  a  second  job 
interview.  Writes  Karen  Brown,  formerly 
with  Bronx  Community  College's  City 
Works  Program  (Bronx,  New  York), 
"Often  students  will  get  into  altercations 
with  their  partners  before  such  crucial 
events,  causing  them  either  to  miss  the 
event  altogether  or  arrive  in  such  an 
agitated  state  that  their  performance  is 
compromised.  After  this  became  a 
pattern  I  personally  began  to  suspect 
that  it  was  not  a  coincidence  that  these 
events  were  occurring  right  before  the 
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important  job-related  event  that  was 
important  for  the  student. " 

•  Another  participant  reports  that  when 
she  found  employment  her  partner 
hounded  her  on  the  job.  When  she  got 
her  first  paycheck  he  threw  her  and  her 
two  boys  out  on  the  street  and  locked 
her  out  of  the  house.  "One  hundred  and 
twelve  dollars  and  two  boys  and  where 
could  I  find  food  and  lodging?"  Another 
reported  that  "I  was  working  and  really 
enjoyed  my  job  but  it  caused  too  much 
turmoil  in  our  relationship  so  he  forced 
me  to  quit.  When  my  abuser  was  at 
work,  he  had  one  of  his  friends  watch 
me.'' 

•  Participants  living  in  domestic  violence 
report  difficulty  in  concentration  and 
success  at  CED  and  job  training 
programs.  This  problem  is  the  result  of 
coping  with  domestic  violence,  explains 
Betty.  "You  live  inside  your  own  world 
and  you  can't  deal  with  reality,  people 
can't  penetrate  it,  can't  get  through  to 
it,  because  you're  afraid  that  if  you 
come  to  reality,  it  is  going  to  hurt.  It  is 
like  a  cloud.  It  protects  you  from  when 
he  is  coming  at  you,  calling  you  names, 
or  getting  physically  violent  with  you,  it 
is  like  you  can  take  yourself  out  of 
yourself."  This  coping  mechanism 
hampers  the  ability  to  learn  and  succeed 
at  new  tasks. 

Child  Care 

•  Women's  partners  promise  to  provide 
needed  child  care  so  that  they  can 
attend  a  special  career  event  such  as  a 
job  fair  or  interview,  but  fail  to  show  up 
or  arrive  inebriated  when  needed. 

•  Some  boyfriends  who  are  the  fathers  of 
the  children  make  the  students  feel 


guilty  about  being  away  from  them 
during  part-time  or  full-time 
employment  schedules,  especially  if  the 
children  are  young.  "It  is  critically 
important  that  women  trying  to  make 
the  transition  from  welfare  to  work  have 
quality  child  care  options  {both  family 
child  care  and  center-based  care)  so 
they  can  reject  their  boyfriends' 
attempts  to  make  them  feel  guilty. 
Instead,  women  need  to  feel 
comfortable  and  even  'good'  about 
placing  their  child  in  a  family  child  care 
or  center-based  care  arrangement, " 
explains  Karen  Brown  of  Bronx 
Community  College's  City  Works 
Program. 

•  A  participant  in  the  California  GAIN 
Program  (Greater  Avenues  for 
Independence)  in  Riverside  County 
described  the  harassment  perpetrated  by 
her  ex-abuser  at  the  babysitters.  "/ 
ended  up  losing  my  job  because  he 
would  go  to  the  babysitter  and  say  'I'm 
here  to  pick  up  my  kids.'  I'd  have  to  go 
and  get  them  because  he  could  call  a 
police  officer  and  take  them,  because 
they  are  his  children.  It  was  ugly,  and  I 
ended  up  losing  my  job  because  of  it." 

•  Boyfriends  refuse  to  provide  needed 
child  care  even  when  they  are  not 
working  or  are  otherwise  available.  'I 
would  tell  him,  I  want  to  go  back  to 
school  and  the  minute  I  would  say  that 
he  would  say, 'Wei I  find  a  babysitter.' 
He  was  already  putting  an  obstacle-  I 
did  not  say/You're  going  to  watch  the 
kids. '  I  did  not  even  say  that,  so  that  is 
why  I  knew  I  couldn't  share  too  much 
with  him,  because  it  was  like  he  was 
going  to  put  all  the  negatives  that  he 
has  upon  me. ' 
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Stalking 

•  Participants  report  their  abusers  coming 
to  the  GED  or  job  training  program, 
intimidating  staff,  and  attempting  to  drag 
them  out  of  the  program.  Many 
programs  report  concerns  about  the 
safety  of  their  employees  and  have  had 
to  take  often  expensive  steps  to 
strengthen  security  at  the  program  to 
keep  abusers  off  the  premises.  One 
participant  reported  that  her  stalker 
threatened  numerous  times  to  kill  her 
case  manager  at  the  welfare-to-work 
program.  Others  report  that  their 
abusers  come  to  the  educational 
program  to  check  out  whether  there  are 
any  men  students;  when  they  see  for 
themselves  that  the  participants  are  all 
women,  they  allow  their  partners  to 
continue.  These  women  understand, 
however,  that  the  line  will  be  drawn  at 
workplace  participation,  where  men  will 
be  present.  "He's  desperately  afraid  that 
I  will  find  somebody  else, "  said  one 
participant  who  has  been  on  AFDC  for 
15  years. 

•  Participants  often  report  seeing  their 
abusers  on  the  sidewalk  watching  and 
waiting  for  them  at  the  end  of  the  day. 
One  participant  described  how  her 
abuser,  from  whom  she  had  separated, 
grabbed  her  by  the  hair,  threw  her  into 
the  car,  and  kidnapped  her  by  force  for 
a  48-hour  period.  "/  am  determined  to 
get  my  GED.  The  only  way  I  won't  get 
it  is  if  he  kidnaps  me  and  takes  me. 
He's  done  it  before. ' 

•  A  former  welfare  participant  reported 
that  she  had  been  unsuccessfully 
applying  for  jobs  over  a  two-year 
period.  Eventually  she  noticed  she  was 
being  trailed  by  a  particular  van.  When 
the  license  plate  was  checked  she 


discovered  that  it  was  a  surveillance 
company  hired  by  her  former  boyfriend. 
She  discovered  he  would  then  call  the 
potential  employer  and  say  whatever  it 
would  take  to  make  certain  that  she 
would  not  be  hired.  Only  when  she  was 
able  to  halt  this  behavior  was  she  able 
to  land  a  job. 

•  Another  participant  reported  that  her 
abuser  would  trump  up  police  charges 
against  her,  which  required  her  to  go  to 
court  repeatedly.  She  lost  two  jobs  in 
the  last  six  months  as  a  result.  Frequent 
court  appearances  for  pursuing  orders  of 
protection,  violations  of  orders,  or  for 
stalking  also  seriously  interfere  with  the 
victim's  ability  to  maintain  a  job. 

•  One  participant's  abuser  came  to  the 
job  to  harass  her  so  frequently  that  she 
had  to  be  transferred  to  a  job  in  another 
section. 

•  Another  participant's  stalker  broke  into 
her  house  and  deliberately  stole  the  gun 
that  she  needed  for  her  job  as  a  security 
guard. 

•  Welfare  workers  and  grass-roots 
providers  report  that  the  women's 
partners  come  to  appointments  with 
them,  often  refusing  to  leave  the 
women's  side  and  have  to  be  ordered  to 
do  so.  One  provider  reports,  "We 
operate  a  three-week  pre-employment 
module  for  AFDC  women  in  our  state 
who  are  mandated  to  attend.  You  can 
imagine  our  surprise  when  we  saw  most 
of  the  young  women  driven  to  the 
program  in  the  morning  by  the  guys, 
and  the  men,  lined  up,  waiting  in  their 
cars,  to  pick  them  up  at  the  end  of  the 
day." 
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•  The  necessity  to  escape  a  stalker  often 
makes  work  impossible.  One  woman, 
escaping  a  batterer  whose  assault  put 
her  in  the  hospital  twice,  explained:  "/ 
tried  to  get  away,  but  he  just,  you 
know,  he  found  me  everywhere  I  went. 
It  came  to  the  point  where  I  was  hiding 
out." 

•  Stalking  seriously  interferes  with  the 
participants'  ability  to  perform  at  job 
training  or  on  the  job.  Explained  one 
victim,  who  had  left  her  abuser  and 
moved  in  with  a  supportive  uncle,  '  / 
was  constantly  aggravated.  I  couldn't 
function.  I  couldn't  sit,  I  couldn't  think, 

I  was  always  wondering,  if  I  walk  out  of 
this  building,  is  he  going  to  be  outside? 
I  finally  had  enough  courage  to  lock 
him  up." 

Post-traumatic  Stress  Disorder 

Some  women  who  have  left  domestic 
violence  behind  find  that  their  trauma  is  not 
over.  One  participant  was  attacked  so 
brutally  she  ended  up  in  the  hospital  for 
weeks.  Eventually  she  left  home  with  $23 
and  her  children  and  is  now  employed.  She 
states  that  she  lies  awake  in  bed,  jumping  at 
every  creak.  At  no  time  does  she  feel  safe; 
she  walks  down  the  streets  constantly 
looking  and  searching.  It  is  difficult  to  get  rid 
of  the  terror.  "He  told  me  that  he'd  find  me. 
I  believe  him.  One  day,  I  will  open  my  door 
and  he  will  be  out  there.  I  don't  care  where 
I  go...  I  can't  forget.  Every  time  I  look  in  the 
mirror,  I  see  the  scars. ..Even  if  he  was  dead, 
I  still  wouldn't  feel  safe." 

Post-traumatic  stress  disorder,  an 
accepted  psychiatric  diagnosis  only  since 
1980,  describes  the  effects  which  are  often 
the  results  of  rape,  domestic  battering,  and 
incest.  As  graphically  described  by  Louise 
and  Betty  in  the  Introduction  to  this  report, 


symptoms  include  poor  concentration, 
markedly  diminished  interest  in  significant 
activities,  and  a  sense  of  foreshortened 
future.  Other  trauma  victims  report  difficulty 
in  dealing  with  control  and  supervision  on 
the  job.  Recognition  of  the  trauma  is  central 
to  the  recovery  process,  which  often  requires 
specialized  treatment. 

Death 

Two  recent  murders  involving  domestic 
violence  illustrate  the  single  unifying  thread 
in  these  women's  stories.  In  each  case,  the 
woman  had  left  the  relationship  and  had 
also  obtained  employment  or  was  close  to 
employment.  Most  significantly,  in  each 
case,  the  abuser  had  no  employment  or 
success  on  the  job. 

In  September  1995,  Betty  Clark,  her 
three  children,  and  her  ex-husband  Mark 
Clark  were  blown  up  and  killed  as  a  result 
of  Mark's  installing  and  detonating  bombs  in 
his  car.  Betty  had  agreed  to  meet  Mark  one 
last  time  to  take  the  children  for  school 
clothes.  Betty  was  at  the  tail  end  of  a 
process  she  intended  to  make  her 
independent  and  capable  of  supporting  her 
family  on  her  own.  Mark  Clark  didn't  seem 
able  to  keep  a  job,  and  had  recently  quit  the 
job  he  had  at  Wal-Mart  which  Betty  had 
hoped  might  be  a  career  for  him.  Eventually 
Betty  Clark  left  her  husband,  and  earned  her 
GED  from  a  local  welfare-to-work  program 
in  rural  Maryland.  Subsequently  she  moved 
to  the  Baltimore  area  where  she  was 
studying  to  become  a  medical  secretary  at 
the  time  of  her  death.  One  acquaintance 
told  the  Baltimore  Sun,  "If  he  couldn't  have 
her  and  watch  those  kids  grow  up,  no  one 
else  could. " 

On  February  12,  1996,  Benito  Oliver 
walked  into  the  Koeppel  Volkswagen 
dealership  in  Woodside,  Queens  where 


Galina  Komar  worked  as  finance  manager 
and  shot  her  once  in  the  head  with  a  .44- 
caliber  revolver.  Mr.  Oliver  then  shot 
himself  in  the  head.  Both  died  instantly. 
Almost  a  year  prior  to  that,  after  she  came  to 
work  with  stitches  in  her  head  and  bruises 
on  her  face,  Kolmar  had  quit  her  job  at 
another  auto  dealership  and  moved  with  her 
daughter  to  California.  Oliver  tracked  her 
down  and  brought  her  back.  By  then,  her 
friends  had  convinced  Galina  to  overcome 
her  fears  and  press  charges.  When  she  did, 


he  threatened  to  kill  her.  Komar  had  found 
a  new  job,  but  Oliver  tracked  her  down 
there  and  was  evicted  from  the  premises 
when  he  showed  up  there  to  harass  her. 
Several  weeks  later  he  returned,  this  time 
with  a  loaded  gun. 

Galina  Komar's  mother  told  the  New 
York  Daily  News  "He  said,  7  don't  have  a 
job.  I  have  nothing  to  lose.  I'm  going  to  kill 
myself  and  everybody." 
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III.  BEYOND  ANECDOTES:  WHAT  GRASS-ROOTS  PROGRAMS  SAY 
ABOUT  THE  EXTENT  OF  THE  PROBLEM 


To  our  knowledge  there  has  been  only 
one  formal  study  of  the  entire  AFDC 
caseload.  The  Washington  State  Institute  for 
Public  Policy's  Family  Income  Study  asked  a 
representative  sample  of  the  entire  AFDC 
population  in  the  State  of  Washington  in 
1992  if  they  had  been  physically  or  sexually 
abused  as  adults.  Sixty  percent  reported 
some  type  of  abuse.  Unfortunately  the  study 
did  not  differentiate  between  current  and 
past  abuse. 

Until  a  comprehensive  survey  of  a 
state's  AFDC  caseload  is  completed,  it  will 
be  necessary  to  rely  on  data  from  programs 
working  at  the  grass-roots  with  welfare 
participants  in  literacy,  GED,  job  training, 
and  job  placement  programs.  Taylor  Institute 
has  been  able  to  assemble  the  following 
new  data: 

The  Chicago  Commons  West 
Humboldt  Employment  Training 
Center  (ETC) 

The  Chicago  Commons  West  Humboldt 
Employment  Training  Center  (ETQ  has  been 
serving  long-term  welfare  participants  on 


Chicago's  westside  and  tracking  the 
incidence  of  domestic  violence  since  1991. 
ETC  provides  comprehensive  welfare-to- 
work  services,  including  case  management, 
one-site  literacy,  GED,  and  English-As-A- 
Second  Language,  family  literacy,  child  care, 
and  health  care.  ETC's  students  are  a  mixture 
of  voluntary  and  mandatory  participants.  It  is 
also  important  to  note  that  ETC  defines 
domestic  violence  as  both  verbal  and 
physical  abuse  and  coercion  by  men 
directed  at  adult  women  in  intimate 
relationships,  a  definition  intended  to  take 
in  the  full  range  of  physical  and  non- 
physical  means  used  by  men  to  coercively 
control  women.  Other  program  data,  to  be 
discussed  below,  breaks  abuse  into  physical 
and  non-physical  coercion. 

The  following  statistics  describe  the 
characteristics  of  the  91  women  receiving 
AFDC  who  entered  ETC  between  July  I, 
1994  and  June  30,  1995.  (Note:  statistics  for 
the  group  which  entered  between  July  I, 
1993  and  June  30,  1994  are  virtually 
identical.) 


•  56%  were  current  victims  of  domestic  violence  when  they  entered  ETC. 

•  26%  were  past  domestic  violence  victims. 

•  23%  were  currently  addicted  to  drugs  or  busing  alcohol. 

•  15%  were  past  or  recovering  drug  or  alcohol  abusers. 

•  12%  were  past  victims  of  sexual  assault  or  incest  survivors. 

•  38%  of  all  households  had  at  least  one  child  suffering  from  a  severe  learning  disability, 
behavior  disorder,  or  mental  illness  or  depression. 

1994-5  ETC  Statistics 
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ETC  has  attempted  to  establish  a 
correlation  between  these  factors  and 
success  or  failure  in  the  program. 
Participants  who  drop-out  prior  to  meeting 
their  educational  or  employment  goal  do 
experience  current  domestic  violence  and 
current  drug  and  alcohol  abuse  in  far  greater 
percentages  than  those  who  succeed. 


From  these  statistics,  ETC  reports  that  it 
is  clear  that  current  domestic  violence  and 
drug  abuse  can  be  overcome  and  do  not 
serve  as  absolute  barriers  to  success,  but 
they  often  prevent  participants  from  being 
able  to  follow-through  with  their  plans.  Drug 
and  alcohol  addiction  appears  to  be  the 
major  cause  of  program  drop-out. 

Passaic  County  Board  of  Social 
Services 

The  Passaic  County  Board  of  Social 
Services  provides  an  eight  week  Life  Skills 
Program  for  30  hours  per  week,  a  "job 
readiness"  component  of  an  overall  program 
in  which  all  non-exempt  AFDC  recipients  in 
the  county  are  required  to  participate.  In 
1995,  approximately  845  women  were 
enrolled  in  the  program.  The  goal  of  the  Life 
Skills  module  is  to  equip  participants  with 
personal  and  work  skills  so  as  to  be  able  to 
take  advantage  of  further  opportunities  for 
self-sufficiency,  including  basic  education, 
vocational  training,  work  experience,  on-the- 
job  training,  and  job  placement.  Because  the 
program  had  observed  domestic  violence  as 
a  barrier  but  could  only  corroborate  it 
anecdotal ly,  it  began  to  administer  a  uniform 
questionnaire  to  participants  at  the  time 
during  Life  Skills  when  security  and  mutual 
support  had  been  established  and 
participants  had  already  shared  their  life 
experiences  with  the  class.  By  this  method 
the  program  will  sample  10  to  15%  of  the 
total  non-exempt  AFDC  population  in 
Passaic  County,  New  Jersey  in  1996. 


Of  31  participants  who  dropped  out  of 
the  program  within  the  year: 

•  71%  were  current  domestic  violence 
victims; 

•  19%  were  past  domestic  violence 
victims;  and 

•  50%  of  all  the  dropouts  were  currently 
addicted  to  drugs  or  abusing  alcohol. 


Of  60  participants  who  remained  in  the 

program: 

•  50%  were  current  domestic  violence 

victims; 

•  32%  were  past  domestic  violence 

victims;  and 

•  13%  were  currently  addicted  to  drugs 

or  abusing  alcohol. 
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From  an  initial  sample  of  105  partic- 
ipants, gathered  in  December  1995, 
the  Passaic  County  Program  reports: 

w    D/  /o  die  CUIlCilliy  III  d  I  clcJUUI  Ibl  1 1  p 

with  a  man; 

•  58%  have  been  a  victim  of  physical 
domestic  abuse; 

•  21%  are  currently  a  victim  of  physical 
domestic  abuse; 

•  27%  have  been  victims  of  sexual 
assault; 

•  21%  have  been  victims  of  childhood 

II  \\J\ trMctl I U\  if 

•  13%  have  been  victims  of  incest; 

•  25%  have  been  victims  of  sexual 
abuse; 

•  14%  have  a  problem  with  drugs  or 
alcohol; 

•  66%  have  been  a  victim  of  verbal  or 
emotional  abuse; 

A    \£%Pti  aro  fiirrontlw  a  victim  rw  \/orha 
W    JO  /o  die  CUilciHiy  d  V lt_.ll  1 1 1  \j\  VciUdl 

or  emotional  abuse; 

•  49%  state  that  boyfriends  do  not 
encourage  education  or  training 
efforts; 

•  16%  state  that  boyfriends  prevent 
them  from  obtaining  education  or 

•  69%  characterized  themselves  as 
having  been  severely  depressed  at 

•  96%  of  all  those  ever  depressed 
have  been  severely  depressed  within 
the  last  12  months;  and 

•  36%  of  all  those  ever  depressed 
state  they  are  currently  severely 
depressed. 

training; 

•  24%  state  that  boyfriends  attempt 
to  control  their  life; 

•  25%  have  been  victims  of  rape; 

For  those  programs  who  wish  to 
begin  tracking  this  barrier,  the 
Passaic  County  questionnaire  can  be 
found  in  Appendix  2  to  this  report. 

1298 


One  Southeastern  State  Welfare-to- 
Work  Program 

One  welfare-to-work  program  in  a 
southeastern  state  has  asked  to  remain 
anonymous,  but  has  provided  data  tracking 
physical  abuse,  based  on  a  questionnaire 
administered  in  its  Life  Skills  program  to  a 
sample  of  216  mandatory  participants  in 
1995: 


JOBS  NEW  DIRECTION-Goodwill 
Industries  Community  Services  of 
Colorado  Springs 

Goodwill  Industries's  New  Directions 
Program  provides  welfare-to-work  services  to 
AFDC  participants,  including  literacy  and 
GED,  work  experience,  and  job  placement 
assistance.  The  program  states  that 
approximately  50%  of  those  who  come 
through  the  program  each  year  are  current 
domestic  violence  victims. 


•  55.1%  have  been  physically  abused  by  husbands,  boyfriends  or  family 
members  as  adults; 

•  9%  are  currently  being  physically  abused  by  a  man  with  whom  they  have  a  relationship; 
and 

•  25.9%  have  been  involved  in  a  relationship  in  which  they  were  physically  abused 
within  the  last  three  years. 

7995  statistics  from  a  southeastern  state 
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IV.  RELATED  RELEVANT  DATA 

University  of  Minnesota,  Duluth 

In  a  survey  administered  to  a  total  of  123  women  attending  support  groups  for 

battered  women  in  Minnesota,  the  Department  of  Social  Work  at  the  University  of  Minnesota 

Duluth  attempted  to  measure  the  effect  of  battering  on  the  employment  status  of  women. 

•  58%  of  the  women  were  working  at  the  time  they  were  being  abused. 

•  55%  reported  that  they  had  been  absent  from  work  as  a  result  of  being  physically 
abused;  4%  reported  this  occurred  frequently. 

•  62%  reported  they  had  been  late  to  work  as  a  result  of  being  abused  13%  reported  this 
had  occurred  frequently. 

•  24%  of  the  women  reported  that  they  had  lost  a  job  partly  because  of  being  abused. 

•  56%  of  the  working  women  reported  that  they  had  been  harassed  by  telephone  or  in 
person  by  their  abuser  at  work;  21%  of  the  women  stated  this  had  occurred  frequently. 

Women  responding  to  the  first  survey  were  also  asked  whether  their  abusive  partner 
attempted  to  prevent  them  from  working  or  going  to  school. 

•  33%  percent  reported  that  their  partners  had  prohibited  them  from  working. 

•  50%  believed  that  their  partners  had  discouraged  them  from  working. 

•  50%  believed  their  partners  had  discouraged  them  from  going  to  school. 

•  25%  stated  that  their  partner  had  prohibited  them  from  going  to  school;  and 

•  21%  reported  that  physical  abuse  had  kept  them  from  finding  employment. 

Data  from  University  of  Minnesota,  Duluth 
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The  U.S.  Department  of  Housing  and 
Urban  Development  Homeless 
Families  Program  (HFP) 

Data  from  1,670  families  participating  in 
the  Homeless  Families  Program  between 
April  1991  and  April  1994  provides 
important  insight  from  one  of  the  largest 
multi-site  populations  of  homeless  families 
ever  studied.  HFP  provides  Section  8 
certificates,  case  management,  and  access  to 
a  variety  of  services  at  nine  sites  throughout 
the  country.  The  Vanderbilt  Institute  for 
Public  Policy  Studies  reports: 


City  of  Chicago  Department  of 
Public  Health 

In  1994  the  City  of  Chicago  Department 
of  Public  Health,  through  a  survey  in  nine  of 
its  clinics  in  December  of  1994,  attempted 
to  gauge  the  prevalence  of  domestic 
violence  among  women  using  city  clinic 
services.  The  vast  majority  of  people 
attending  these  clinics  are  poor,  with  87% 
having  incomes  below  the  poverty  level  and 
39%  on  public  aid.  Unfortunately  the 
questionnaire  did  not  ask  about  welfare 
receipt.  However,  some  useful  data  emerged 
from  this  sample  of  1,404  women. 

47%  of  all  women  were  physically, 
sexually  or  verbally  abused  at  least 
once  in  their  lifetimes;  26%  within 
the  last  year,  and  10%  within  the 
last  month. 


•  34%  of  the  women  with  a  current 
partner  reported  some  current  violence; 
13%  reported  severe  violence,  using  a 
modified  version  of  the  Conflict  Tactics 
Scale.  (CTS.) 

•  81%  of  all  women  reported  some  type 
of  abuse  by  a  former  partner. 

•  65%  reported  one  or  more  severe  acts 
of  violence  by  a  past  partner. 

•  15%  of  the  sample  had  been 
hospitalized  at  least  once  for  a  mental 
health  problem,  and  3%  in  the  year 
preceding  the  assessment.  28% 
reported  a  suicide  attempt,  with  57% 
of  this  group  reporting  multiple 
attempts.  43%  of  the  suicide  attempts 
resulted  in  hospitalization,  accounting 
for  the  majority  of  the  hospitalizations 
reported. 

•  26%  reported  having  a  serious 
emotional  or  mental  health  problem. 

1991-1994  data  from  the  HFP 


21%  of  the  women  reported  they 
had  suffered  some  type  of  abuse 
while  pregnant,  with  76%  of  those 
reporting  verbal,  59%  physical,  and 
3%  sexual  abuse. 


16 


1301 


V.  IMPLICATIONS  FOR 
WELFARE  REFORM:  POLICY 
RECOMMENDATIONS 

The  domestic  violence  barrier  has 
important  implications  for  welfare  reform 
policies. 

Temporary  Exemptions  or  Extensions 
of  Time  Limits 

Time-limited  welfare  reform  efforts  may 
well  exacerbate  domestic  violence  where  it 
already  exists  or  cause  it  to  arise.  First,  many 
women,  for  the  first  time,  will  be  required  to 
work  under  extremely  tight  deadlines. 
Anecdotal  evidence  from  program  providers 
suggests  that  many  men,  threatened  by  their 
partners'  education  and  job  training,  will 
continue  to  prevent  them  from  working, 
even  at  the  risk  of  losing  welfare  benefits. 

In  addition,  while  ultimately  time  limits 
may  encourage  many  women  to  end  violent 
and  abusive  relationships  in  an  effort  to  go 
to  work,  there  is  also  the  possibility  that  the 
welfare-to-work  transition  will  result  in 
serious  injury,  or  even  death.  Unfortunately 
the  process  of  safe  removal  often  takes  time; 
among  other  things,  there  may  be  no  beds 
available  in  a  battered  women's  shelter. 
Time  limits  restrict  women's  ability  to  make 
and  implement  safe  choices  for  themselves 
and  their  families. 

Another  reason  time  limits  are 
inappropriate  is  that,  as  we  have  seen, 
survivors  of  domestic  violence  may  still  be 
suffering  from  the  effects  of  post-traumatic 
stress  disorder  and  will  need  more  time  and 
specialized  services  than  will  be  available 
under  time-limited  programs.  Temporary 
exemptions  from  state  or  federally  imposed 
time  limits,  or  extensions  of  time,  will  thus 
be  necessary  for  some  women  living  with 


domestic  violence  to  enable  them  to 
realistically  and  safely  cope  with  their 
situation  and  its  effects. 

As  an  alternative,  welfare  departments 
should  be  encouraged,  where  possible,  to 
more  broadly  define  "work"  to  include 
"work-related  activities"  for  domestic 
violence  victims.  This  category  could 
include  necessary  supportive  services  or 
therapeutic  activities,  including  participation 
in  domestic  violence  support  groups  and 
drug  and  alcohol  treatment  programs. 

Assessment 

In  order  for  domestic  violence  victims 
to  have  the  necessary  time  and  support  of 
AFDC  while  they  obtain  help,  welfare 
departments  must  properly  assess  the 
presence  of  domestic  violence  or  past 
domestic  violence  in  the  lives  of  AFDC 
participants.  Policies  will  be  needed, 
however,  to  protect  AFDC  participants 
reporting  domestic  violence  to  the  welfare 
department  from  negative  consequences.  For 
example,  unless  confidentiality  is  estab- 
lished, the  intervention  of  a  state  child 
protection  agency  and  the  eventual  loss  of 
children  is  a  real  possibility  for  women  who 
report  domestic  violence.  In  addition  to 
confidentiality  concerns,  advocates  and 
policy  makers  must  work  with  state  child 
protection  agencies  to  make  certain  that 
their  policies  and  procedures  are  sensitive  to 
domestic  violence  victims  and  provide 
women  with  the  support  they  need  to 
eliminate  the  violence  from  their  homes. 

Child  Support  Enforcement 

Stepped  up  paternity  determinations  and 
child  support  enforcement  are  also 
problematic  for  AFDC  participants  who  are 
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violence  victims.  Abuse  is  often  exacerbated 
or  reactivated  when  legal  action  is  taken 
against  the  male  for  child  support.  Many 
abused  women  are  afraid  to  seek  child 
support  because  they  fear  that  receipt  will 
result  in  visitation  rights,  which  would  force 
disclosure  of  their  new  location.  Although 
current  federal  law  does  provide  "good 
cause"  exemptions  in  five  situations, 
including  domestic  violence,  this  option  is 
used  by  less  than  1%  of  AFDC  applicants 
nationally.  Concerns  about  confidentiality 
may  limit  use  of  this  exemption  as  well. 

Supportive  Services 

New  service  delivery  strategies  will  be 
necessary  at  the  community  level  to  provide 
the  supports  needed  by  AFDC  women  who 
are  domestic  violence  victims.  Literacy, 
GED,  job  training,  and  job  placement 
program  staff  will  need  training  in  domestic 
violence  and  its  assessment,  and  must  build 
the  capacity  to  provide  the  specialized 
therapeutic  and  vocational  rehabilitative 
services  which  victims  need.  A  number  of 
comprehensive  welfare-to-work  programs 
have  successfully  experimented  with 
domestic  violence  support  groups  and  Life 
Skills  modules  which  help  the  recovery 
process. 

Many  past  and  current  domestic 
violence  victims  do  not  make  progress  in 
educational  programs  because  of  their 


inability  to  concentrate  and  their  dissociation 
from  new  information-  common  strategies 
developed  to  cope  with  violent  situations.  In 
order  to  be  effective,  it  is  likely  that  literacy 
providers  will  have  to  incorporate  new  and 
developing  techniques  which  assist  trauma 
survivors  "learn  to  learn." 

Lastly,  a  few  welfare-to-work  providers 
that  have  dealt  with  this  issue  head-on 
believe  that  it  is  essential  to  involve  the  men 
in  these  women's  lives.  City  Works  in  the 
Bronx  structures  an  open  house  for  the 
families  of  accepted  students.  According  to 
Karen  Brown: 

"One  of  our  motives  in  the  open  house  is  to 
meet  and  get  to  know  the  male  partners  and 
find  out  how  we  can  assist  them  with  their 
employment  or  education  issues.  If  we  can 
help  a  boyfriend  or  husband  get  into  a  good 
GED,  job  training  or  placement  program,  we 
have  gained  ground  in  encouraging  him  to 
support  his  girlfriend/  wife  in  our  program. 
Too  often,  I  think,  programs  which  serve 
predominately  women  forget  about  the  men 
in  their  students'  lives  and  that  they  may 
need  targeted  assistance  as  well.  Our 
programs  need  to  become  more  than  job 
training  programs;  they  need  to  become 
family  support  programs  as  well. " 
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Appendix  I 


Additional  data  from  the  January  1995 
Taylor  Institute  Report,  Domestic  Violence: 
Telling  the  Untold  Welfare-to-Work  Story: 

•  The  Washington  State  Institute  for  Public 
Policy  undertook  a  five-year  Family 
Income  Study  which  interviewed  a 
representative  sample  of  the  entire  AFDC 
population  in  the  State  of  Washington. 
(1318  respondents.)  In  the  fifth  year  of 
the  study,  administered  in  1992,  women 
were  asked  if  they  had  been  physically  or 
sexually  abused  as  adults. 

60%  reported  some  type  of 
abuse,  with  55%  reporting  being 
physically  abused  by  a  spouse  or 
boyfriend.  The  study  did  not, 
unfortunately,  differentiate  between 
current  and  past  abuse. 

•  In  1993,  Mid-Iowa  Community  Action 
(MICA),  a  comprehensive  family 
development  and  self-sufficiency  program 
in  rural  Marshal Itown,  Iowa  conducted  a 
survey  of  91  heads  of  household 
participating  in  its  family  development 
program  who  had  been  on  welfare  for 
two  years  or  longer. 

22%  were  current  domestic  violence 
victims; 

51%  were  past  domestic  violence 
victims; 

1 1  %  were  current  substance  abusers;  and 
3 1  %  were  past  substance  abusers. 


•  In  December  1991  Manpower 
Demonstration  Research  Corporation 
(MDRC)  published  the  results  of  a  study 
of  617  young  women  (age  16-22) 
participating  in  New  Chance  program 
sites  throughout  the  country  between 
August  1989  and  September  1990.  Case 
management  staff  were  instructed  to 
report  various  problems  only  if  they 
interfered  with  program  participation. 

16%  of  enrol  lees  across  all  sites  told 
program  staff  that  they  had  been  battered 
by  their  boyfriends  or  came  to  the 
program  with  a  black  eye  or  other  visible 
signs  of  abuse;  6%  reported  being  abused 
by  someone  other  than  their  partner.  In 
addition,  15%  reported  discouragement 
of  program  participation  by  their  partner 
and  9%  discouragement  of  program 
participation  by  their  mother  or  other 
close  relative.  MDRC  cautions  that  these 
statistics  are  probably  low  estimates  and 
represent  only  the  cases  known  by  the 
staff. 

•  The  problem  has  also  surfaced  in  Jackson 
County,  Missouri  (Kansas  City)  in  the 
FUTURES  program,  where  the  caseloads 
are  35-I.  In  March  1994  an  evaluation  of 
the  program  by  the  University  of  Missouri 
at  Kansas  City  found  that  "Futures 
graduates  less  frequently  report  the 
presence  of  a  significant  other  in  the 
household  than  do  dropouts  and  those 
currently  in  the  program." 
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Appendix  2 

William  Curcio  of  the  Passaic  County 
Board  of  Social  Services  has  developed  a 
questionnaire  to  track  the  issue  of  domestic 
violence  in  his  welfare-to-work  program.  To 
encourage  other  providers  to  better  assess 
and  track  domestic  violence,  we  are,  with 


his  permission,  reproducing  the 
questionnaire  below.  For  further  information, 
contact  William  Curcio,  Passaic  County 
Board  of  Social  Services,  80  Hamilton  Street, 
Paterson,  New  Jersey  07505,  201-881-3169; 
201-881-3232  (fax). 


CONFIDENTIAL  QUESTIONNAIRE 

The  following  questions  are  being  asked  for  research  purposes  only.  All  your  answers 
are  COMPLETELY  CONFIDENTIAL  and  will  not  be  shared  with  anyone.  You  DO  NOT  have 
to  sign  your  name  to  this  survey. 

The  research  we  are  conducting  is  very  important  and  your  participation  will  greatly 
assist  us  in  identifying  problems  people  may  be  experiencing. 

We  hope  that  the  information  obtained  from  this  survey  will  help  us  design  programs 
which  will  provide  BETTER  SERVICES  to  Welfare  recipients. 

Thank  you  for  helping  us  in  this  project. 

1 .  Are  you  currently  involved  in  a  relationship  with  a  man?  (Boyfriend/Husband) 
Yes   No  

2.  Have  you  every  been  the  victim  of  physical  domestic  abuse?  Yes   No  

3.  Are  you  now  experiencing  a  problem  with  physical  domestic  abuse?  Yes   No  

4.  Have  you  ever  been  subjected  to  verbal  or  emotional  abuse?  Yes   No  

5.  Are  you  now  experiencing  a  problem  with  verbal  or  emotional  abuse? 
Yes   No  

6.  Is  you  boyfriend/husband  supportive  of  you  in  trying  to  better  yourself  and  get  off 
Welfare?  Yes   No  

7.  Does  your  boyfriend/husband  encourage  you  in  your  attempts  to  get  education  and 
training?  Yes   No  

8.  Does  your  boyfriend/husband  try  to  prevent  you  from  getting  more  education  and 
training?  Yes   No  
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9.  Do  you  feel  that  your  boyfriend/husband  tries  to  control  your  life?  Yes   No  

10.  Does  your  boyfriend/husband  "Put  You  Down"  verbally?  Yes   No  

1 1 .  Does  your  boyfriend/husband  help  you  financially  to  get  along?  Yes   No  

12.  If  your  boyfriend/husband  helps  you  financially,  does  he  use  this  to  influence  you  or 
have  you  agree  to  his  wishes?  Yes   No  

13.  If  you  became  an  independent  and  self-sufficient  person,  would  this  cause  a  problem 
in  you  relationship  with  your  boyfriend/husband?  Yes   No_ 

14.  To  your  knowledge,  has  anyone  in  your  family  every  been  the  victim  of  domestic 
abuse  of  any  kind?  Yes   No  

The  following  questions  are  very  personal,  but  will  assist  us  greatly  in  helping 
people  who  may  be  suffering  with  these  problems. 

REMEMBER.  YOU  DO  NOT  HAVE  TO  SIGN  YOUR  NAME  TO  THIS  SURVEY. 

HAVE  YOU  EVER  BEEN  THE  VICTIM  OF: 


15. 

Rape 

Yes  

No  

#  of  times_ 

16. 

Sexual  Assault 

Yes  

No  

#  of  times 

17. 

Childhood  Molestation 

Yes  

No  

#  of  times 

18. 

Incest 

Yes  

No  

#  of  times 

19. 

Sexual  abuse  of  any  kind 

Yes  

No  

#  of  times 

20.  For  the  problems  you  answered  YES  to,  have  you  every  told  anyone  about 
these  situations?  Yes   No  

21 .  For  any  of  the  problems  you  answered  YES  to,  are  you  still  suffering  or  in  pain 
from  any  of  these  events?  Yes   No  

22.  Have  you  ever  had  a  problem  with  drugs  or  alcohol?  Yes   No  

23.  Do  you  currently  have  a  problem  with  drugs  or  alcohol?  Yes   No  
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24.  Have  you  ever  been  homeless?  Yes   No  

25.  Are  you  currently  homeless?  Yes   No  

Have  you  experienced  any  of  the  following  losses? 

26.  Death  of  a  family  member?  Yes   No  

How  many  

27.  Death  of  a  close  friend?  Yes   No  

How  many  

28.  Incarceration  of  a  family  member?  Yes   No  

(Jail,  prison,  juvenile  detention,  boot  camp,  etc.) 

How  many  

29.  Incarceration  of  a  close  friend?   Yes   No  

(Jail,  prison,  juvenile  detention,  boot  camp,  etc.) 

How  many  

30.  Loss  of  a  relationship  with  a  close  friend  or  family  member? 

(Foe  example:  Person  moved  away,  you  and  that  person  had  a  fight,  due  to 
some  circumstances  you  and  that  person  don't  see  each  other  anymore,  etc.) 
Yes   No  

How  many  

31 .  Break  up  of  a  serious  relationship  with  a  boyfriend/husband? 
Yes   No  

How  many  

32.  Have  you  ever  been  separated  from  your  children  for  any  reason? 
Yes   No  

How  many  

33.  Have  you  ever  lost  a  pet?  Yes   No  

(died,  ran  away,  taken  by  someone,  etc.) 

How  many  times  
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34.  For  the  situations  you  answered  YES  to  in  QUESTIONS  15  TO  33,  do  you  feel 
that  the  pain  from  any  of  these  experiences  slows  you  from  making  progress  in 
your  life?  Yes   No  

35.  Do  you  feel  that  you  have  any  serious  personal  problems  to  work  out  before 
you  can  get  off  Welfare  and  become  self-sufficient?  Yes   No  

36.  Does  the  current  Welfare  system  help  you  with  any  of  these  personal 
problems?  Yes   No  

37.  Have  you  ever  been  severely  depressed?  Yes   No  

38.  In  the  past  year,  how  many  times  have  you  been  severely  depressed?  


39.  Are  you  severely  depressed  now?  Yes   No  

40.  Race:        BLACK:   WHITE:   HISPANIC:   OTHER: 

41.  AGE:  


42.      How  many  children  do  you  have?_ 


43.      How  many  years  in  total  have  you  been  on  Welfare?. 


44.      How  many  years  of  regular  school  or  college  do  you  have?  Circle  the  number 
of  years  of  schooling  completed: 

1  2  3  4  5  6  7  8  9  10  11  12  13  14  15  16  + 

45      How  many  years  in  total  have  you  worked?  


Thank  you  very  much  for  your  time  and  assistance  in  filling  out  this  questionnaire.  The 
information  you  have  provided  will  be  of  great  value  in  our  research.  Your  participation 
in  this  survey  will  help  us  explore  areas  of  better  service  provision.  Thank  you  again. 


DEVELOPED  BY  W.  CURCIO,  1 1/1/95,  NEW  JERSEY. 
USAGE  OF  THIS  INSTRUMENT  SHOULD  BE  REFERENCED 
TO  THE  ABOVE. 
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Mr.  Porter.  Thank  you.  We  are  pleased  to  welcome  three  addi- 
tional members  of  the  Congressional  Caucus  for  Women's  Issues, 
Lynn  Woolsey,  Carrie  Meek,  and  Eddie  Bernice  Johnson.  Congress- 
woman  Morella,  is  that  the  proper  order  for  them  to  testify? 

Mrs.  Morella.  Lynn  Woolsey  chairs  the  Task  Force  on  Edu- 
cation, Carrie  Meek  chairs  the  Task  Force  on  Older  Women,  and 
Eddie  Bernice  Johnson  is  the  co-chair  of  the  Task  Force  on  Wom- 
en's Health,  all  in  leadership  positions. 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  LYNN  WOOLSEY,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  CALIFORNIA 

Ms.  Woolsey.  Thank  you,  Mr.  Chairman,  and  I  thank  the  com- 
mittee for  inviting  the  members  of  the  Congressional  Caucus  on 
Women's  Issues  to  testify  this  morning.  As  chair  of  the  Economic 
and  Educational  Equity  Task  Force,  it  is  a  true  honor  to  speak  to 
you  about  the  importance  of  funding  education  programs,  programs 
that  promote  equality  for  all  Americans.  I  have  provided  additional 
information  in  my  written  testimony  on  some  of  the  detail  of  this. 

Mr.  Chairman,  all  of  us  know  that  the  best  way  to  achieve  equal- 
ity is  to  provide  a  top-notch  education  for  every  person  in  this 
country.  When  we  strengthen  education  for  every  young  person,  we 
prepare  girls  and  boys  for  high-skilled  jobs  that  pay  a  livable  wage. 
We  prevent  young  women  from  having  to  rely  on  welfare,  and  we 
reduce  unwanted  pregnancies,  crime,  and  violence.  At  the  same 
time,  we  increase  respect  for  our  health,  for  our  environment,  and 
for  each  other  and  for  our  differences. 

That  is  why  I  am  here  before  you  today.  I  am  here  to  request 
that  this  subcommittee  re-evaluate  some  of  the  funding  decisions 
that  were  made  last  year.  In  the  1996  spending  bill,  important  edu- 
cation programs  were  cut,  particularly  those  which  promote  equal- 
ity in  the  classroom. 

Right  now,  many  programs  which  are  funded  through  WEEA,  the 
Women's  Educational  Equity  Act,  are  on  the  verge  of  elimination 
because,  as  you  know,  WEEA  was  zero  funded  in  the  omnibus  1996 
appropriations  bill.  That  means  that  programs  to  promote  gender 
equity  in  the  classroom,  economic  self-sufficiency,  and  non-tradi- 
tional occupational  training  may  be  discontinued  this  fall  when  the 
school  year  resumes.  Let's  not  make  that  same  mistake  in  the  ap- 
propriations bill  that  we're  considering  now.  So  I  urge  you  to  fund 
the  Women's  Education  Equity  Act  at  the  President's  request, 
which  is  $4  million. 

Mr.  Chairman,  in  addition,  I  would  like  to  bring  to  the  commit- 
tee's attention  the  Child  Care  and  Development  Block  Grant.  Af- 
fordable child  care  is  a  matter  of  critical  importance  to  working 
women  across  America.  Access  to  child  care  is  often  the  determin- 
ing factor  of  whether  a  woman  can  enter  the  workforce  and  be  a 
productive  member  of  society.  I  want  to  thank  the  subcommittee 
for  its  appropriations  of  over  $900  million  for  the  Child  Care  and 
Development  Block  Grant  in  1996,  and  I  urge  you  to  increase  this 
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amount  in  the  1997  appropriations  so  that  this  critical  program  can 
serve  more  children  and  more  families  in  the  future. 

Finally,  Mr.  Chairman,  I  would  be  remiss  if  I  did  not  make  one 
closing  point,  and  that  is  girls  and  women  do  not  learn  in  a  vacu- 
um. The  quality  of  overall  education  directly  impacts  women  and 
their  education  levels  and  success.  When  schools  are  good,  when 
children  are  fed,  when  teachers  are  properly  trained,  girls  and  boys 
excel.  Making  education  our  number  one  priority  is  the  key  toward 
equality  for  all  Americans.  That  is  why  I  urge  the  subcommittee  to 
support  Child  Nutrition  Title  1  programs,  Safe  and  Drug-Free 
Schools,  School-to-Work,  and  Impact  Aid. 

Again,  Mr.  Chairman,  I  want  to  thank  you  and  your  wonderful 
committee  for  taking  the  time  to  hear  our  concerns.  I  also  want  to 
thank  the  two  co-chairs  of  the  Women's  Caucus,  Connie  Morella 
and  Nita  Lowey,  for  their  leadership  and  for  bringing  us  here 
today.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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REP.   LYNN  WOOLSEY 
TESTIMONY  WITH  WOMEN'S  CAUCUS 
LABOR -HHS  APPROPRIATIONS  SUBCOMMITTEE 
MAY  14,  1996 

Mr.  Chairman,   as  the  co-chair  of  the  Economic  and  Educational 
Equity  Task  Force  of  the  Women's  Caucus,    I  would  like  to  thank 
you  for  the  opportunity  to  testify  in  support  of  funding  for 
education  programs  which  are  crucial  to  promoting  equality  and 
economic  opportunity  for  women  and  men. 

I  believe  that  the  best  way  to  achieve  equality  is  to  provide  a 
quality  education  for  every  person  in  this  country.     When  we 
strengthen  education  for  every  young  person,  we  prepare  girls  and 
boys  for  high-skilled  jobs  that  pay  a  livable  wage.     We  prevent 
young  women  from  having  to  rely  on  welfare.     We  reduce  unwanted 
pregnancies,  crime,   and  violence.     And,  we  increase  respect  for 
our  health,  our  environment,   and  for  each  other  and  our 
differences. 

That  is  why  I  am  here  before  the  Labor-HHS  Appropriations 
Subcommittee  today.     I  am  here  to  strongly  urge  the  Subcommittee 
to  re-evaluate  some  of  the  funding  decisions  that  were  made  last 
year,   when  so  many  important  education  programs  were  cut, 
particularly  those  which  promote  equality  in  the  classroom. 

Programs  which  promote  gender  equity  in  education,  such  as  the 
Women's  Educational  Equity  Act  (WEEA) ,  suffered  severe  cuts  in 
this  Congress. 

WEEA  was  passed  by  Congress  two  decades  ago  in  an  effort  to 
eliminate  discrimination  against  women  and  girls  in  America's 
schools.     However,   since  this  program  was  zero- funded  for  FY 
1996,  many  important  programs  will  be  discontinued  this  fall  when 
the  school  year  resumes . 

WEEA  programs  prepare  girls  and  women  for  economic  self- 
sufficiency,   they  keep  at-risk  young  women  in  school  and  off 
welfare,  and  they  help  train  young  women  for  non- traditional 
occupations.     In  addition,  WEEA  helps  to  fund  the  National 
Women's  History  Project,  which  is  located  in  Sonoma  County, 
California.     I  urge  the  Subcommittee  to  reconsider  last  year's 
decision  to  zero-fund  WEEA,   and  provide  the  President's  level  of 
funding  for  FY  1997,  which  is  $4  million. 

But,  WEEA  is  not  the  only  federal  program  which  helps  to  make 
America's  schools  better  able  to  meet  the  needs  of  female 
students.     Education  programs  in  general  have  important 
consequences  on  a  girl's  future  ability  to  achieve  economic 
parity  with  men.     That  is  why  I  would  like  to  take  a  part  of  my 
time  to  discuss  federal  support  for  education. 

Education  must  be  our  nation's  number  one  priority  if  America  is 
to  succeed  in  the  21st  century.     It  is  the  lack  of  quality 
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education  that  is  the  cause  of  so  many  of  our  nation's  problems, 
such  as  crime  and  violence,   life-long  dependency  on  welfare, 
hopelessness,   and  a  work  force  untrained  and  ill -prepared  for  the 
high  skilled  jobs  of  the  global  marketplace. 

And  many  of  these  same  problems  impact  our  children's  readiness 
to  learn.     Children  who  are  hungry,  who  are  sick,  who  are 
spending  long  hours  before  and  after  school,   alone  and 
frightened,   cannot  learn  even  in  the  best  classrooms.     That  is 
why  I  introduced  legislation  which  encourages  schools  to  join 
with  community  service  providers  to  meet  those  health  and  social 
service  needs  that  will  ensure  that  their  students  enter  their 
classrooms  ready  to  learn.     My  bill  was  passed  as  part  of  the 
reauthorization  of  the  Elementary  and  Secondary  Education  Act  in 
the  last  Congress.     Schools  may  choose  to  use  up  to  five  percent 
of  their  federal  funds  to  pay  for  these  coordinated  services,  so 
I  urge  you  to  appropriate  as  much  as  possible  to  programs  which 
go  to  local  education  agencies. 

Once  a  child  is  in  school,   there  are  a  number  of  other  important 
programs  I  hope  this  Subcommittee  will  support. 

One  is  the  Title  I  program,   which  provides  extra  help  to  those 
children  who  need  to  improve  their  education  skills  so  they  can 
go  on  to  learn  the  higher-order  thinking  skills  they  will  need 
for  the  jobs  of  the  future.     Title  I  is  an  up-front  investment 
that  pays  off  in  an  educated  work  force  of  tomorrow. 

Safe  and  Drug-Free  Schools  is  another  important  investment.  In 
my  Congressional  District,   the  schools  use  their  funds  from  this 
program  in  a  variety  of  ways .     Some  contribute  to  the  salary  of  a 
school  drug  counselor  or  ant i -gang  counselor.     Others  use  these 
funds  for  educational  materials  that  go  directly  to  students  and 
their  families.     But,   however  these  funds  are  used,   the  educators 
I  speak  with  all  agree  that  the  Safe  and  Drug-Free  Schools 
program  help  make  their  schools  a  safer,   saner  place  for  students 
and  educators . 

I  also  strongly  urge  the  Subcommittee  to  appropriate  funds  for 
the  School -to-Work  program.     I  recently  met  with  some  members  of 
the  Sonoma  County  School  to  Career  Partnership,   a  collaboration 
of  local  education,   industry,   labor  and  community  leaders.  The 
Partnership  is  committed  to  working  together  to  create  and 
maintain  a  system  which  ensures  that  all  Sonoma  County  students 
are  prepared  to  achieve  the  high  level  skills  they  need  for  the 
high  level  jobs  in  our  area,  and  across  the  nation.     The  Sonoma 
County  School  to  Career  Partnership  applied  for  a  School -to-Work 
grant,  which  they  did  not  receive.     But  they  are  not  deterred. 
They  deeply  believe  in  the  importance  of  an  effective  school  to 
work  system  for  employers,   students  and  the  entire  community.  The 
Partnership  members  traveled  to  Washington,   D.C.   and  met  with 
School -to-Work  staff  to  find  out  how  they  can  better  communicate 
their  goals.     They  definitely  plan  to  reapply  for  a  grant  next 
year,   and  they,   like  so  many  community  partnerships  of  this  type 
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across  the  nation,   hope  that  the  School-to-Work  programs  will 
have  sufficient  funds  to  keep  the  school  to  work  momentum 
rolling . 

Another  important  way  in  which  this  Subcommittee  can  support 
schools  is  by  adequate  funding  for  the  impact  aid  program.  I 
know  I  don't  have  to  explain  to  the  Members  of  this  Subcommittee 
what  impact  aid  is,   but  I  would  like  to  ask  you  to  remember  that 
impact  aid  is  not  really  about  payments  from  the  federal 
government  to  state  and  local  governments.     It  is  about  children. 
Impact  aid  enables  local  schools  to  educate  children  who  live  and 
attend  school  in  an  area  where  the  federal  government,  usually 
for  national  defense  reasons,   locates  families.     And  as  these 
families  turn  to  the  local  schools  to  give  their  children  a  good 
education,   the  schools  must  be  able  to  turn  to  the  federal 
government  to  help  pay  for  the  cost  of  that  education. 
Otherwise,   all  of  the  children  in  that  school  system  suffer. 

The  last  area  I  want  to  bring  to  your  attention  is  the  importance 
of  funding  for  the  federal  student  aid  programs.     A  recent  cover 
of  Newsweek  Magazine  read,    "One  Thousand  Dollars  A  Week:  The 
Scary  Cost  of  College."     Of  course,   most  colleges  don't  cost  one 
thousand  dollars  a, week,  but  there  is  no  denying  that  the  cost  of 
a  college  education  whether  public  or  private,    is  increasing 
rapidly.     Students  are  being  forced  to  borrow  so  much  to  get 
their  education  that  they  are  head  over  heels  in  debt  before  they 
even  graduate.     The  Subcommittee  should  increase  the 
appropriation  for  Pell  Grants,   so  that  our  most  needy  students 
aren't  prohibited  from  furthering  their  education  beyond  high 
school  because  of  the  cost.     The  Subcommittee  should  also  ensure 
that  no  legislative  language  is  attached  to  this  bill  which  would 
limit  students'   access  to  a  wide  variety  of  education  loans. 

Another  matter  of  critical  importance  is  the  availability  of 
affordable  child  care.     Child  care  is  a  determining  factor  in 
many  women's  ability  to  go  to  work,   and  perform  at  a  high  level 
once  there.     In  many  cases,   a  lack  of  affordable  child  care 
prevents  women  from  entering  the  work  force  at  all. 

With  more  and  more  mothers  forced  to  work  to  make  ends  meet, 
funding  for  child  care  is  crucial  to  America's  families. 
Therefore,   I  urge  the  Subcommittee  to  fully  fund  the  Child  Care 
and  Development  Block  Grant . 

In  conclusion,    I  also  want  to  lend  my  voice  in  support  of 
Training  and  Advisory  Services,   also  known  as  Title  IV  programs, 
Women  in  Apprenticeship  training,   the  Displaced  Homemakers  Self- 
Sufficiency  Act,   and  the  Women's  Bureau  in  the  Department  of 
Labor.     Your  support  for  the  above  mentioned  programs  will  make  a 
difference  in  the  lives  of  millions  of  Americans,   will  promote 
equality  for  women  and  girls,   and  will  help  to  build  a  strong 
America  for  the  next  century. 

I  thank  my  colleagues  for  reviewing  my  testimony,   and  I'  look 
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forward  to  working  with  you  in  the  coming  weeks  on  this  important 
matter. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  CARRIE  MEEK,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  FLORIDA 

Mr.  Porter.  Congresswoman  Meek. 

Mrs.  Meek.  Thank  you  very  much.  Chairman  Porter,  I  thank  you 
for  allowing  me  to  appear  before  the  committee  today,  and  I  want 
to  thank  the  entire  committee  for  what  you  have  done  for  us  in  the 
past.  I  am  certainly  hoping  that  you  will  continue  that  support. 
And  in  instances  where  you  can  do  better,  I  appeal  to  you  for  that 
as  well. 

I  am  chairlady  of  the  Task  Force  on  Older  Women  of  the  Con- 
gressional Caucus  on  Women's  Issues,  as  my  chairlady  has  said. 
We  have  two  wonderful  people  who  lead  this  Caucus,  Mr.  Chair- 
man. We  have  the  kind  of  leadership  that  has  led  us  and  the  kind 
of  issues  that  I  like  very  much,  those  are  bipartisan  issues  which 
anyone  can  see  the  good  in  them.  That's  what  is  good  about  the 
Women's  Caucus  in  that  we  do  have  bipartisan  membership  and 
we  talk  about  issues  that  are  of  concern  to  women  everywhere. 
That  is  one  of  the  most  important  concepts  of  this  Caucus. 

It  has  been  predicted,  and  I  am  here  to  testify  on  behalf  of  the 
older  women  in  this  country,  that  by  the  year  2015  that  nearly  half 
of  all  women  in  this  country  will  be  45  years  or  older,  whether  they 
own  up  to  it  or  not.  [Laughter.] 

Mrs.  Meek.  Because  of  this  demographic  factor,  the  health  care 
of  older  women  will  become  increasingly  important.  For  example, 
I  have  colleagues  here  today  who  will  be  talking  more  about  Alz- 
heimer's disease  and  some  of  the  things  that  really  negatively  af- 
fect older  women.  We  tend  to  live  longer  than  the  men,  therefore 
we  are  afflicted  by  a  lot  of  things  which  become  chronic  in  older 
people.  But  either  we  become  a  caregiver  or  we  become  the  victim 
of  many  of  these  afflictions.  If  we  become  the  caregiver,  you  under- 
stand what  that  entails.  If  we  become  the  victim,  then  we  know 
that  we  are  both  more  likely  to  get  the  disease  and  more  likely  to 
care  for  someone  who  suffers  from  it. 

I  support  additional  funds  for  research  and  for  a  new  phase  of 
the  Alzheimer's  Demonstration  Grant  to  States  program.  It  is  ex- 
tremely important.  Alzheimer's  disease  is  a  disease  that  is  spread- 
ing and  coming  more  to  the  attention  of  the  American  public.  This 
particular  demonstration  grant  to  States  supports  outreach  and 
respite  care  focusing  on  hard  to  reach  and  underserved  people, 
such  as  in  rural  areas  and  the  inner-city,  which  many  times  other 
programs  don't  have  that  kind  of  reach. 

I  urge  Congress,  as  I  have  for  the  last  three  years  since  I've  been 
here,  to  appropriate  an  additional  $20  million  for  lupus  research 
and  education  for  the  fiscal  year  1997.  You  did  put  in  two  years 
ago  some  additional  funds.  I  hope  that  you  continue  to  do  this.  This 
lupus  disease,  as  you  know,  disproportionately  affects  women.  I 
have  a  personal  interest  in  lupus  because  it  is  in  my  family  and 
my  sister  died  of  it.  I  have  witnessed  the  devastating  impact  of 
lupus  on  afflicted  people.  So  it  is  important  and  I  am  hopeful  the 
committee  will  consider  that. 
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There  are  two  additional  issues  that  I  need  to  address,  one  is  a 
health  issue  and  the  other  one  is  an  economic  issue  of  older 
women.  Some  15  percent  of  older  women  are  poor.  I  thank  you  for 
the  support  that  you  gave  us  last  funding  cycle.  I  hope  for  the  con- 
tinuation of  the  fiscal  year  1996  level  of  funding  for  the  Community 
Service  Employment  program.  You  would  be  surprised  at  the  num- 
ber of  older  women  that  this  program  helps.  Please,  if  you  can,  con- 
tinue that  program.  There  was  $373  million  in  it  the  last  funding 
year  and  it  stretched  a  long  way.  As  I  said,  a  large  number  of  these 
women  are  low-income  women  and  rural  women.  But  they  learn 
these  job  skills  and  they  are  able  to  continue.  Remember,  they're 
getting  pretty  old  now  so  they  do  need  to  be  able  to  work  and  they 
are  healthy  women. 

Also  of  interest  to  me,  and  I  really  want  the  committee's  support 
on  it,  is  funding  for  the  Title  IV  Research  and  Development  in  the 
Administration  on  Aging.  That  program's  funding  has  really  fallen. 
I  thank  you  for  it.  I  hope  you  can  continue  it.  It  was  funded  for 
$25.6  million  in  fiscal  year  1995.  In  fiscal  year  1996,  it  went  down 
to  $2.8  million.  I  am  appealing  today  if  you  can  to  raise  that  a  little 
bit  because  we  do  need  that  research  on  older  women  and  how 
these  kinds  of  things  affect  them.  So  the  economic  part  is  impor- 
tant. 

Mr.  Chairman,  in  the  interest  of  time,  I  do  hope  that  you  will  at 
least  give  $12  million  to  be  spent  on  these  programs.  The  Chair- 
man knows  I  ask  for  money  every  time  I  come  before  this  commit- 
tee. But  I  just  want  you  to  know  the  bottom  line,  Chairman  Porter 
and  members  of  the  committee.  Please  try  if  you  can  to  hit  those 
two  facets — the  health  facet  and  the  economic  facet.  Thank  you 
very  much. 

[The  prepared  statement  follows:] 
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TESTIMONY  OF  THE  HONORABLE 
CARRIE  MEEK 
BEFORE  THE  APPROPRIATIONS  SUBCOMMITTEE 
ON  LABOR/HEALTH  AND  HUMAN 
SERVICES/EDUCATION 

MAY  15,  1995 


Mr.  Chairman,  thank  you  for  allowing  me  the  opportunity  to  testify  before  this 
subcommittee.  As  chair  of  the  Task  Force  on  Older  Women  of  the  Congressional 
Caucus  on  Women's  Issues,  I  am  here  testifying  on  behalf  of  the  older  women  of 
America.  It  is  predicted  that  by.the  year  2015,  nearly  half  of  all  women  in  this 
country  will  be  age  45  or  older. 

I  recognize  that  these  are  challenging  budgetary  times.  Nevertheless,  I  feel  we 
need  to  invest  in  programs  that  will  pay  off  many  times  over  in  decreasing  health  care 
costs  for  older  women,  helping  older  women  get  paying  jobs,  and  improving  the 
efficiency  and  effectiveness  of  services  to  aging  Americans-  before  the  increasing 
population  of  elderly  completely  swamps  our  country's  capacity  to  care  for  them. 

If  we  do  not  improve  the  health  of  older  women,  the  cost  of  treating  disease 
and  providing  long-term  care  will  overwhelm  the  health  care  system  in  the  next 
decades.  I  urge  the  subcommittee  to  continue  to  fully  fund  the  Women's  Health 
Initiative  which  will  ultimately  yield  critical  information  about  osteoporosis  and 
hormone  replacement  therapy.  We  are  currently  in  the  fifth  year  of  a  1 5-year  project 
involving  clinical  trials  to  test  promising  preventive  interventions  for  cancer,  heart 
disease,  and  osteoporosis.  I  want  to  stress  here  that  we  need  long-term  studies,  such 
as  the  Women's  Health  Initiative,  to  study  the  chronic  diseases  that  affect  mature 
women,  including  cardiovascular  disease,  cancer,  and  osteoporosis. 

Alzheimer's  is  another  disease  that  disproportionately  affects  older  women. 
Since  women,  on  the  average,  tend  to  live  longer  than  me,  and  since  women  are  the 
vast  majority  of  caregivers,  both  paid  and  unpaid,  we  are  both  more  likely  to  get  the 
disease  and  much  more  likely  to  care  for  someone  who  suffers  from  it. 

I  support  additional  funds  for  research  and  for  a  new  phase  of  the  Alzheimer's 
Demonstration  Grant  to  States  Programs,  which  has  supported  outreach  and  respite 
care  focusing  on  hard  to  reach  and  underserved  populations  of  persons  with 
Alzheimer's  disease  and  their  caregivers.  For  example,  in  Florida  the  programs  provide 
in-home  respite  and  day  care  center  services  using  elderly  and  high  school  volunteers 
as  respite  workers.  These  programs  provide  respite  to  those  who  are  performing  the 
incredibly  difficult  and  more  than  full  time  job  of  caring  for  people  with  Alzheimer's. 
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Mr.  Chairman,  I  urge  Congress  to  appropriate  an  additional  20  million  for  lupus 
research  and  education  for  fiscal  year  1 997.  This  disease  disproportionately  affects 
women,  and  is  more  common  in  minority  women.  I  lost  my  own  sister  to  lupus,  so 
I  have  personally  witnessed  the  devastating  impact  lupus  can  have  on  the  afflicted 
person  and  her  loved  ones.  Increasing  numbers  of  women  and  men  are  diagnosed 
with  this  disease,  and  we  neither  know  why  it  is  increasing  nor  how  to  cure  it. 

In  addition  to  health  issues,*!  would  like  to  address  the  sad  economic  situation 
of  many  older  women-  1 5%  of  older  women  are  poor.  I  support  increased  funding 
for  the  Senior  Community  Service  Employment  Program.  According  to  the  Department 
of  Labor,  71  percent  of  the  people  in  this  program  are  older  women.  These  low- 
income  women  learn  job  skills  while  performing  community  service  in  schools, 
hospitals,  conservation  projects,  literacy  instruction,  day-care  centers  and  other 
community  projects,  This  program  provides  much-needed  income  in  exchange  for 
work  that  improves  our  communities. 

We  often  hear  about  the  loss  of  community  in  today's  mobile,  fast-paced 
society,  where  both  parents  often  need  to  work  to  survive.  Older  women  have 
traditionally  been  the  glue  that  holds  the  community  together,  caring  for  their  children, 
their  families  and  each  other.  The  SCSEP  program  allows  older  women  and  men  to 
learn  skills  to  help  them  get  unsubsidized  jobs,  and  to  do  this  community  work  at  the 
same  time. 

Of  special  interest  and  concern  to  me  is  funding  of  Title  IV  Research  and 
Development  in  the  Administration  on  Aging.  This  program  is  unique  because  it  is  a 
testing  ground  for  good  ideas  with  an  applied  research,  demonstration,  and 
development  strategy. 

Programs  and  policies  for  the  elderly  are  too  important  and  too  expensive  to 
conduct  without  testing,  evaluation  and  improvement  of  different  approaches  and 
ideas.  A  major  industry  without  an  research  and  development  program  and  without 
product  evaluation  and  course  correction  would  not  be  competitive  in  today's  global 
market.  We  owe  it  to  the  citizens  of  the  United  States  that  their  tax  dollars  be  spent 
on  effective  and  efficient  programs.  These  can  only  be  developed  by  a  well-run 
testing  process. 

Let  me  just  mention  a  few  examples  of  programs  funded  through  Title  IV  that 
relate  to  older  women.  One  program  is  a  cooperative  project  to  build  a  statewide 
system  of  services  to  educate  and  ensure  shelter,  counseling  and  other  care  for  older 
battered  women.  Another  is  a  public  awareness  program  to  increase  the  Hispanic 
community's  knowledge  about  domestic  violence  in  general  and  elder  abuse  in 
particular.  These,  as  well  as  other  needed  and  worthwhile  programs,  will  not  be  able 
to  be  funded  in  the  future  due  to  cuts  in  the  current  budget.  I  urge  that  this  funding 
be  restored  in  the  FY  1997  bill. 

Finally,  Mr.  Chairman,  I  unequivocally  oppose  the  addition  of  any  abortion  riders 
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to  this  appropriations  bill,  and  ask  that  Title  X  be  kept  intact.  Thank  you  for  this 
opportunity  to  testify  today  on  these  issues  that  are  important  to  older  women. 
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Mr.  Porter.  Congresswoman  Meek,  everybody  asks  for  money 
who  comes  before  this  committee,  so  don't  feel  bad.  [Laughter.] 

Mrs.  Morella.  Mr.  Chairman,  before  Eddie  Bernice  Johnson  tes- 
tifies, who  co-chairs  the  Task  Force  on  Health,  I  am  going  to  be 
leaving  but  I  wanted  to  mention  that  we've  been  joined  by  Rosa 
DeLauro  who  used  to  be  on  this  committee  and  who  did  a  great  job, 
did  a  yeowoman's  job  on  the  floor  yesterday  on  the  amendment. 
And  our  newest  Member  of  Congress,  Juanita  McDonald  is  here. 

Mr.  Porter.  Before  you  leave,  Congresswoman  Morella,  I  want 
to  make  a  brief  comment  on  several  areas  of  testimony.  First,  on 
the  Title  X  issue.  I  believe  we're  going  to  see  another  major  fight 
in  our  subcommittee,  full  committee,  and  on  the  floor  of  the  House 
on  Title  X.  I  certainly  agree  with  Nancy  Johnson  and  others  who 
have  testified  in  behalf  of  this  issue,  I  believe  that  it  is  not  bound 
up  at  all  in  the  issue  of  abortion  and  never  has  been,  but  there  is 
a  concerted  effort  simply  to  remove  family  planning  funding  that 
I  think  we  ought  to  do  our  very  best  to  resist  in  every  way  possible. 
Nancy  Johnson  also  mentioned  international  family  planning  over 
which  this  subcommittee  doesn't  have  jurisdiction  but  my  other  one 
does.  I  think  we're  going  to  see  the  same  kind  of  fight  there. 

On  many  of  the  education  issues,  and  the  reason  I  wanted  to 
catch  you  before  you  left,  and  I'm  sorry  I  didn't  get  a  chance  to  say 
this  to  others,  is  that  last  year  this  subcommittee  had  a  very  great 
burden  to  carry  in  terms  of  deficit  reduction — 40  percent  of  the  dis- 
cretionary spending  reductions  were  in  our  602-b  allocation.  We 
are  obviously  hopeful  that  burden  does  not  continue  for  this  fiscal 
year.  This  decision  is  one  that  is  about  to  be  made  in  the  budgetary 
process  though,  and  to  the  extent  that  you  can  influence  the  course 
of  events  on  602-b,  to  that  extent,  we  will  have  sufficient  funds  to 
work  with  to  address  the  concerns  that  have  been  expressed  here 
today.  So  I  am  lobbying  all  of  you. 

Mrs.  Morella.  Thank  you.  I  promise  you  that  I  shall  do  that  be- 
cause you  have  done  such  a  great  job  in  terms  of  the  leadership  in 
that  regard.  We  truly  mean  it  when  we've  all  reiterated  that  point. 
So  we  certainly  will  do  all  we  can  and  actually  do  the  appropriate 
lobbying.  It  is  too  bad  about  Title  X,  but  it  means  that  all  of  us 
are  going  to  have  to  make  sure  that  we  get  ready  to  mount  that 
campaign.  And  international  family  planning  really  has  lost  about 
a  year  altogether. 

Mr.  Porter.  I  agree  with  that.  Mr.  Stokes? 

Mr.  Stokes.  Mr.  Chairman,  before  Mrs.  Morella  leaves,  I  would 
just  like  to  join  you  and  concur  in  your  comments  to  her.  But  par- 
ticularly I  want  to  commend  her  for  her  leadership  in  assembling 
this  very  distinguished  and  impressive  panel  that  appears  here  this 
morning.  I  think  you  have  done  an  outstanding  job  in  presenting 
to  us  an  array  of  issues  with  which  this  particular  subcommittee 
deals. 

You  might  also  be  interested  in  knowing  that  under  the  leader- 
ship of  our  Chairman,  Mr.  Porter,  that  we  visited  the  National  In- 
stitutes of  Health  yesterday,  toured  the  facility,  and  we  were  treat- 
ed to  some  of  the  latest  medical  advancements  in  terms  of  gene- 
mapping,  things  of  that  nature.  Afterwards,  we  came  back  here 
and  had  testimony  from  three  Nobel  laureates  on  some  of  the  latest 
developments  in  terms  of  medical  breakthroughs. 
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I  want  to  say  to  you,  just  additionally,  that  IVe  sat  on  this  com- 
mittee for  many,  many  years  where  we  did  not  have  women  on  this 
committee.  A  couple  of  terms  ago  we  added  Rosa  DeLauro  and 
Nancy  Pelosi  and  Nita  Lowey.  I  can  tell  you  they  have  been  strong 
advocates  and  they  have  made  a  real  difference  on  this  subcommit- 
tee by  the  kind  of  leadership  that  they've  given  on  the  kinds  of  is- 
sues that  you  and  your  colleagues  have  testified  to  this  morning. 

So,  we  appreciate  your  appearance  and  thank  you  for  coming. 

Mrs.  Morella.  Thank  you  very  much.  This  is  Brain  Awareness 
Week,  and  that's  where  you  heard  your  Nobel  laureate  recipients. 
As  a  matter  of  fact,  the  statement  has  been  made  that  if  you  can 
just  hold  back  Alzheimer's  for  five  years,  you  can  save  $50  billion. 
Isn't  that  incredible.  Thank  you  for  going  to  NIH.  Thank  you  all 
very  much. 

Mr.  Porter.  Thank  you,  Congresswoman  Morella.  I  concur  in 
what  my  colleague  Mr.  Stokes  said  about  the  leadership  that  you 
and  the  members  of  the  Congressional  Caucus  on  Women's  Issues 
have  brought  to  bear  on  these  issues.  We  very  much  appreciate 
your  coming  here  to  testify  this  morning. 

Mrs.  Morella.  Thank  you.  They  are  all  very  committed. 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  EDDIE  BERNICE  JOHNSON,  A  REPRESENTATIVE  IN  CONGRESS 
FROM  THE  STATE  OF  TEXAS 

Mr.  Porter.  Congresswoman  Johnson. 

Ms.  Johnson  of  Texas.  Thank  you,  Mr.  Chairman.  I  want  to  ex- 
press my  appreciation  to  our  co-chairs  that  lead  a  bipartisan  group 
in  a  very  professional  manner.  I  would  like  to  take  a  moment  to 
discuss  the  research  in  the  field  of  osteoporosis. 

Osteoporosis,  or  "fragile  bone"  disease,  is  a  silent,  underlying 
condition  affecting  some  25,000,000  Americans,  with  about  80  per- 
cent of  them  being  women.  Osteoporosis,  Mr.  Chairman,  begins  to 
take  its  toll  before  most  of  us  are  aware  of  it.  Unfortunately,  most 
women  find  out  that  they  have  osteoporosis  when  it  is  too  late,  usu- 
ally after  a  fracture,  loss  of  height  or  curvature  of  the  spine  has 
already  occurred.  The  greatest  tragedy  is  that  for  many  women  this 
costly  disease  is  preventable  and  treatable. 

I  have  introduced  H.R.  3331,  which  is  bipartisan  and  bigender 
sponsored,  the  Osteoporosis  and  Related  Bone  Diseases  Research 
Act  of  1996.  This  bill  would  ultimately  amend  the  Public  Health 
Service  Act  to  expand  and  intensify  programs  of  the  National  Insti- 
tutes of  Health  with  respect  to  research  and  related  activities  con- 
cerning osteoporosis  and  related  bone  diseases.  The  goal  of  this  bill 
is  to  make  every  woman,  every  man,  every  health  care  professional, 
every  caregiver,  and  every  policymaker  aware,  through  research 
and  related  activities,  of  the  seriousness  of  osteoporosis  and  other 
bone  related  diseases,  particularly  for  every  woman  at  mid-life. 

Mr.  Chairman,  as  you  and  the  rest  of  the  distinguished  members 
of  this  subcommittee  determine  your  priorities  for  fiscal  year  1997, 
I  ask  that  you  ensure  that  an  estimated  $50  million  be  earmarked 
for  various  agencies  of  the  National  Institutes  of  Health  in  ref- 
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erence  to  osteoporosis  and  other  bone  related  diseases.  I  hope  that 
this  Congress  continues  the  progress  we  have  made,  not  only  in 
women's  health,  but  also  in  moving  toward  a  greater  economic  and 
educational  equity  for  women. 

I  am  a  cancer  survivor.  As  a  result  of  that,  I  was  aware  that  I 
could  become  osteoporotic  early.  I  am  in  a  research  program  at  a 
medical  school  where  there  are  at  least  four  Nobel  Prize  winners. 
It  is  a  very,  very  first-class  program.  It  is  probably  the  only  reason 
why  I  don't  have  a  very  obvious  curving  of  my  spine.  And  because 
of  this  personal  experience,  I  know  the  difference  between  living  in 
lots  of  pain  and  being  active  and  supportive  of  myself. 

I  want  to  thank  you  again  for  allowing  us  to  testify,  and  hope 
that  you  will  give  serious  consideration  to  our  request.  I  thank  you. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  CONGRESSWOMAN  EDDIE  BERNICE  JOHNSON 
BEFORE  THE  LABOR/HHS/EDUCATION  APPROPRIATIONS 
SUBCOMMITTEE 
MAY  15,  1996 

Mr.  Chairman,  thank  you  for  providing  the  opportunity  to  testify  today  on 
behalf  of  the  Congressional  Caucus  for  Women's  Issues.  I  would  like  to  take  a 
moment  to  discuss  my  efforts  for  further  research  in  the  field  of  Osteoporosis. 

Osteoporosis,  or  "Fragile  Bone"  disease,  is  a  silent,  underlying  condition 
affecting  some  25  million  Americans,  most  of  them  women.  Osteoporosis,  Mr. 
Chairman,  begins  to  take  its  toll  before  most  women  are  aware  of  it. 
Unfortunately,  most  women  find  out  that  they  have  osteoporosis  when  it  is  too 
late  -  usually  after  a  fracture,  loss  of  height  or  curvature  of  the  spine  has  already 
occurred.  The  greatest  tragedy  is  that  for  many  women  this  costly  disease  is 
preventable  and  treatable.  I  have  introduced  H.R.  3331,  the  Osteoporosis  and 
Related  Bone  Diseases  Research  Act  of  1996.  This  bill  would  ultimately  amend 
the  Public  Health  Service  Act  to  expand  and  intensify  programs  of  the  National 
Institutes  of  Health  with  respect  to  research  and  related  activities  concerning 
osteoporosis  and  related  bone  diseases.  The  goal  of  this  bill  is  to  make  every 
woman,  every  health  care  professional,  every  care  giver  and  every  policy  maker 
aware,  through  research  and  related  activities,  of  the  seriousness  of  Osteoporosis 
and  other  bone  related  diseases,  particularly  for  every  woman  at  midlife. 

Mr.  Chairman,  as  you  and  the  rest  of  the  members  of  the  Subcommittee 
determine  your  priorities  for  Fiscal  Year  1997,  I  ask  that  you  ensure  that  an 
estimated  $50  million  be  appropriated  for  various  agencies  of  the  National 
Institutes  of  Health  in  reference  to  Osteoporosis  and  other  bone  related  diseases 
research.  I  hope  this  Congress  continues  the  progress  we  have  made,  not  only  in 
women's  health,  but  also  in  moving  toward  greater  economic  and  educational 
equity  for  women. 

Mr.  Chairman,  I  thank  you  again  for  inviting  us  to  testify  today  about  ways 
in  which  the  federal  government  can  keep  its  commitment  to  promoting  women's 
health  and  improving  the  quality  of  life  for  all  American  women. 
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Wednesday,  May  15, 1996. 

WITNESS 

HON.  ROSA  L.  DELAURO,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  CONNECTICUT 

Mr.  Porter.  We  are  also  pleased  to  be  joined  by  a  former  mem- 
ber of  our  subcommittee,  Congresswoman  Rosa  DeLauro,  and  Con- 
gress woman  Juanita  Millender-McDonald,  who  we  have  on  the 
next  panel,  but  you  are  certainly  welcome  to  testify  on  this  one  as 
well  if  you  would  like. 

Congresswoman  DeLauro. 

Ms.  DeLauro.  Thank  you  very,  very  much,  Mr.  Chairman.  It  is 
wonderful  to  be  here  and  in  this  room  again  with  colleagues.  I 
would  say  thank  you  to  you  and  also  to  my  colleague  Louis  Stokes 
for  his  kind  words.  I  was  very  proud  to  serve  on  this  subcommittee 
in  the  103rd  Congress.  It's  great  to  be  back  to  testify  before  you. 
I  also  think  that  this  is  a  subcommittee  that  truty  deals  with  peo- 
ple's everyday  lives  and  has  an  enormous  impact  on  what  happens 
in  people's  lives.  It  is  important  work  that  you  ail  do. 

I  am  here  to  express  my  strong  support  for  the  Breast  and  Cer- 
vical Cancer  Mortality  Prevention  program  and  with  that  basic 
clinical  research  that  relates  to  the  early  detection  of  cervical  can- 
cer. This  is  a  program  that  works  to  save  lives.  It  deserves  your 
continued  support.  This  initiative,  which  is  administered  by  the 
Centers  for  Disease  Control,  provides  mammograms,  pap  smears, 
and  follow-up  services  to  low-income  women. 

Mr.  Chairman,  as  you  know,  I,  too,  am  an  ovarian  cancer  survi- 
vor. I  was  very  fortunate,  my  cancer  was  found  very  early  during 
a  routine  exam.  So  I  am  living  proof,  as  other  colleagues  who  have 
been  through  this  awful  illness,  that  regular  screening  are  essen- 
tial to  preventing  needless  death  of  millions  of  women  in  this  coun- 
try. The  CDC's  prevention  program  helps  to  ensure  that  all  women 
have  access  to  such  care  regardless  of  what  their  income  is. 

In  the  past  five  years,  this  program  has  expanded  from  8  States 
to  all  50.  I  urge  the  subcommittee  to  set  as  its  goal  to  try  to  provide 
enough  funding  in  1997  to  ensure  that  all  States  are  able  to  deliver 
comprehensive  services.  The  worst  tragedy  would  be  that  if  by 
some  roll  of  the  dice  or  some  geography,  your  life  is  in  danger  and 
that  you  can't  get  the  benefit  of  comprehensive  services;  that  if 
you're  in  Connecticut,  it's  one  story,  but  if  you're  in  North  Carolina 
or  someplace,  it's  a  different  story.  That  shouldn't  be  the  way  our 
health  care  is  delivered  to  people. 

The  $125  million  that  the  program  received  in  fiscal  year  1996 
was  a  terrific  step  in  that  direction.  My  request  is  that  the  sub- 
committee increase  funding  during  the  next  fiscal  year  to  see  that 
this  program  is  fully  operational  in  all  50  States. 

Let  me  also  urge  the  committee  to  review  carefully  the  adminis- 
tration's proposal  to  include  this  program  in  the  proposed  Chronic 
Disease  and  Disabilities  Prevention  Block  Grant  and  to  consider 
the  impact  that  the  action  could  have  on  the  State's  program. 

Further,  I  am  delighted  to  hear  about  your  trip  to  the  NIH  and 
the  wonders  of  those  institutes,  of  which  I  truly  learned  in  this 
committee  what  that's  all  about.  I  urge  the  subcommittee  to  sup- 
port collaborative,  basic,  and  clinical  research  at  the  National  Can- 
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cer  Institute,  the  National  Institute  of  Allergy  and  Infectious  Dis- 
eases on  the  human  papilloma  virus  diagnosis  and  prevention  as 
an  indicator  for  cervical  cancer.  If  we  can  use  some  of  these 
screenings  to  look  at  tendencies  and  indicators  of  cervical  cancer, 
we  can  catch  it  before  it  happens  and  thereby  really  save  additional 
lives. 

I  am  submitting  the  rest  of  my  testimony  that  talks  about  some 
other  areas.  I,  too,  would  add  my  commentary  to  those  who  have 
talked  on  behalf  of  Title  X. 

Thank  you  very,  very  much.  It  is  wonderful  to  be  here  for  my  col- 
leagues. This  is  a  great  group  of  women,  both  Democrats  and  Re- 
publicans, who  really  are  I  think  fighting  the  good  fight  in  a  whole 
lot  of  areas,  and  I  am  proud  to  be  one  of  them.  Thanks. 

Mr.  Porter.  If  I  can  say  to  the  gentlelady,  we  all  miss  you  here 
very  much.  You  did  a  wonderful  job  as  a  member  of  this  sub- 
committee. 

[The  prepared  statement  follows:] 
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Testimony  of  Hon.  Rosa  L.  DeLauro 
Subcommittee  on  Appropriations  for 
Departments  of  Labor,  Health  and  Human  Services*  and  Education 

May  15 ,  1996 

Mr.  Chairman  and  members  of  the  subcommittee,   I  appreciate 
the  opportunity  to  submit  testimony  about  the  critical  issues 
before  you  this  year.     I  was  proud  to  serve  on  this  subcommittee 
in  the  103rd  Congress,  and  I  will  always  have  a  strong  interest 
in  the  work  that  you  do. 

I  recognize  that  these  are  challenging  budgetary  times  for 
this  subcommittee  and  for  the  entire  Congress.     However,  I  urge 
the  subcommittee  to  consider  the  importance  of  each  of  these 
programs  and  the  detrimental  impact  major  reductions  in  funding 
would  have  on  the  millions  of  people  that  they  serve. 

Breast  and  Cervical  Cancer  Mortality  Prevention  Program 

Breast  and  cervical  cancer  will  kill  more  than  half  a 
million  women  in  this  decade.     This  tragedy  can  be  avoided  if  we 
improve  access  to  accurate,  reliable  screening  services  for  all 
women,  regardless  of  income.     Through  September  1995,  this 
visionary  public  health  program  has  provided  approximately 
800,000  screenings  for  breast  and  cervical  cancer.     The  program 
has  diagnosed  more  than  15,000  women  with  early  cervical 
neoplasia  and  provided  treatment,  thus  preventing  progression  to 
carcinoma.     More  than  1,600  women  have  been  diagnosed  with  breast 
cancer.     Through  the  efforts  of  this  program,  we  are  building  a 
cancer  control  infrastructure  at  the  state  and  community  level 
that  will  save  many  lives.     I  speak  from  experience:     a  routine 
examination  detected  my  ovarian  cancer  in  its  early  stages  and 
saved  my  life. 

The  Breast  and  Cervical  Cancer  Mortality  Prevention  Program, 
which  is  administered  by  the  Centers  for  Disease  Control,   is  a 
successful  program  that  improves  access  to  mammograms  and  pap 
smears  for  low- income  women.     All  50  states  are  currently 
receiving  some  funding  from  this  program,  but  not  a  sufficient 
amount  to  operate  fully  the  screening  services  in  all  fifty 
states.     Last  Congress,   the  program  received  $125  million  in 
funding  which  allowed  funding  for  the  Breast  and  Cervical  Cancer 
Prevention  Demonstration  projects. 

I  urge  the  subcommittee  to  increase  funding  for  this  program 
with  a  goal  of  enabling  all  50  states  to  deliver  comprehensive 
services  in  1997.     In  addition,   I  ask  the  subcommittee  to 
consider  carefully  the  implications  of  making  this  program  a  part 
of  the  Administration's  proposed  Chronic  Disease  and  Disabilities 
Prevention  Grant.     Specifically,   I  am  concerned  that  such  a 
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proposal  could  hamper  the  progress  of  some  states  and  weaken  the 
program's  national  operating  standards. 

Low  Income  Home  Energy  Assistance  Program 

The  LIHEAP  program  is  critical  to  helping  millions  of  low- 
income  families  and  elderly  people  pay  their  energy  bills.     In  my 
home  state  of  Connecticut,  almost  70,000  needy  households  depend 
on  this  program  for  assistance. 

Last  year,  this  House  voted  to  eliminate  funding  for 
LIHEAP.     I  am  pleased  that  this  year's  budget  resolution  calls 
for  $1.3  billion  for  LIHEAP,  an  increase  of  $300  million  from  the 
fiscal  year  1996  funding  level.     However,   I  am  concerned  that  the 
budget  resolution  does  not  include  forward  funding  for  LIHEAP  and 
urge  the  subcommittee  to  restore  the  normal  budget  process  for 
the  program  by  allowing  forward  funding  of  LIHEAP. 

National  Institutes  of  Health 

I  urge  the  subcommittee  to  continue  its  historically  strong 
support  for  biomedical  research  and  the  National  Institutes  of 
Health.     At  a  minimum,  I  would  ask  the  subcommittee  to  support 
the  $12.4  billion  in  funding  that  the  Administration  has  proposed 
for  the  NIH  in  FY  1997.     This  is  an  increase  over  the  Republican 
budget  resolution  and  an  increase  from  last  year's  level. 

Specifically,  I  ask  the  subcommittee  to  support 
collaborative  basic  and  clinical  research  at  the  National  Cancer 
Institute  and  the  National  Institute  of  Allergy  and  Infectious 
Diseases  on  human  papillomavirus  diagnosis  and  prevention  as  an 
indicator  for  cervical  cancer.     Such  research  would  develop 
screening  tools  that  would  speed  the  diagnosis  of  cervical  cancer 
-  and  save  women's  lives. 

Ryan  White  AIDS  Programs 

I  represent  the  City  of  New  Haven,  a  Title  I  city  under  the 
Ryan  White  AIDS  program,  and  the  state  of  Connecticut,   in  which 
another  city,  Hartford,   is  a  Title  I  city.     I  strongly  support  an 
increase  in  funding  for  the  entire  Ryan  White  program.     So  long 
as  this  terrible  disease  continues  to  claim  the  lives  of  millions 
of  people,  we  must  do  all  that  we  can  to  assist  those  in  need. 
In  the  least,   I  urge  the  committee  to  adopt  the  Administration's 
fiscal  year  1997  funding  level  of  $807  million  for  the  Ryan  White 
AIDS  program.     This  would  be  an  increase  of  $32  million  from  last 
year's  level. 

Distribution  of  Taped  Books  for  the  blind  and  print  impaired 

I  request  that  the  subcommittee  recommend  increased  funding 
for  the  Department  of  Education  program  for  the  recording  and 
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distribution  of  taped  books  for  blind  and  print  disabled 
students.     Last  year,   the  Congress  appropriated  $3,6  million  for 
the  program.     I  request  that  the  subcommittee  recommend  $4.5 
million  for  fiscal  year  1997.     I  recently  visited  and 
participated  in  a  taping  session  a  recording  studio  in  my 
district.     I  know  firsthand  how  valuable  this  service  is  and  what 
a  difference  it  makes  in  the  lives  of  men,  women  and  children 
with  visual  disabilities. 

Crime  Bill  Activities 

Congress  and  the  Administration  must  keep  their  promise  to 
the  American  people  by  funding  domestic  violence  programs 
established  by  the  1994  crime  bill.     I  strongly  urge    that  the 
subcommittee  fully  fund  theses  programs,  including  the  Family 
Violence  Prevention  Services  Fund  and  the  Violence  Against  Women 
Act  programs.     This  money  will  go  a  long  way  toward  preventing 
and  serving  victims  of  domestic  violence  and  rape,  and  helping 
troubled  young  people. 

I  also  strongly  urge  the  committee  to  support  the 
Administration's  proposed  level  of  funding  for  the  Safe  and  Drug 
Free  Schools  program.     If  we  are  going  to  make  our  nation's 
schools  safe  havens  for  teachers,  administrators,  and  students 
alike,  then  support  for  this  program  must  be  maintained. 

Family  Planning 

I  am  pleased  that  the  Administration  has  demonstrated  its 
commitment  to  funding  the  Title  X  family  planning  program,  by 
requesting  increased  funding  for  fiscal  year  1997.     I  urge  the 
subcommittee  to  support  the  Administration's  $198,452,000  funding 
level  for  1997. 

Further,  I  request  that  no  legislative  limitations  or  riders 
be  attached  to  this  program.     Also,  I  request  that  Title  X  remain 
a  "stand  alone"  program  and  is  not  rolled  into  any  other 
programs . 

Programs  that  serve  Hard-Working  Americans 

During  my  time  on  the  subcommittee,  I  worked  hard  to 
strengthen  and  preserve  programs  that  support  hard  working 
Americans.     In  my  home  state  of  Connecticut,  these  programs  have 
played  an  especially  important  role  as  recovery  from  the 
recession  has  been  slow.     Therefore,   I  urge  the  subcommittee  to 
continue  its  support  for  the  following  programs: 


"Careers  Act"  education  and  job  training  programs 

The  proposed  Republican  budget  cuts  the  job  training  and 
education  programs  consolidated  by  the  "Careers  Act",  which 
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is  still  in  conference,  by  $1.1  billion  below  the  1996 
fiscal  year  levels.     This  funding  level  is  also 
approximately  $1.3  billion  below  the  authorization  levels  in 
the  House  passed  version  of  the  "Careers  Act."     I  was  proud 
to  support  the  "Careers  Act."    The  consolidation  of  about  80 
education  and  training  programs  called  for  under  the 
legislation  was  needed  to  streamline  the  programs  and  to 
assist  in  deficit  reduction.     As  you  know,  the  "Careers  Act" 
cut  spending  for  education  and  training  programs  by 
approximately  20%  from  the  fiscal  year  1995  level. 

I  am  concerned  that  the  additional  cuts  to  these  services, 
proposed  in  the  Republican  budget,  will  severely  impede  the 
ability  of  individuals  to  get  training  that  is  essential  to 
competing  in  the  workforce.     In  the  least,  I  request  that 
the  committee  adopt  the  Administration's  funding  level 
request  education  and  training  programs  for  fiscal  year 
1997. 

Title  III  Dislocated  Worker  Assistance 

I  also  urge  the  subcommittee  to  support  the  Administration's 
proposed  increase  in  funding  for  the  Title  III  Dislocated 
Worker  Assistance  program  in  1997.     Maintaining  a  sufficient 
level  of  funding  for  this  program,  which  provides  dislocated 
workers  with  job  training,  placement,  and  other  supportive 
services,   is  particularly  important  to  the  citizens  of  my 
state.     Dislocated  workers  at  Allied  Signal,  a  tank  engine 
plant  in  Stratford,  Connecticut,  have  received  assistance 
through  funds  made  available  by  this  program.     With  other 
layoffs  expected  both  in  my  state  and  nationwide  as  a  result 
of  defense  downsizing,  I  urge  the  subcommittee  to  fund  this 
program  at  the  Administration's  requested  level. 


Student  Financial  Assistance 

Finally,   I  ask  the  subcommittee  to  consider  the  needs  of 
hardworking  Americans  by  maintaining  a  commitment  to  funding 
federal  student  financial  assistance  programs.  The  dream  of 
achieving  a  college  education  is  very  often  only  made 
possible  through  the  assistance  that  these  programs  provide. 
I  strongly  urge  the  committee  to  reject  any  proposals  that 
would  reduce  funding  for  these  programs.     Education  is  the 
key  to  the  future  of  our  children  and  our  workforce.     I  ask 
the  subcommittee  not  to  abandon  the  hope  and  opportunity 
that  these  programs  represent. 

Thank  you  for  your  consideration  of  my  testimony.     I  look 
forward  to  working  with  all  members  of  the  subcommittee  on  these 
and  other  issues  important  to  the  country  and  to  the  citizens  of 
the  Third  District  of  Connecticut. 
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Mr.  Porter.  Congresswoman  McDonald,  would  you  like  to  testify 
at  this  time? 

Ms.  Millender-McDonald.  Thank  you,  Mr.  Chairman.  I  really 
appreciate  your  indulgence  because  I  did  come  to  speak  on  another 
topic.  But  it  seems  so  appropriate  that  I  sit  here  with  my  female 
colleagues  to  echo  what  they've  said  and  embrace  what  they  are  re- 
questing. Having  served  as  a  director  of  Gender  Equity,  I  recognize 
that  the  majority  of  the  workforce,  soon  to  be,  will  be  women,  that 
women  make  up  67  percent  of  households.  It  is  most  important 
that  we  give  the  support  financially  to  those  programs  that  have 
been  outlined  today  because  if  we  are  to  ensure  that  families  are 
to  be  stable,  then  we  must  ensure  that  women  have  the  proper 
treatments  and  the  funding  that  will  afford  them  the  opportunity 
to  care  for  their  families. 

I  am,  indeed,  privileged  to  be  here  among  the  female  colleagues 
and  in  a  bipartisan  effort  asking  for  the  requests  of  funding  that 
they  have.  Thank  you  so  much. 

Mr.  Porter.  Thank  you,  Congresswoman  McDonald.  Mrs. 
Lowey? 

Mrs.  Lowey.  Mr.  Chairman,  before  the  panel  goes,  first  of  all,  I 
want  to  tell  you  what  a  real  delight  it  is  to  have  Rosa  DeLauro 
here.  I  look  over  here  and  I  know  she  will  return  here  very  soon 
because  we  miss  you.  I  want  to  thank  the  entire  panel.  I  think  it 
is  important  for  my  colleagues  to  know  that  the  Congressional  Cau- 
cus for  Women's  Issues,  under  the  changes  that  have  been  imple- 
mented, is  operating  without  separate  staff,  and  each  of,  these 
members  and  their  staffs  have  done  an  extraordinary  job  in  bring- 
ing their  expertise  and  bringing  in  experts  to  the  process.  So  I  per- 
sonally want  to  thank  everyone  who  has  testified,  thank  you  for 
your  leadership  on  each  of  these  issues.  I  know  that  the  contribu- 
tions you  have  made  individually  and  the  contributions  we  have 
made  as  a  Caucus  will  have  an  important  impact  on  the  process 
because  it  is  knowledge  that  does  move  the  debate  in  this  commit- 
tee. And  with  our  Chairman's  support,  I  know  we  will  be  able  to 
continue  to  invest  in  these  vital  areas.  Thank  you  so  much  for  tes- 
tifying here  before  us. 

Mr.  Porter.  Let  me  thank  all  of  you  and  all  representatives  of 
the  Congressional  Caucus  for  Women's  Issues  for  the  testimony 
today. 

We  are  about  twenty-three  minutes  behind.  We  now  have  a  panel 
on  the  Job  Corps.  I  would  ask  the  members  of  that  panel  to  please 
come  to  the  table.  Let  me  welcome  Congressman  Ron  Coleman, 
Congressman  William  Coyne,  Congressman  Jack  Metcalf,  Con- 
gressman Steve  Horn,  Congresswoman  Ileana  Ros-Lehtinen,  and 
again  Congresswoman  Juanita  McDonald.  I  don't  know  whether 
you've  organized  this  in  some  order  or  have  a  chair.  Why  don't  we 
proceed  with  Mr.  Horn. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  STEVE  HORN,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  CALIFORNIA 

Mr.  Horn.  Thank  you  very  much,  Mr.  Chairman.  It's  a  great 
pleasure  to  appear  before  you  and  Mr.  Stokes.  You  gentlemen  have 
done  a  valiant  job  in  a  tight  budget  situation  to  try  to  preserve  the 
important  programs. 

I  am  here  to  talk  about  the  new  Job  Corps  Center,  and  I  am  sure 
our  new  colleague  Ms.  McDonald  will  also,  in  the  Long  Beach  area. 
We  worked  very  hard  to  get  this  center.  It  is  one  of  the  most  suc- 
cessful programs  under  the  poverty  program,  along  with  Head 
Start,  which  deserves  our  consideration  and  attention.  What  the 
Job  Corps  does  is  provide  discipline,  as  we  all  know,  for  a  group 
of  fine  young  men  and  women.  It  has  returned  the  money  to  the 
taxpayers  that  we  have  invested  in  the  Job  Corps.  Young  people 
have  learned  skills,  learned  discipline,  learned  the  value  of  work. 
And  I  think  what  I  have  seen  in  the  Job  Corps  programs  over  the 
last  quarter  of  century  is  they  are  quality  programs  and  we  can  be 
very  proud  of  what  that  program  is  doing. 

Let  me  say  on  one  more  thing,  Mr.  Chairman,  on  a  subject  that 
will  come  up  in  this  subcommittee,  and  I  would  like  to  file  this 
statement  for  the  record  at  the  appropriate  place,  but  I  also  want 
to  put  in  a  very  strong  word  for  the  Recording  for  the  Blind  and 
Dyslexic.  This,  too,  is  one  of  the  successful  programs,  a  96  percent 
volunteer  effort.  And  of  ail  the  various  groups  that  are  disabled, 
and  Fve  known  hired  many  of  the  blind  over  the  years,  I  think  it 
is  truly  inspiring  what  these  talented  people  can  do  and  what  these 
books  on  tape  programs  can  do  when  we're  now  talking  about 
225,000  copies  of  the  textbooks  to  save  40,000  disabled  individuals 
a  year. 

My  mentor  in  politics  was  Senator  Kuchel  of  California.  He  had 
a  very  large  vocabulary  for  one  reason- — his  father  was  an  editor 
and  he  was  blind.  He  father  chased  the  Ku  Klux  Klan  out  of  Or- 
ange County  in  the  1920s  as  a  crusading  editor,  and  the  Senator 
read  to  him  when  he  was  a  little  boy,  10,  8,  and  looked  up  words 
for  him.  With  the  recordings  for  the  blind,  we  can  bring  the  best 
words  of  the  English  literature,  the  best  words  of  technical  matters 
to  blind  people  and  make  their  lives  enriched  as  a  result.  I  would 
hope  that  the  committee  will  thoroughly  back  that  program.  Thank 
you. 

Mr.  Porter.  Thank  you,  Mr.  Horn. 
[The  prepared  statement  follows:] 
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Rep.  Steve  Horn 

Statement  on  behalf  of  Job  Corps 
Committee  on  Appropriations 

Subcommittee  on  Labor/Health  and  Human  Services/Education 
March  15,  1996   


Mr.  Chairman:  I  am  excited  that  a  new  Job  Corps  center  will  be  opening  up  next  summer 
in  my  District  in  Southern  California.  For  a  community  that  has  had  its  share  of  disappointment 
and  upheaval,  this  new  center  will  open  the  doors  to  hope.  I  strongly  urge  the  committee  to 
appropriate  the  necessary  funding  so  this  worthwhile  program  can  continue  to  prove  the 
reputation  it  has  justly  earned. 

In  a  time  when  the  House  is  looking  to  put  the  taxpayer's  money  in  quality  programs,  Job 
Corps  meets  that  requirement:  it  is  cost-effective,  revenue  generating,  and  produces  quality 
trained,  disciplined  and  educated  individuals,  ready  to  face  tough  job  markets. 

The  bottom  line  confirms  that  Job  Corps  provides  a  great  service  to  youth  who  are 
seeking  the  skills,  stability,  and  confidence  to  go  out  in  the  world  and  make  something  of 
themselves.  It  is  deserving  of  this  committee's  attention  and  has  my  full  support. 

Mr.  Chairman,  I  have  also  submitted  to  the  committee  my  statement  in  behalf  of  funding 
for  The  Recording  for  the  Blind  and  Dyslexic. 


1332 


Rep,  Steve  Horn 

Statement  in  support  of funding  for  the  Recording  for  the  Blind  and  Dyslexic 

before  the  Appropriations  Subcommittee  on  Labor/Health  and  Human  Services  Education 

I  am  here  today  on  behalf  of  one  of  the  most  worthwhile  programs  this  nation  benefits  from.  The 
Recording  for  the  Blind  and  Dyslexic  is  a  96  percent  volunteer-based  organization  that  produces 
audio  tapes  for  those  who  cannot  use  print  materials. 

i  admire  RFB&D's  mission:  "equity  of  access  to  information  for  all  Americans."  But  RFB&D 
cannot  continue  its  successful  mission  in  this  age  of  rapid  technological  advancement  without 
initial  support  from  this  committee.  By  keeping  up  with  technology,  RFB&D  can  provide  audio 
tapes  at  a  much  faster  pace,  keeping  the  supply  for  this  service  in  step  with  the  demand.  RFB&D 
partners  with  many  leading  technological  companies  to  initiate  new  audio  tape  formats  which 
benefit  from  the  most  up-to-date  technology  and  to  produce  new  ideas  in  an  effort  to  streamline 
many  of  RFB&D's  current  programs.  By  their  estimates,  RFB&D  is  expected  to  lend  more  than 
225,000  copies  of  textbooks  to  approximately  40,000  disabled  individuals  this  year.  This  service 
is  provided  free  of  charge,  and  yet  RFB&D  is  able  to  keep  administrative  costs  low,  customer 
service  high  and,  in  the  long  run,  will  bring  revenue  to  the  federal  government  through  taxes 
gained  from  disabled  individuals  who  have  become  part  of  the  workforce,  thanks  to  the  tools 
provided  by  RFB&D's  valuable  service. 

As  an  educator,  I  believe  that  the  learning  process  starts  early  and  continues  throughout  a  lifetime. 
RFB&D  has  proposed  to  extend  its  services  to  now  encompass  all  age  groups;  plans  are  in  the 
works  for  recording  programs  for  early  elementary  education,  and  establishing  a  college-level 
library  accessible  to  RFB&D's  many  collegiate  users,  all  the  while  maintaining  its  current  library 
of  tapes.  Since  the  learning  process  never  ends,  books  on  tape  also  provide  materials  far  beyond 
the  scope  of  the  classroom.  The  workplace  is  a  whole  other  environment  where  disabled 
individuals  will  need  the  services  RFB&D  provides.  All  of  RFB&D's  current  projects  will  be 
available  to  the  disabled  workforce  population,  and  in  the  end  benefit  employers  with  able, 
knowledgeable  employees. 

As  mandated  by  Congress  in  what  is  now  considered  the  Individual  Disabled  Education  Act, 
Recording  for  the  Blind  and  Dyslexic  is  able  to  provide  students  with  the  tools  needed  to  be  just 
as  learned,  marketable,  and  self-sufficient  as  any  other  person  in  this  country.  I  am  proud  to  lend 
my  support  for  Recording  for  the  Blind  and  Dyslexic  and  it  is  my  sincerest  hope  that  this 
committee  appropriate  whatever  needed  to  keep  this  group's  commitment  honorable. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  ILEANA  ROS-LEHTINEN,  A  REPRESENTATIVE  IN  CONGRESS 
FROM  THE  STATE  OF  FLORIDA 

Mr.  Porter.  Ms.  Ros-Lehtinen. 

Ms.  Ros-Lehtinen.  Thank  you  so  much,  Mr.  Chairman  and  high- 
ly respected  members  of  this  subcommittee,  and,  oh,  yes,  Jay  Dick- 
ey also.  [Laughter.] 

Mr.  Chairman,  I  would  like  to  take  this  opportunity  to  express 
my  support  for  Job  Corps  and  the  important  role  that  this  organi- 
zation plays  in  helping  "at-risk"  youth  in  our  area  in  South  Florida 
and,  indeed,  throughout  our  Nation  as  well.  Job  Corps  serves,  as 
all  of  us  know,  some  of  the  most  severely  disadvantaged  youth  of 
any  existing  Federal  training  program.  Of  these  young  individuals 
who  are  served  by  Job  Corps,  79  percent  are  high  school  drop  outs, 
69  percent  have  never  had  a  full-time  job,  they  read  at  an  8th 
grade  level,  and  42  percent  come  from  families  on  public  assist- 
ance. 

Job  Corps  has  been  the  Nation's  largest  and  most  comprehensive 
residential  job  training  and  education  program.  It  has  granted  al- 
most 2  million  young  people  the  academic,  vocational,  and  social 
skills  necessary  to  become  productive,  tax-paying  members  of  our 
society.  In  1995  alone,  60,000  youths  were  served  by  Job  Corps  and 
a  very  high  percentage  obtained  a  job  and  some  even  enrolled  in 
programs  of  higher  education. 

There  are  three  existing  Job  Corps  centers  in  the  State  of  Florida 
and  a  future  one  which  is  planned  for  Homestead  Air  Force  Base 
in  Carrie  Meek's  district,  scheduled  to  open  in  1998.  In  Miami 
alone,  where  a  Job  Corps  center  is  located  and  serves  450  at-risk 
young  people  each  year,  there  have  been  many  success  stories.  Dur- 
ing 1994,  the  Miami  Job  Corps  center  has  been  responsible  for 
placing  67  percent  of  its  students  into  jobs  or  higher  education. 

Among  more  specific  examples  of  Job  Corps  successes  are  the 
achievements  of  graduates  such  as  Eiio  and  Orlando  Carcamo  and 
Farah  Lormestoir.  Elio,  after  training  in  electrical  wiring,  received 
his  GED  through  Job  Corps  and  is  currently  studying  to  obtain  a 
degree  in  electrical  repair  at  Miami-Dade  Community  College.  Or- 
lando, after  completing  his  training  in  hotel  and  motel  occupations 
and  also  earning  his  GED,  is  now  in  the  U.S.  Marine  Corps.  Farah, 
once  an  unemployed  before  enrolling  in  Job  Corps,  is  now  employed 
as  a  clerk  typist  and  she  plans  to  attend  college  and  major  in  com- 
puter science.  These  are  but  three  cases,  small  examples  of  the  suc- 
cesses of  Job  Corps  in  Miami. 

Our  investment  is  paid  back  by  these  future  taxpayers  from  the 
moment  they  arrive  at  the  Job  Corps  center.  It  is  the  contributions 
that  they  will  make  as  hard  working  members  of  our  society  that 
are  so  fundamental  toward  the  long-term  betterment  and  prosper- 
ity of  South  Florida,  other  local  communities,  and  our  great  Nation 
as  a  whole.  Thank  you,  Mr.  Chairman. 
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Mr.  Porter.  Thank  you,  Congresswoman  Ros-Lehtinen. 

I  might  say  to  the  entire  panel  that  in  a  time  when  we  made  sub- 
stantial cuts  and  eliminations  of  programs  last  fiscal  year,  Job 
Corps  was  one  of  the  few  programs  that  received  an  increase  in 
this  subcommittee.  So,  we  agree  with  what  you're  saying. 

[The  prepared  statement  follows:] 
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Mr.  Chairmen,  I  would  tike  to  take  this  opportunity  to  express  my  support  for  Job  Corps 
and  for  the  tetportmt  rok  that  this  orpmatkw  pUys  in  helping  at  risk  youth  in  South  Florid*  and 
throughout  the  ration  as  a  whole  Job  Corps  serves  some  of  the  most  severely  disadvantaged 
youth  participftau  of  any  exwtMg  federal  <m«ng  program  Of  these  young  individuals,  who  are 
served  by  Job  Corps,  79%  are  high-school  drop  outs,  69%  have  never  had  a  full-time  job,  they 
reed  at  an  8th-grade  level  and  42%  come  from  families  on  public  assistance.  Moreover,  Job 
Corps  has  been  the  nation's  largest  and  most  comprehensive  residential  job  training  and  education 
program  that  has  granted  !  6  inilbon  youths  the  academic,  vocational  and  social  skills  necessary  to 
become  productive,  tax-paying  members  of  our  society.  More  specifically,  in  1995  alone,  60,000 
youths  were  served  by  Job  Corps  and  of  73%  Job  Corps  participants,  63%  obtained  a  job  and 
10%  enroBed  in  programs  of  higher  education. 

There  are  three  existing  Job  Corps  centers  in  the  state  of  Florida  and  a  future  one  planned 
fix  Homestead  Air  Force  Base  scheduled  to  open  in  1998.  In  Miami  alone,  where  a  Job  Corps 
center  is  located  and  serving  450  at-risk  youth  each  year,  there  have  been  many  success  stories. 
During  1994  die  Miami  Job  Corps  center  has  been  responsible  fix  placing  67%  of  its  students  into 
jobs  or  higher  education. 

Among  more  specific  examples  of  Job  Corps  successes  are  the  achievements  of  graduates 
such  as  Ebo  and  Orlando  Carcamo  and  Farah  Lormestoir.  ESo,  after  training  in  electrical  wiring 
and  receiving  hi*  GED  dhrough  lob  Corp*,  u  currently  studying  to  obtain  a  degree  in  electrical 
repair  at  Miami-Dade  Corwounky  College  Orlando,  after  completing  his  training  in  hotd/motd 
occupations  and  abo  earning  his  GED  is  now  in  the  U.S.  Marine  Corps.  Farah,  once  unemployed 
before  enrolling  m  Job  Corps,  is  employed  as  a  clerk  typist  and  she  plans  to  attend  college  and 
major  tn  computer  science 

These  latter  three  cases  are  but  a  small  example  of  the  successes  of  Job  Corps.  Our 
investment  is  paid  back  by  these  future  taxpayers  the  moment  they  arrive  at  the  Job  Corps  center. 
It  is  the  contributions  that  they  wifl  make  as  hard  working  members  of  society  that  are  so 
fundamental  toward  the  long-term  betterment  and  prosperity  of  South  Florida,  other  local 
communities  and  of  this  great  nation  as  a  whole. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  JACK  METCALF,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  WASHINGTON 

Mr.  Porter.  Congressman  Metcalf. 

Mr.  Metcalf.  Thank  you,  Mr.  Chairman,  for  this  hearing.  I  am 
pleased  to  provide  testimony  for  the  fiscal  year  1997  appropriations 
process  on  behalf  of  the  Job  Corps  program. 

You  probably  haven't  heard  of  the  town  of  Sedro-Wooley,  it's  not 
very  big,  but  it  is  home  of  the  Cascades  Job  Corps  center.  I  would 
like  to  share  with  you  something  that  the  people  of  Sedro-Wooley 
already  know — the  Cascades  Job  Corps  center  is  a  good  neighbor. 
Scarcely  a  week  passes  without  an  article  in  the  local  newspapers 
describing  the  latest  community  service  project  completed  by  stu- 
dents from  the  center.  Cascade  students  have  completed  nearly 
$6.5  million  worth  of  public  service  projects  in  Skagit  County  since 
the  center  opened  14  years  ago. 

The  Cascades  Job  Corps  is  also  a  top  performer.  It  ranks  10th 
out  of  the  110  Job  Corps  centers  in  the  Nation.  During  the  last 
year  it  placed  78  percent  of  its  students  into  employment  or  higher 
education,  and  that's  well  above  the  national  average. 

What  stands  out  most  about  the  Job  Corps  is  that  it  provides  op- 
portunity to  our  most  vulnerable  youth.  It  gives  them  a  hand-up 
toward  financial  independence  rather  than  just  a  hand-out.  Take, 
for  example,  Hermalinda  Garcia  of  Mount  Vernon,  that's  Mount 
Vernon,  Washington  State,  the  other  Mount  Vernon.  Before  enter- 
ing Job  Corps,  Hermalinda  was  unemployable.  Her  future  did  not 
offer  much  promise.  Because  of  her  hard  work  at  the  Cascade  cen- 
ter, she  is  now  employed  as  a  certified  nursing  assistant  at  the 
Skagit  Valley  Convalescent  Center.  Now,  at  age  20,  she  has  a 
bright  future  thanks  to  the  training  and  self-confidence  she  gained 
in  the  Job  Corps.  I  know  from  the  outstanding  performance  of  the 
Cascades  center  that  the  Job  Corps  program  can  be  effective,  but 
it  is  the  history  of  students  like  Hermalinda  which  remind  me  of 
how  important  it  is. 

Mr.  Chairman,  as  you  are  aware,  far  too  many  Government  pro- 
grams fail  to  deliver  on  the  promises  that  were  made  to  the  Amer- 
ican people  when  they  began.  It  is  our  duty  on  behalf  of  our  con- 
stituents to  demand  value  and  to  ensure  that  programs  yield  posi- 
tive results  for  the  dollars  we  invest.  I  can  only  speak  for  the  Job 
Corps  in  Washington  State,  but  it  produces  positive  results  year 
after  year.  It  is  a  cost-effective,  valuable  investment  in  our  youth 
that  needs  to  be  preserved.  I  ask  the  subcommittee  to  reward  this 
proven  performer  that  fulfills  its  obligations  to  the  American  peo- 
ple. I  thank  you.  I  have  a  meeting  of  the  resources  committee  so 
I  will  have  to  hurry  away.  I  appreciate  this  opportunity  to  testify. 

Mr.  Porter.  Jack,  I  would  add  that  Illinois  has  a  Mount  Vernon, 
too. 

Mr.  Metcalf.  Oh,  great. 

[The  prepared  statement  follows:] 
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JOB  CORPS  TESTIMONY 

Congressman  Jack  Metcalf 

Thank-you  Mr.  Chairman  for  holding  these  important  hearings.  I  am  pleased  to  provide  testimony  for  the 
Fiscal  Year  1997  appropriations  process  on  behalf  of  the  Job  Corps  program. 

The  town  of  Sedro-Wooley  in  my  district  is  home  to  the  Cascades  Job  Corps  center.  I'd  like  to  share  with 
you  something  that  the  people  of  Sedro-Wooley  already  know  -  the  Cascades  Job  Corps  center  is  a  good 
neighbor.  Scarcely  a  week  goes  by  when  an  article  does  not  appear  in  the  local  newspapers  describing  the 
latest  community  service  project  completed  by  students  from  the  center.  In  fact,  according  to  the  community 
relations  coordinator  at  the  center,  Cascade  students  have  completed  nearly  $6.5  million  dollars  worth  of 
public  service  projects  in  Skagit  County  since  the  center  opened  14  years  ago. 

The  Cascades  Job  Corps  is  also  a  top  performer.  It  ranks  10th  out  of  the  1 10  Job  corps  center  in  the  nation. 
During  the  last  year  it  placed  78%  of  its  students  into  employment  or  higher  education.  According  to  the 
Department  of  labor,  that  is  above  the  national  average  for  Job  Corps  center.  Then  again,  the  people  of 
Sedro-Wooley  already  know  their  center  is  exceptional.  That  is  why  it  has  their  wholehearted  support  and 
mine. 

What  stands  our  most  about  the  Job  Corps  is  that  it  provides  opportunity  to  our  most  vulnerable  youth.  It 
gives  them  a  hand-up  toward  financial  independence  rather  than  a  hand-out.  Take,  for  example  Hermanlinda 
Garcia  of  Mount  Vernon.  Before  entering  Job  Corps  she  was  unemployable  -  her  future  did  not  offer  much 
promise.  Because  of  her  hard  work  at  the  Cascades  center  she  is  now  employed  as  a  certified  nursing 
assistant  at  the  Skagit  Valley  Convalescent  Center.  At  20  years-old,  she  now  has  a  bright  future  ahead  of  her 
thanks  to  the  training  and  self-confidence  she  gained  in  Job  Corps.  I  know  from  the  outstanding  performance 
of  the  Cascades  center  the  Job  Corps  program  is  effective,  but  it  is  the  stories  of  students  like  Hermanlinda 
which  remind  me  of  how  important  it  is. 

Mr.  Chairman,  as  you  are  aware,  far  too  many  government  programs  fail  to  deliver  on  the  promises  that  were 
made  to  the  American  People  when  they  began.  It  is  our  duty  on  behalf  of  our  constituents  to  demand  value 
and  to  ensure  that  programs  yield  positive  results  for  the  tax  dollars  we  invest.  I  see  my  support  of  Job  Corps 
as  a  natural  extension  of  this  duty.  Job  Corps  produces  positive  results  year  after  year.  It  is  a  cost-effective, 
valuable  investment  in  our  youth  that  needs  to  be  preserved.  I  ask  that  the  Subcommittee  reward  this  proven 
performer  that  fulfills  its  obligations  to  the  American  people.  I  ask  that  you  continue  your  support  of  the  Job 
Corps.  Thank  you. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  RONALD  D.  COLEMAN,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  TEXAS 

Mr.  Porter.  Congressman  Coleman,  a  member  of  the  appropria- 
tions committee. 

Mr.  Coleman.  Thank  you,  Mr.  Chairman.  I  would  like  to  thank 
my  colleagues  on  the  committee  for  permitting  me  to  testify  this 
morning  in  behalf  of  the  Job  Corps  program.  I  have  the  honor  to 
represent  the  David  Carrasco  Job  Corps  center  in  El  Paso.  Cer- 
tainly, it  is  one  of  the  best  examples  of  how  we  can  prepare  young 
people  in  our  country  to  prepare  themselves  for  the  kinds  of  jobs 
that  they  are  going  to  need  to  make  themselves  valuable  taxpaying 
citizens. 

I  don't  know  if  the  NFIB  is  going  to  be  here  at  any  time  soon, 
I  hope  they  are  going  to  testify  for  this  program,  I  haven't  seen 
them  on  the  list.  They  ought  to  be  here.  In  fact,  if  they  are  going 
to  represent  the  businesses  in  my  district,  they  would  be  here  to 
testify  on  behalf  of  the  Job  Corps  center.  Many  of  the  independent 
and  small  businesses  in  my  community  utilize  the  manpower  and 
womanpower  of  my  Job  Corps  center.  I  think  it  is  important  for 
you  to  know  that  having  the  number  one  Job  Corps  center  for  the 
past  14  years  is  not  an  accident.  Having  director  Mary  Young  there 
in  charge  of  the  Job  Corps  center  in  my  district  has  made  a  true 
difference.  Not  only  are  we  number  one,  just  using  that  number 
doesn't  really  mean  much,  but  in  terms  of  job  placement,  we  have 
been  number  one  in  the  placement  of  graduates  since  1976.  That's 
what  Job  Corps  should  be  all  about  as  well.  I  want  to  tell  you  that 
those  programs  that  are  not  stressing  providing  training  and  then 
job  placement  aren't  doing  their  complete  job.  I  happen  to  believe 
that  the  Job  Corps  centers'  mandate  requires  that. 

I  think  that  we  have  proven  that  the  program  is  working.  We've 
done  it  for  three  decades.  I  am  very  proud  of  a  President  from 
Texas,  Lyndon  Johnson,  in  having  pushed  this  program  forward  in 
my  State  in  the  way  that  it  has  been  done.  It  is  a  30  year  success 
story,  Mr.  Chairman.  And  I  want  to  say  to  you  that  I  am  very 
happy  that  this  particular  subcommittee  did  what  it  did  last  year 
in  staving  off  those  who  wanted  to  make  cuts  in  the  program.  That 
would  have  been  very  short-sighted  to  have  made  cuts  then  be- 
cause this  is  the  kind  of  program  that  can  make  a  difference  in  the 
long  term. 

So  I  again  urge  the  subcommittee  to  do  as  you  did  last  year  and 
to  fully  fund  the  program.  I  believe  that  if  the  United  States  is  to 
remain  competitive  in  the  world  market,  we  cannot  leave  anyone 
out.  We  cannot  afford  as  a  Nation  to  have  young  people  not  go  on 
with  their  education.  Thank  you  for  the  opportunity  to  testify,  Mr. 
Chairman. 

Mr.  Porter.  Thank  you,  Mr.  Coleman. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  THE  HONORABLE  RONALD  D.   COLEMAN  (TX-16) 
THE  JOB  CORPS  PROGRAM 
Labor  Health  and  Human  Services  and  Education  Appropriations  Subcommittee 

May  15,  1995 

Chairman  and  Members  of  the  Committee: 

I  am  grateful  to  have  the  opportunity  to  testify  today  before  this 
Subcommittee  on  the  Job  Corps  Program.     Since  its  inception  three  decades 
ago,  the  Job  Corps  has  helped  young  Americans  prepare  themselves  for  the 
working  world,  empowering  our  youths  with  the  opportunity  to  discover  the 
true  breadth  of  their  talents  and  skills. 

The  David  Carrasco  Job  Corps  Center  in  my  district  of  El  Paso,  Texas,  is 
one  of  the  best  examples  of  this .     The  David  Carrasco  Center  is 
consistently  rated  at  the  top  or  near  the  top  in  placement,  cost 
efficiency,  and  overall  quality.     The  program  at  ^he  center,  under  the 
guidance  of  current  Director  Mary  Young,  has  been  the  nation's  best  overall 
for  14  years  in  a  row  and  has  been  No.  1  in  job  placement  of  graduates 
since  1976.  I  have  met  many  young  El  Pasoans  whose  lives  were  changed  by 
these  two  words:  Job  Corps. 

El  Paso  Job  Corps  Center  has  made  a  difference  in  the  lives  of  thousands  of 
young  people,  and  made  them  productive,  tax-paying  citizens  of  our 
community.     While  oversight  hearings  in  the  other  body  have  focused 
attention!  on  the  problems  of  the  national  Jobs  Corps  program,  I  am  proud  to 
say  that  the  El  Paso  Job  Corps  Center  in  El  Paso  is  a  model  of  excellence. 
As  you  may  know,  during  its  24  years  of  operation  the  El  Paso  Job  Corps 
Center  has  been  honored  with  the  highest  commendations.     These  include: 

*  National  Director's  Award  for  Best  Overall  Center,  First  Place  (1988). 

*  National  Director's  Awards  for  Outstanding  Performance  and  Outstanding 
Center  Retention  (1989). 

*  National  Director's  Award  for  Vocational  Course  Completion  (1990). 

*  The  Achievement  Award  for  Highest  Performing  Rating,  Region  VI, 
(Presented  every  year  from  1984  to  1992). 

*  In  1990,  Labor  Secretary  Elizabeth  Dole  recognized  the  Center  for 
having  maintained  the  number  one  ranking  for  12  consecutive  years. 

Job  Corps  is  a  30  year  success  story.     I  would  like  to  congratulate  not 
just  the  young  men  and  women  who  have  seized  the  opportunities  offered  by 
the  Job  Corps  over  the  decades,  but  also  the  teachers,  instructors, 
managers,  counselors,  administrators  and  others  in  government  and  the 
private  sector  who  have  been  both  the  soul  and  muscle  of  this  extraordinary 
public  program. 

I  urge  the  subcommittee  to  fund  this  program  at  its  full  level.     If  the 
U.S.  is  to  remain  competitive  in  the  world  market,  programs  like  the  Job 
Corps  need  to  emphasized. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  JU ANITA  MILLENDER-MCDONALD,  A  REPRESENTATIVE  IN  CON- 
GRESS FROM  THE  STATE  OF  CALIFORNIA 

Mr.  Porter.  Ms.  McDonald. 

Ms.  Millender-McDonald.  Thank  you,  Mr.  Chairman  and 
members  of  this  committee.  I  understand  that  you  want  us  to  keep 
our  remarks  brief,  so  I  will  submit  this  written  testimony  for  the 
record. 

I  would  like  to  thank  you  for  your  continuous  support  of  the  Job 
Corps  program.  I  am  here  today  to  ask  that  you  continue  providing 
Job  Corps  operating  funds. 

For  over  30  years  this  unique  program  has  been  taking  young 
people  off  of  welfare,  out  of  our  country's  strained  criminal  justice 
system,  and  off  of  our  streets  while  putting  them  to  work,  giving 
them  a  second  chance  to  improve  their  lives.  While  I  am  especially 
interested  in  the  Job  Corps  training  center  that  is  currently  being 
built  in  my  district  in  Long  Beach,  I  am  here  today  because  of  my 
long-standing  support  for  the  program  overall. 

Job  Corps  teaches  youth  to  improve  their  lives  with  excellent 
work  skills.  We  recognize  that  79  percent  of  Job  Corps  students 
have  dropped  out  of  high  school  prior  to  entering  this  program,  42 
percent  come  from  families  already  on  welfare,  and  the  average 
student  has  a  reading  capacity  of  an  8th  grader.  I  think  America 
can  do  better  for  our  youth  and  this  is  why  I  am  urging  you  to  con- 
tinue your  support  for  the  Job  Corps  operating  funds.  Thank  you 
so  much,  Mr.  Chairman. 

Mr.  Porter.  Thank  you,  Ms.  McDonald. 

[The  prepared  statement  follows:] 
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TESTIMONY  FOR  CONGRESSWOMAN  MHXENDER-MCDONALD 
BEFORE  THE  SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES 
AND  EDUCATION  MEMBER  DAYS  -  MAY  15-16,  1996 


THANK  YOU  MR.  CHAIRMAN  FOR  THE  OPPORTUNITY  TO  TESTIFY  BEFORE  THE 
SUBCOMMITTEE  THIS  MORNING. 

AS  YOU  KNOW,  I  HAVE  BEEN  A  MEMBER  OF  THE  HOUSE  OF  REPRESENTATIVES 
FOR  LESS  THAN  ONE  MONTH,  BUT  I  AM  COMPELLED  TO  COME  BEFORE  YOU 
TO  SPEAK  TO  AN  ISSUE  THAT  I  STRONGLY  BELIEVE  IN.  I  BELIEVE  IN  THE  JOB 
CORPS. 

I  UNDERSTAND  THE  SUBCOMMITTEE  HAS  SUPPORTED  THIS  UNIQUE  PROGRAM 
IN  YEARS  PAST  AND  I  THANK  YOU  FOR  YOUR  SUPPORT.  JOB  CORPS  IS 
DESIGNED  TO  DO  A  SPECIFIC  TASK  AND  IT  DOES  SO. 

FOR  32  YEARS  THIS  UNIQUE  PROGRAM  HAS  BEEN  TAKING  YOUNG  PEOPLE  OFF 
THE  WELFARE  ROLLS,  OUT  OF  OUR  COUNTRY'S  STRAINED  CRIMINAL  JUSTICE 
SYSTEMS  AND  OFF  OUR  STREETS  AND  PUTTING  THEM  TO  WORK  AS 
PRODUCTIVE  TAX  PAYING  MEMBERS  OF  OUR  COMMUNTITES.  JOB  CORPS 
GIVES  AT-RISK  YOUTH  MORE  THAN  A  SKILL  OR  A  G.E.D.  (GRADUATE 
EQUIVALENCY  DIPLOMA).  IT  GIVES  THEM  TRAINING  FOR  LD7E.  AT  JOB 
CORPS,  STUDENTS  LEARN  THE  SOCIAL  SKILLS  THEY  NEED  TO  BE 
SUCCESSFUL,  AND  MOST  IMPORTANTLY  HOW  TO  TAKE  RESPONSIBILITY  FOR 
THEMSELVES  AND  THEIR  FUTURE. 

THE  DEPARTMENT  OF  LABOR  REPORTS  THAT  LAST  YEAR  SEVENTY-THREE 
PERCENT  OF  THE  STUDENTS  WHO  ENROLLED  IN  JOB  CORPS  LEFT  THE 
PROGRAM  TO  WORK  OR  TO  CONTINUE  THEIR  EDUCATION.  THIS  IS  AN 
IMPRESSIVE  FIGURE  WHEN  YOU  CONSIDER  THAT: 

•  SEVENTY-NINE  PERCENT  OF  JOB  CORPS'  STUDENTS  HAVE  DROPPED  OUT 
OF  HIGH  SCHOOL  PRIOR  TO  ENTERING  THE  PROGRAM 

•  FORTY-TWO  PERCENT  COME  FROM  FAMILIES  ALREADY  ON  WELFARE 

•  THE  AVERAGE  STUDENT  HAS  THE  READING  SKILLS  OF  AN  EIGHTH 
GRADER 

IN  MY  CONGRESSIONAL  DISTRICT  A  JOB  CORPS  CENTER  IS  CURRENTLY  BEING 
BUILT  AND  IS  EXPECTED  TO  OPEN  IN  OCTOBER,  1997.  THIS  CENTER,  TO  BE 
LOCATED  IN  LONG  BEACH,  WELL  BE  PART  OF  A  COMPREHENSIVE 
REDEVELOPMENT  PROJECT,  "THE  LONG  BEACH  BUSINESS  RESEARCH  PARK." 
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THE  RESEARCH  PARK  IS  A  MODEL  FOR  MILITARY  BASE  REUSE.  LOCATED  ON 
THE  FORMER  CABRELLO/SAVANNAH  NAVAL  HOUSING  PROPERTY,  IT  OFFERS 
THE  JOB  CORPS  CENTER,  A  HOMELESS  TRANSITIONAL  HOUSING  FACILITY,  A 
NEW  HIGH  SCHOOL,  A  SATELLITE  CAMPUS  AFFILIATED  WITH  THE 
CALIFORNIA  STATE  UNIVERSITY,  LONG  BEACH  AND  A  BUSINESS  INCUBATOR. 


IN  THE  CITIES  OF  COMPTON  AND  LONG  BEACH,  THERE  ARE  SOME  10,000 
YOUTHS  LIVING  IN  POVERTY.  POVERTY  IS  THE  SOCIAL  FACTOR  WHICH 
PLACES  THESE  YOUTH,  THEIR  FAMILIES  AND  COMMUNITIES  "AT-RISK".  IN 
1997,  AND  WITH  YOUR  SUPPORT,  WE  WILL  HAVE  A  NEW  JOB  CORPS  CAMPUS 
TO  HELP  THOSE  WHO  ARE  ELIGIBLE  TO  ULTIMATELY  LEAD  PRODUCTIVE 
LIVES  AND  TO  EXPERIENCE  SUCCESS.  THE  ONLY  DOWNSIDE  TO  THE  LONG 
BEACH  CENTER  IS  THAT  IT  CAN  ONLY  OFFER  THIS  CHANCE  TO  450  YOUNG 
MEN  AND  WOMEN  EACH  YEAR.  IN  ADDITION,  HOWEVER,  THE  LONG  BEACH 
CENTER  IS  EXPECTED  TO  OFFER  APPROXIMATELY  150  EMPLOYMENT 
OPPORTUNITIES.  ACCORDING  TO  THE  1990  CENSUS,  IN  CALIFORNIA  ALONE, 
THERE  ARE  MORE  THAN  700,000  YOUTHS  LIVING  IN  POVERTY  AND 
POTENTIALLY  ELIGIBLE  FOR  JOB  CORPS.  I  WANT  TO  WORK  WITH  YOU  TO 
CONTINUE  TO  RECTIFY  THIS  SITUATION. 

JOB  CORPS  IS  A  GOOD  DEAL  WHEN  WE  LOOK  AT  THE  COSTS  OF  THE 
ALTERNATIVES.  JOB  CORPS  COSTS  AN  AVERAGE  OF  $24,681  PER  YEAR  PER 
ENROLLEE,  WHILE  FEDERAL  PUBLIC  ASSISTANCE  (INCLUDING  AFDC,  FOOD 
STAMPS,  MEDICAID,  HOUSING,  NUTRITIONAL  ASSISTANCE,  AND  UTILITY 
ASSISTANCE)  COST  THE  TAXPAYERS  AN  EQUIVALENT  OF  $11,400  TO  $36,400 
ANNUALLY.  TAX-FREE  INCOME,  JUVENILE  INCARCERATION  COSTS 
APPROXIMATELY  $38,000  PER  YEAR,  AND  ADULT  INCARCERATION  COSTS 
APPROXIMATELY  $21,352  PER  YEAR.  THE  COMPARABLE  ANNUAL  COST  OF 
SENDING  A  STUDENT  TO  A  PUBLIC  UNIVERSITY  AVERAGES  $27,593  AND  THE 
COMPARABLE  ANNUAL  COST  OF  SENDING  A  STUDENT  TO  A  PRIVATE 
UNIVERSITY  IS  $51,587.  JOB  CORPS  STUDENTS  IMPROVED  THEIR  EARNING 
ABILITY,  GOT  JOBS,  WERE  EMPLOYED  LONGER  AND  RECEIVED  HIGHER 
WAGES,  YET  REQUIRED  LESS  GOVERNMENT  ASSISTANCE  AND  COMMITTED 
FEWER  SERIOUS  CRIMINAL  OFFENSES. 

I  URGE  YOU  TO  CONTINUE  YOUR  SUPPORT  OF  THE  JOB  CORPS  AS  IT  IS  THE 
WISEST  INVESTMENT  TO  ENSURE  OUR  FUTURE. 

THANK  YOU. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  WILLIAM  J.  COYNE,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  COMMONWEALTH  OF  PENNSYLVANIA 

Mr.  Porter.  Mr.  Coyne. 

Mr.  Coyne.  Thank  you,  Mr.  Chairman  and  members  of  the  com- 
mittee, for  the  opportunity  to  testify  here  today  in  behalf  of  in- 
creasing funding  for  this  very  successful  Job  Corps  program. 

I  fully  realize  the  appropriations  committee  faces  difficult  budget 
constraints  this  year,  and  that  such  constraints  will  be  even  more 
challenging  in  the  years  ahead.  Nevertheless,  I  believe  that  the 
success  of  the  Job  Corps  clearly  justifies  this  investment  in  our 
young  people. 

I  know  from  first-hand  experience  that  Job  Corps  has  been  suc- 
cessful. I  have  a  Job  Corps  center  in  my  community  which  serves 
more  than  a  thousand  students  per  year.  I  have  seen  the  impact 
of  the  Job  Corps  and  what  it  has  on  these  students  on  a  day  to  day 
basis.  These  young  people  make  tremendous  gains  as  a  result  of 
their  participation  in  this  very  viable  program.  It  would  not  be  an 
exaggeration  to  say  that  many  of  them  are  transformed  by  the  Job 
Corps  experience.  This  program  takes  young  people  with  troubled 
backgrounds  and  provides  them  with  the  intellectual  and  emotional 
tools  that  they  will  need  to  become  productive,  responsible  mem- 
bers of  our  society.  I  don't  understand  how  we  can  afford  not  to  ex- 
pand this  program. 

I  know  that  the  subcommittee  will  be  faced  with  many  difficult 
choices  in  the  coming  weeks,  but  I  ask  that  you  support  the  admin- 
istration's funding  request  of  $1.2  billion  for  the  Job  Corps.  Thank 
you  for  the  opportunity  to  join  you  here  today. 

Mr.  Porter.  Thank  you,  Mr.  Coyne. 

[The  prepared  statement  follows:] 
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Statement  of 
The  Honorable  William  J.  Coyne 
Regarding  Job  Corps 
Before  the  House  Subcommittee  on  Labor-HHS  Appropriations 
House  Committee  on  Appropriations 
May  15,  1996 

Thank  you,  Mr.  Chairman,  for  allowing  me  to  testify  this  morning  in  support  of  increased 
funding  for  the  Job  Corps  program. 

I  fully  realize  that  the  Appropriations  Committee  faces  difficult  budget  constraints  this 
year,  and  that  such  constraints  will  become  more  challenging  still  in  the  years  ahead. 
Nevertheless,  I  believe  that  the  success  of  the  Job  Corps  clearly  justifies  the  investment  of  scarce 
federal  resources  even  under  these  circumstances. 

The  Job  Corps  is  the  only  national  residential  program  that  helps  at-risk  youth  develop  the 
skills  and  motivation  that  they  need  to  succeed  in  the  workplace.  73  percent  of  Job  Corps 
participants  get  jobs,  join  the  military,  or  go  on  to  higher  education  when  they  leave  the  program. 
This  remarkable  program  deserves  our  support. 

I  know  from  first-hand  experience  that  Job  Corps  has  been  successful.  I  have  a  Job  Corps 
center  in  my  district  which  serves  more  than  a  thousand  students  a  year.  I  have  seen  the  impact 
that  the  Job  Corps  has  had  on  these  students.  These  young  people  make  tremendous  gains  as  a 
result  of  their  participation  in  this  program.  It  would  not  be  an  exaggeration  to  say  that  many  of 
them  are  transformed  by  their  Job  Corps  experience.  This  program  takes  young  people  with 
troubled  backgrounds  and  provides  them  with  the  intellectual  and  emotional  tools  that  they  will 
need  to  become  productive,  responsible  members  of  our  society.  I  do  not  understand  how  we  can 
afford  not  to  expand  this  program. 

The  administration  has  proposed  a  modest  5.5  percent  increase  in  funding  for  this  program 
in  its  fiscal  year  1 997  budget  submission  to  Congress.  I  know  that  the  subcommittee  members 
will  be  faced  with  many  difficult  choices  in  the  coming  weeks,  but  I  urge  the  subcommittee  to 
support  the  administration's  funding  request  of  $1 . 1 535  billion  for  the  Job  Corps  in  its  fiscal  year 
1997  Labor-HHS  appropriations  bill. 

Thank  you  again  for  the  opportunity  to  testify  in  support  of  this  very  important  program. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  JACK  KINGSTON,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  GEORGIA 

Mr.  Porter.  We  are  also  pleased  to  be  joined  by  a  colleague  from 
the  appropriations  committee,  Congressman  Jack  Kingston.  Please 
proceed. 

Mr.  Kingston.  Thank  you,  Mr.  Chairman.  I  would  like  to  submit 
my  testimony  for  the  record. 
Mr.  Porter.  It  will  be  received. 

Mr.  Kingston.  Thank  you.  I  represent  a  Brunswick,  Georgia  re- 
gional Job  Corps  training  center  where  the  average  student  is  17 
years  old,  85  percent  are  high  school  drop-outs,  69  percent  are 
male,  they  stay  there  about  7  months  and  they  increase  their  read- 
ing skills,  their  math  skills,  and  of  course  their  job  training  skills. 
It  is  a  very  positive  program. 

I  appreciate  the  fact  that  your  committee  is  sensitive  to  the  need 
for  Job  Corps.  I  urge  you  to  continue  to  look  for  ways  to  make  it 
a  better  program  and  save  money  where  you  can,  but  continue  to 
remember  the  students,  as  you  have. 

Mr.  Porter.  Thank  you,  Mr.  Kingston. 

[The  prepared  statement  follows:] 
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Statement  by  Congressman  Jack  Kingston 
before  the  Appropriations  Subcommittee  on 
Labor,  Health  and  Human  Services,  and  Education 
Chairman  John  Porter 
May  15,  1996 

Mr.  Chairman,  thank  you  for  the  opportunity  to  appear  before  the  Subcommittee  today  to 
speak  in  support  of  Job  Corps. 

Mr.  Chairman,  the  environment  that  has  been  created  for  government  programs  finds  this 
nation  and  this  Congress  in  a  precarious  position.  Though  many  programs  began  with  the 
best  intentions,  we  are  finding  that  they  now  suffer  from  duplication,  mismanagement,  and 
are  not  the  best  use  of  taxpayer  money.  It  is  our  responsibility  as  representatives  of  the 
people,  to  do  the  best  job  we  can  in  weeding  out  programs  that  do  not  work,  and 
maintaining  the  ones  that  do—maintaining  the  ones  that  do  work  is  why  I  am  here  today. 
Job  Corps  is  one  of  the  few  government  run  programs  that  actually  works,  and  I  would  like 
to  see  it  continue. 

In  the  State  of  Georgia,  there  are  three  Jobs  Corps  Centers  serving  2,900  students  annually. 
One  is  in  Brunswick,  in  the  First  District,  which  I  represent;  this  center  serves  600  students 
annually.  Statistics  show  that  Georgia  has  more  than  150,000  at-risk  youth  who  can  benefit 
from  the  Job  Corps  program. 

I  can  speak  confidently  about  this  program,  because  I  have  seen  the  tremendous  work  they 
do  first  hand.  I  visited  the  Job  Corps  in  Brunswick,  and  met  real  success  stories,  many  of 
them  with  very  similar  beginnings.  Two  students  I  had  an  opportunity  to  speak  with  shared 
their  experiences  with  me.  The  first  student,  John  Wilcox,  came  to  Job  Corps  in  1 993  from 
Lakeland,  Florida.  When  he  entered  the  program,  he  lacked  the  skills  he  needed  to  hold 
full-time  employment.  In  1995,  John  graduated  from  the  Brunswick  center  after 
completing  his  training  in  Building  and  Apartment  Maintenance.  He  secured  employment 
with  a  construction  company,  and  now  he  is  self  sufficient.  Another  student,  LaKisha 
Howard  from  Riverdale,  Georgia  faced  similar  problems  when  she  enrolled  at  the 
Brunswick  center  in  1993.  Last  year,  she  completed  her  training  and  was  hired  by  a  local 
home  health  care  agency  as  a  clerk. 

For  many  students  in  the  program,  they  realize  the  Job  Corps  is  their  last  stop.  This 
realization  gives  them  a  head  start  above  many  other  at-risk  youth  because  they  begin  the 
program  with  a  determination  to  succeed.  This  determination,  along  with  the  staff  and 
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program  structure,  enables  them  to  succeed. 

At  the  Brunswick  center,  the  average  student  is  17  years  old;  85%  are  high  school  dropouts; 
69%  are  male;  and,  33%  come  from  families  on  public  assistance.  With  an  average  stay  of 
7.3  months,  this  Center  obtains  results.  The  average  student's  reading  gain  is  1.5  grade 
levels  while  the  math  gain  average  is  1.8  grade  levels;  two  thirds  go  on  to  jobs  or  further 
education. 

Mr.  Chairman,  not  only  do  the  numbers  speak  for  themselves,  the  participants  have  spoken 
for  the  program,  and  I  also  feel  compelled  to  speak  in  support  of  it.  As  you  consider 
program  funding  during  the  FY97  appropriations  process,  please  take  my  concerns  and 
support  for  Jobs  Corps  into  consideration. 


Thank  you. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  BOB  GOODLATTE,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
COMMONWEALTH  OF  VIRGINIA 

Mr.  Porter.  We  are  also  joined  this  morning  by  Mr.  Goodlatte. 
Please  proceed. 

Mr.  Goodlatte.  Thank  you,  Mr.  Chairman.  I  appreciate  also  the 
opportunity  to  testify  before  you  today. 

Virginia  has  three  Job  Corps  centers,  including  the  Old  Domin- 
ion Job  Corps  center  which  is  in  my  congressional  district.  Between 
them,  they  serve  about  1,150  students  a  year.  They  have  an  out- 
standing reputation  for  giving  people  an  opportunity  to  jump-start 
lives  that  have  often  gotten  off  onto  a  wrong  road.  I  would  urge  you 
to  support  fully  funding  this  program. 

Last  year,  73  percent  of  the  Job  Corps  participants  nationwide 
got  jobs  or  went  on  to  higher  education.  I  think  that  frankly  is  a 
remarkable  record  given  some  of  the  circumstances  that  some  of 
these  young  people  come  with  to  these  facilities.  I  would  also  ask 
that  my  full  statement  be  submitted  for  the  record. 

Mr.  Porter.  It  will  be  received.  We  thank  you  for  your  testimony 
today. 

[The  prepared  statement  follows:] 
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Thank  you  Mr.  Chairman  and  members  of  the  Subcommittee  for  allowing 
me  the  opportunity  to  testify  today  in  support  of  the  Job  Corps  program. 

Virginia  is  fortunate  to  have  three  Job  Corps  centers,  including  the  Old 
Dominion  Job  Corps  Center  located  in  my  district.  Job  Corps  centers  in  Virginia 
serve  approximately  1,150  students  each  year.  We  must  maintain  our  investment 
in  Job  Corps  so  that  we  can  continue  to  serve  this  target  population. 

I  am  especially  proud  of  the  Old  Dominion  Job  Corps  Center  in  Monroe 
for  the  outstanding  service  it  consistently  provides  to  the  community.  For 
example,  not  long  ago  students  from  Old  Dominion  completed  a  two-year  project 
in  which  they  constructed  a  building  for  the  Association  of  Retarded  Citizens  in 
Lynchburg.  The  project,  valued  at  nearly  $250,000,  is  one  of  the  largest  and 
most  successful  construction  projects  ever  completed  by  Job  Corps  students. 
This  project  stands  as  a  shining  example  among  the  more  than  $765,000  worth 
of  community  service  that  the  three  Job  Corps  centers  in  my  home  state  have 
provided  during  the  last  five  years. 

Mr.  Chairman,  as  you  know,  I  am  committed  to  balancing  the  federal 
budget  and  eliminating  programs  that  waste  the  hard-earned  money  of  American 
taxpayers.  I  strongly  support  the  consolidation  of  duplicative  government 
programs  -  among  them  the  many  federal  job  training  programs  that  do  not 
produce  a  solid  return  on  the  taxpayers'  investment  in  them.  It  is  because  of  my 
commitment  to  demanding  quality  and  value  from  government  programs  that  I 
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support  the  Job  Corps.  Job  Corps  not  only  spends  our  tax  dollars  wisely,  but 
delivers  high  quality  results  year-in  and  year-out. 

Last  year,  73  percent  of  Job  Corps  participants  nationwide  got  jobs  or 
went  on  to  higher  education.  They  improved  their  math  and  reading  skills  by 
two  grade  levels  in  the  course  of  their  participation.  Furthermore,  the  average 
wage  of  graduates  was  more  than  30  percent  higher  than  the  minimum  wage. 
When  one  considers  that  79  percent  of  Job  Corps  students  are  high  school 
dropouts  and  that  42  percent  come  from  families  on  public  assistance,  these 
results  are  all  the  more  impressive.  The  results  from  the  three  Virginia  Job 
Corps  centers  are  even  better.  Last  year,  more  than  85  percent  of  students  from 
these  centers  got  jobs  or  went  on  to  higher  education.  Clearly  Job  Corps  works 
in  Virginia. 

It  is  our  duty  to  our  constituents  to  eliminate  waste  and  to  provide  quality 
services.  As  a  nation  we  have  developed  many,  many  programs  to  address  the 
problems  of  unemployment,  crime,  welfare,  and  lack  of  education. 
Unfortunately,  only  a  few  of  them  actually  work.  In  my  opinion,  we  need  to 
focus  the  taxpayers'  invest  in  programs  like  Job  Corps  that  have  a  demonstrated 
history  of  producing  sound  results  and  eliminate  those  that  do  not.  I  strongly 
support  full  funding  for  Job  Corps  in  the  1997  appropriations  bill  and  would 
urge  the  members  of  this  Subcommittee  to  join  me  in  supporting  this  worthy 
program.  Thank  you. 
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Mr.  Porter.  The  subcommittee  will  stand  in  recess  for  fifteen 
minutes. 
[Recess.] 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  RICK  LAZIO,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  NEW  YORK 

Mr.  Dickey  [presiding].  We  continue  the  hearing  with  Congress- 
man Lazio.  All  right,  you  have  as  much  time  as  you  need. 

Mr.  Lazio.  Thank  you,  Mr.  Chairman,  and  I  want  to  thank  my 
friend  and  colleague  Lou  Stokes  for  his  help.  I  appreciate  very 
much  the  opportunity  to  be  here  today.  I  respect  the  fine  work  that 
you  all  are  doing  over  here.  I  want  to  thank  the  members  of  the 
subcommittee  who  are  not  able  to  be  here  right  now  but  who  are 
hard-working  for  giving  me  this  opportunity  to  testify. 

I  appear  here  today  to  advocate  for  three  programs  which  I  be- 
lieve provide  excellent  value  for  those  who  are  truly  in  need — the 
National  Senior  Service  Corps,  the  Ryan  White  CARE  Act,  and  re- 
search to  combat  breast  cancer. 

The  National  Senior  Service  Corps  includes  the  Foster  Grand- 
parent Program,  the  Senior  Companion  Program,  and  the  Retired 
and  Senior  Volunteer  Program,  which  is  otherwise  known  as  RSVP. 
For  over  thirty  years  the  national  Senior  Service  Corps  programs 
have  brought  needed  services  to  communities  throughout  America 
and  have  provided  hundreds  of  thousands  of  service  opportunities 
to  older  Americans. 

America's  seniors  have  a  wealth  of  experience  and  knowledge 
which  must  be  engaged.  As  we  look  at  today's  social  problems,  it 
is  essential  that  as  a  Nation  we  look  toward  those  who  have  faced 
adversity  before  and  now  stand  as  examples  of  that  which  makes 
America  great.  Currently,  America's  seniors  have  been  greatly 
under-utilized  in  solving  today's  problems. 

Foster  Grandparents,  Senior  Companion,  and  RSVP  help  to  ful- 
fill community  needs  which  may  otherwise  go  unmet.  Activities 
conducted  by  the  National  Senior  Service  Corps  volunteers  include: 
serving  the  homeless,  providing  hospital  volunteer  services,  tutor- 
ing, serving  emotionally  disturbed  children,  serving  the  terminally 
ill,  caring  for  children  who  are  born  with  drug  addictions  and  HIV, 
as  well  as  many,  many  other  things. 

Foster  Grandparents  volunteer  about  20  hours  per  week  serving 
at-risk  children  and  families  through  local  community  nonprofit 
agencies  in  both  community-based  and  in-home  settings.  Mr. 
Chairman,  just  to  digress  for  a  second,  I  have  seen  the  Foster 
Grandparent  program  at  work.  I  have  seen  how  the  children  re- 
spond to  the  grandmas  and  grandpas,  they  call  them,  and  how  sen- 
iors feed  back  to  me  afterwards  and  say  it  gives  them  a  reason  to 
get  up  in  the  morning.  I  think  it  is  just  a  tremendous  program.  Vol- 
unteers who  meet  certain  income  guidelines  receive  a  small,  non- 
taxable stipend  that  runs  about  $9.80  a  day  for  a  four  hour  day 
which  enables  those  living  on  limited  incomes  to  serve  at  no  cost 
to  themselves. 
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Senior  Companions  also  volunteer  20  hours  per  week  through 
health  care  providers  and  other  nonprofit  social  service  agencies 
serving  frail  older  people.  Volunteers  who  meet  certain  income 
guidelines  receive  a  small  stipend.  Both  Foster  Grandparents  and 
Senior  Companions  receive  assistance  with  the  cost  of  transpor- 
tation and  a  daily  meal,  a  physical  exam,  and  on-duty  accident/li- 
ability insurance  is  provided  to  all  volunteers. 

RSVP  volunteers  serve  part-time  for  an  average  of  three  to  four 
hours  per  week,  providing  a  myriad  of  services  for  their  commu- 
nities through  a  variety  of  local  nonprofit  organizations.  Again,  Mr. 
Chairman,  this  is  non-bureaucratic  and  flexibility  is  one  of  the 
things  that  we  admire  most  about  these  programs.  Volunteers  may 
receive  reimbursement  for  transportation  or  other  expenses.  How- 
ever, RSVP  volunteers  who  come  from  a  variety  of  economic  back- 
grounds receive  no  stipend  at  all,  so  they  get  no  money  but  they 
still  want  to  give.  It's  a  tremendous  value  for  us. 

The  relatively  small  amount  of  money  which  we  devote  to  these 
programs  produces  enormous  results.  These  programs  enjoy  wide 
support,  as  demonstrated  by  the  support  of  my  amendment  on  the 
House  floor  last  year  during  consideration  of  the  Labor,  HHS,  Edu- 
cation appropriations  bill.  In  fiscal  year  1996,  these  programs  re- 
ceived an  appropriation  of  about  $128  million.  This  represented  an 
overall  cut  of  about  6  percent  from  the  fiscal  year  1995  level.  I  sup- 
port an  appropriation  of  $145  million  for  these  programs  in  fiscal 
year  1997  and  ask  that  this  committee  do  the  same.  Specifically, 
I  would  support  $73  million  for  Foster  Grandparents,  $34  million 
for  Senior  Companion,  and  $38  million  for  RSVP. 

Overall,  the  almost  one-half  million  volunteers  within  the  Na- 
tional Senior  Service  Corps  provide  about  115  million  hours  of  serv- 
ice to  communities  around  the  country.  This  translates  to  a  value 
of  over  $1.3  billion.  In  addition,  the  three  programs  together  match 
every  Federal  dollar  with  68  cents  in  State  and  local  contribution — 
the  very  meaning  of  a  partnership,  which  is  where  we  need  to  move 
toward— an  enormous  show  of  support  from  the  communities  which 
directly  benefit  from  the  volunteerism  of  seniors.  The  money  spent 
on  these  programs  goes  a  long  way  to  aide  both  the  seniors  who 
volunteer  and,  more  importantly,  those  who  receive  their  valuable 
services.  We  should  support  America's  senior  citizens  in  utilizing 
their  talents  and  experiences  to  better  themselves  and  their  com- 
munities. 

Again,  to  digress  for  a  second  if  I  can,  Mr.  Chairman,  these  pro- 
grams do  exactly  what  we  say  we  want  to  do  for  the  future — build 
partnerships,  acknowledging  that  the  Federal  Government  cannot 
do  it  alone,  encouraging  volunteerism,  anti-bureaucratic,  flexible, 
leveraging  the  public  roll  as  much  as  possible,  and  providing  even 
input  by  the  private  sector  to  make  sure  we  do  even  more. 

The  Ryan  White  CARE  Act,  as  you  know,  supports  a  wide  range 
of  critically  needed  services  for  people  with  AIDS  across  the  Na- 
tion. But  equally  important,  it  supports  critical  services  to  the  peo- 
ple of  my  State  in  New  York  which,  unfortunately,  counts  for  near- 
ly 20  percent  of  the  Nation's  AIDS  cases.  Ninety-eight  thousand 
New  Yorkers  have  been  reported  with  AIDS  and  over  sixty-six 
thousand  of  those  people  have  died. 
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Since  its  enactment,  the  Ryan  White  CARE  Act  has  provided  a 
wide  range  of  services  for  people  of  all  racial,  ethnic,  and  socio- 
economic classes  throughout  the  country  who  are  struggling  with 
the  HIV  disease  These  funds  provide  a  coordinated  continuum  of 
care  for  these  individuals.  Some  of  the  services  provided  by  the 
CARE  Act  include:  outpatient  health  and  medical  services,  pharma- 
ceuticals, funding  for  continuation  of  private  health  insurance,  and 
some  health  care.  This  is  very  cost-effective. 

I  would  also  like  to  specifically  comment  on  Title  II  which  sup- 
ports the  establishment  of  local  networks  of  health  and  human 
service  providers  for  people  living  with  AIDS  and  HIV  infection.  A 
cornerstone  of  Title  II  funding  is  the  AIDS  Drug  Assistance  pro- 
gram, known  as  ADAP.  The  ADAP  program  helps  States  provide 
life-saving  and  life-prolonging  medications  for  people  living  with 
HIV  and  AIDS. 

The  most  promising  treatment  development  that  has  occurred 
over  the  past  year  is  the  approval  by  the  FDA  of  a  new  class  of 
drugs  known  as  protease  inhibitors.  These  drugs  offer  great  prom- 
ise not  only  to  people  living  with  HIV,  but  to  our  entire  society. 
Early  results  have  demonstrated  that  the  new  inhibitors  will  per- 
mit HIV  infected  persons  to  lead  productive  and  fulfilling  lives. 
These  new  treatments  also  hold  the  promise  of  reducing  new  HIV 
infections,  as  research  shows  the  virus  is  reduced  to  undetectable 
levels  in  the  blood. 

However,  the  hope  generated  by  these  new  therapies  is  threat- 
ened by  the  funding  shortfalls  that  exist  nationwide  in  the  AIDS 
Drug  Assistance  Program.  New  York  State  and  20  other  States 
have  had  to  curtail  their  ADAP  program  during  the  last  year  be- 
cause of  limited  or  exhausted  funds.  For  example,  in  New  York  the 
program  faced  a  shortfall  for  drug  therapies  of  $6  million  even 
prior  to  the  introduction  of  these  inhibitor  drugs. 

I  applaud  my  colleagues  on  the  subcommittee  who  saw  the  wis- 
dom of  providing  more  funds  for  the  ADAP  program  in  the  recently 
passed  omnibus  appropriations  bill,  and  I  am  very  grateful  for  that. 
This  will  certainly  help.  However,  we  must  look  forward  to  the  up- 
coming year  for  both  the  ADAP  program  as  well  as  the  rest  of  the 
Ryan  White  CARE  program.  We  must  continue  to  provide  adequate 
funding  for  all  titles  of  the  Ryan  White  programs  so  that  those  liv- 
ing with  HIV  and  AIDS  can  lead  the  best  lives  possible. 

I  would  further  urge  funding  for  breast  cancer  research  under 
the  National  Cancer  Institute,  known  as  NCI,  at  the  highest  pos- 
sible level  for  fiscal  year  1997.  As  you  may  know,  breast  cancer  is 
one  of  the  most  common  types  of  cancer  affecting  American  women. 
We  are  just  beginning  to  see  progress  in  the  battle  against  this 
deadly  disease.  Funding  allocated  to  the  National  Cancer  Institute 
under  the  National  Institutes  of  Health  have  allowed  for  innovative 
research  projects  such  as  the  Long  Island  Breast  Cancer  Study 
Project.  This  and  other  programs  explore  possible  links  between  en- 
vironmental factors  such  as  pesticides  and  breast  cancer. 

There  is  still  much  research  to  be  done,  however.  Further  fund- 
ing would  help  bring  us  closer  to  understanding  why  breast  cancer 
occurs  at  such  high  rates  in  areas  such  as  Long  Island  and  help 
make  advances  in  the  search  for  a  cure.  Incidentally,  Mr.  Chair- 
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man,  Long  Island  not  only  has  a  very  high  incidence  of  breast  can- 
cer, but  also  has  an  exceptionally  high  mortality  rate. 

I  want  to  thank  this  committee  again  for  giving  me  this  time 
during  a  very  busy  schedule  to  come  here  and  speak  about  three 
programs  that  I  care  about  deeply.  I  think  they  provide  true  value 
for  the  taxpayer  and  really  help  improve  the  quality  of  life  for 
those  who  are  in  need.  I  am  grateful  for  the  support  in  the  past 
of  this  committee,  and  I  am  very  grateful  for  this  opportunity. 
Thank  you  very  much. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  THE  HONORABLE  RICK  LAZIO 
LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION  SUBCOMMITTEE 


I  would  like  to  thank  Chairman  Porter  and  all  the  members  of  this  committee  for  the 
opportunity  to  testify  today.  I  appear  before  you  to  advocate  for  three  programs  which  I  strongly 
believe  are  excellent  investments  to  help  those  who  are  truly  in  need:  the  National  Senior 
Service  Corps,  the  Ryan  White  CARE  Act,  and  research  to  combat  breast  cancer. 

The  National  Senior  Service  Corps  includes  the  Foster  Grandparent  Program,  the  Senior 
Companion  Program,  and  the  Retired  and  Senior  Volunteer  Program  (RSVP).  For  over  thirty 
years  National  Senior  Service  Corps  programs  have  brought  needed  services  to  communities 
across  America  and  have  provided  hundreds  of  thousands  of  service  opportunities  to  older 
Americans. 

America's  seniors  have  a  wealth  of  experience  and  knowledge  which  must  be  engaged. 
As  we  look  at  today's  social  problems,  it  is  essential  that  as  a  nation  we  look  toward  those  who 
have  faced  adversity  before,  and  now  stand  as  examples  of  that  which  makes  America  great. 
Currently,  America's  seniors  have  been  greatly  underutilized  in  solving  today's  problems. 

Foster  Grandparents,  Senior  Companion,  and  R.S.V.P.  help  to  fulfill  community  needs 
which  may  otherwise  go  unmet.  Activities  conducted  by  National  Senior  Service  Corps 
volunteers  include:  serving  the  homeless,  providing  hospital  volunteer  services,  tutoring,  serving 
emotionally  disturbed  children,  serving  the  terminally  ill,  caring  for  children  who  are  born  with 
drug  addictions  and  HIV,  as  well  as  many,  many  others. 

Foster  Grandparents  volunteer  20  hours  per  week  serving  at-risk  children  and  families 
through  local  community  non-profit  agencies  in  both  community-based  and  in-home  settings. 
Volunteers  who  meet  certain  income  guidelines  receive  a  small,  non-taxable  stipend  ($9.80  per 
four  hour  day)  which  enables  those  living  on  limited  incomes  to  serve  at  no  cost  to  themselves. 

Senior  Companions  also  volunteer  20  hours  per  week  through  health  care  providers  and 
other  non-profit  social  service  agencies  serving  frail  older  people.  Volunteers  who  meet  certain 
income  guidelines  receive  a  small  stipend.  Both  Foster  Grandparents  and  Senior  Companions 
receive  assistance  with  the  cost  of  transportation  and  a  daily  meal,  a  physical  exam,  and  on-duty 
accident/liability  insurance  is  provided  to  all  volunteers. 

Retired  and  Senior  Volunteer  Program  (RSVP)  volunteers  serve  part-time,  for  an  average 
of  three  to  four  hours  per  week,  providing  a  myriad  of  services  for  their  communities,  through  a 
variety  of  local  non-profit  organizations,  agencies,  and  institutions  designated  as  volunteer 
stations.  Volunteers  may  receive  reimbursement  for  transportation  or  other  expenses.  However, 
R.S.V.P.  volunteers  who  come  from  a  variety  of  economic  backgrounds,  receive  no  stipend. 

The  relatively  small  amount  of  money  which  we  devote  to  these  programs  produces 
enormous  results.  These  programs  enjoy  wide  support,  as  demonstrated  by  support  of  my 
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amendment  on  the  House  floor  last  year  during  consideration  of  the  Labor/HHS/Education 
Appropriations  Bill.  In  FY  1996,  these  programs  received  a  total  appropriation  of  $128,341 
million.  This  represents  an  overall  cut  of  about  6%  from  FY  1995  level.  I  support  an 
appropriation  of  $145  million  for  these  programs  for  FY  1997  and  ask  that  this  committee  do  the 
same.  Specifically,  I  would  support  $73  million  for  Foster  Grandparents,  $34  for  Senior 
Companion  and  $38  million  for  R.S.V.P. 

Overall,  the  almost  one-half  million  volunteers  within  the  National  Senior  Service  Corps 
provide  about  1 1 5  million  hours  of  service  to  communities  around  the  country.  This  translates  to 
a  value  of  over  $1 .3  billion.  In  addition,  the  3  programs  together  match  every  federal  dollar  with 
68  cents  in  state  and  local  contribution  -  an  enormous  show  of  support  from  the  communities 
which  directly  benefit  from  the  volunteerism  of  seniors. 

The  money  spent  on  these  programs  goes  a  long  way  to  aid  both  the  seniors  who 
volunteer,  and  more  importantly,  those  who  receive  their  valuable  services.  We  should  support 
America's  senior  citizens  in  utilizing  their  talents  and  experiences  to  better  themselves  and  their 
communities. 

The  Ryan  White  CARE  Act,  as  you  know,  supports  a  wide  range  of  critically  needed 
services  for  people  with  AIDS  across  the  nation.  But  equally  important,  it  supports  critical 
services  to  the  people  of  my  state,  New  York,  which  unfortunately  accounts  for  nearly  20  percent 
of  the  nation's  AIDS  cases;  98,000  New  Yorkers  have  been  reported  with  AIDS,  and  over  66,000 
of  those  people  have  died. 

Since  its  enactment,  the  Ryan  White  CARE  Act  has  provided  a  wide  range  of  services  for 
people  of  all  racial,  ethnic  and  social-economic  classes  throughout  the  Unittd  States  who  are 
struggling  with  HIV  disease.  These  funds  provide  a  coordinated  continuum  of  care  for  these 
individuals.  Some  of  the  services  supported  by  the  CARE  Act  include  outpatient  health  and 
medical  services,  pharmaceuticals,  funding  for  continuation  of  private  health  insurance,  and 
some  health  care. 

I  would  like  to  specifically  comment  on  Title  II  which  supports  the  establishment  of  local 
networks  of  health  and  human  service  providers  for  people  living  with  AIDS  and  HIV  infection. 
A  cornerstone  of  Title  II  funding  is  the  AIDS  Drug  Assistance  Program  (ADAP).  The  ADAP 
program  helps  states  provide  life-saving  and  life  prolonging  medications  for  people  living  with 
HIV  and  AIDS. 

The  most  promising  treatment  development  that  occurred  over  the  past  year  is  the 
approval  by  the  FDA  of  a  new  class  of  drugs  known  as  protease  inhibitors.  These  drugs  offer 
great  promise  not  only  to  people  living  with  HIV,  but  to  our  entire  society.  Early  results  have 
demonstrated  that  the  new  protease  inhibitors  will  permit  HIV  infected  persons  to  lead 
productive  and  fulfilling  lives.  These  new  treatments  also  hold  the  promise  of  reducing  new  HIV 
infections  as  research  shows  the  virus  is  reduced  to  undetectable  levels  in  the  blood. 


However,  the  hope  generated  by  these  new  therapies  is  threatened  by  the  funding 
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shortfalls  that  exist  nationwide  in  the  AIDS  Drug  Assistance  Program.  New  York  State,  and  20 
other  states,  have  had  to  curtail  their  ADAP  programs  during  the  past  year  because  of  limited  or 
exhausted  funds.  For  example,  in  New  York  the  program  faced  a  shortfall  for  drug  therapies  of 
$6  million  even  prior  to  the  introduction  of  these  protease  inhibitor  drugs. 

I  applaud  my  colleagues  on  this  subcommittee  who  saw  the  wisdom  of  providing  more 
funds  for  the  ADAP  program  in  the  recently  passed  Omnibus  Appropriations  Act.  This  will 
certainly  help.  However,  we  must  look  forward  to  the  upcoming  year  for  both  the  ADAP 
program  as  well  as  the  rest  of  the  Ryan  White  CARE  program. 

We  must  continue  to  provide  adequate  funding  for  all  titles  of  the  Ryan  White  Program 
so  that  those  living  with  HIV  and  AIDS  can  lead  the  best  lives  possible. 

I  would  further  urge  funding  for  breast  cancer  research  under  the  National  Cancer 
Institute  (NCI)  at  the  highest  possible  level  for  FY  '97.  As  you  may  know,  breast  cancer  is  one 
of  the  most  common  types  of  cancer  affecting  American  women.  We  are  just  beginning  to  see 
progress  in  the  battle  against  this  deadly  disease.  Funding  allocated  to  the  National  Cancer 
Institute,  under  the  National  Institutes  of  Health  (NIH),  has  allowed  for  innovative  research 
projects  such  as  the  Long  Island  Breast  Cancer  Study  Project  (LIBCSP).  This  and  other 
programs  explore  possible  links  between  environmental  factors  and  breast  cancer.  However, 
there  is  still  much  research  to  be  done.  Further  funding  would  help  bring  us  closer  to 
understanding  why  breast  cancer  occurs  at  such  high  rates  in  areas  such  as  Long  Island,  and  help 
make  advances  in  the  search  for  a  cure. 

Again,  thank  you  for  the  opportunity  to  appear  before  you  here  today  and  speak  to  these 
critical  issues. 
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Mr.  Dickey.  Thank  you. 
Mr.  Stokes? 

Mr.  Stokes.  Mr.  Chairman,  I  don't  have  any  questions,  but  I  do 
want  to  commend  Chairman  Lazio  for  the  excellent  testimony  he's 
given  here  on  behalf  of  these  three  very  important  and  vital  pro- 
grams. We  appreciate  your  appearance  here  this  morning. 

Mr.  Lazio.  I  thank  you,  my  friend. 

Mr.  Dickey.  The  gentleman  from  Mississippi. 

Mr.  Wicker.  No  questions,  Mr.  Chairman. 

Mr.  Dickey.  Well,  then,  get  out  of  the  way  and  let  Mr. 
Nethercutt  proceed. 

Mr.  Lazio.  It's  always  a  pleasure  to  be  back.  Thank  you  very 
much.  It's  a  pleasure  to  call  you  Chairman  as  well. 

Mr.  Dickey.  Okay.  I'm  sorry,  Mr.  Nethercutt,  I  have  just  been 
told  that  Mr.  Range!  is  supposed  to  speak  next. 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  CHARLES  B.  RANGEL,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  NEW  YORK 

Mr.  Dickey.  Mr.  Rangel,  welcome. 

Mr.  Rangel.  Thank  you,  Mr.  Chairman.  May  I  have  unanimous 
consent  to  put  my  statement  in  the  record? 
Mr.  Dickey.  Without  objection,  so  ordered. 
Mr.  Rangel.  Thank  you. 

Mr.  Chairman  and  members  of  the  committee,  as  we  move  for- 
ward to  the  next  century,  I  can't  find  any  committee  that  should 
be  more  important  than  that  dealing  with  labor,  education,  health 
and  human  Services,  and,  most  importantly,  the  education  part 
and  the  health  part. 

On  the  Ways  and  Means  Committee,  we  clearly  see  that  inter- 
national trade  is  the  direction  in  which  we  have  to  go.  We  feel  sat- 
isfied that  we  offer  enough  tax  incentives  for  research  and  develop- 
ment and  we  provide  a  comfortable  cushion  for  our  international 
companies  to  effectively  compete  abroad.  The  fear  that  we  have,  of 
course,  is  that  while  our  science  and  technology  are  progressing,  we 
don't  find  our  training  moving  along  in  the  same  way.  I  suspect 
though  that  at  some  point  in  our  history,  as  President  Kennedy 
said,  we  should  reach  the  moon,  that  we  would  recognize  this  ever- 
growing problem  that  many  speak  of,  as  we  find  trained  people  un- 
able really  to  cope  with  new  job  opportunities,  as  firms  have  moved 
into  high  tech  and  no  longer  need  as  many  workers  as  they  have 
in  the  past. 

What  really  frightens  me,  however,  is  the  billions  of  dollars,  in- 
deed trillions  that  we  are  spending  in  the  poorer  communities  in 
our  country.  When  I  thought  of  the  empowerment  zone,  there 
wasn't  a  lot  of  compassion  that  went  into  the  support  that  I  re- 
ceived from  Republicans  and  Democrats.  It  was  that  I  was  able  to 
show  in  communities  that  have  the  lowest  incomes,  the  highest 
poverty  levels,  the  highest  number  of  kids  that  dropped  out  of 
school,  the  highest  number  of  kids  having  children  irresponsibly, 
doing  drugs,  doing  violence,  doing  crime,  the  ones  that  had  the 
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largest  numbers  of  homeless,  and  also  had  the  largest  number  of 
AIDS  and  tuberculosis  and  all  the  disease  that  are  related  to  drug 
and  alcohol  abuse,  that  when  you  started  adding  up  the  Federal 
dollars,  the  city  dollars,  and  the  State  dollars  that  were  pouring 
into  these  communities  for  the  jails,  for  the  hospitals,  for  the  emer- 
gency wards,  for  the  homeless,  we  found  that  we  were  outspending 
most  of  the  other  congressional  districts.  It  costs  us  over  $100  a 
day  just  to  keep  a  homeless  person  in  the  shelter.  A  kid  gets  shot 
in  one  of  these  gang  things,  $40,000.  A  kid  born  addicted  and  un- 
derweight, $7,000  a  day  in  any  of  our  public  hospitals.  Just  getting 
a  bed,  taking  someone  off  of  the  street,  $600  a  day  and  I'm  talking 
about  public  hospitals.  We  spend  $60,000  a  year  to  keep  a  kid  in 
Rikers  Island,  our  detention  center,  while  we're  competing  over 
whether  or  not  $6,000  a  year  for  education  is  enough. 

And  so  when  you  take  a  look  at  what  we're  spending  in  these 
communities  and  recognize  how  fast  the  world  and,  indeed,  the 
United  States  has  to  move  in  terms  of  training  and  education,  you 
are  basically  dealing  with  a  community  that  really  hasn't  had  any 
hope  because  our  kids  don't  get  the  basic  skills  of  reading  and  writ- 
ing. And  this  is  happening  all  over  America,  it  is  just  that  in  the 
poorer  communities  it  is  more  rough  because  we  don't  have  the 
property  valuation  in  order  to  get  the  property  tax,  and  when 
you're  depending  on  tax  levy  money,  if  you  don't  have  the  political 
strength  to  get  it,  then  you  do  without  it. 

But  when  you  think  about  them  being  in  the  street,  when  you 
think  about  them  living  in  an  atmosphere  where  the  kids  know 
that  double  their  numbers  will  be  unemployed  as  compared  to  the 
national  statistics,  when  you  know  that  if  they  are  black  male  kids 
that  one  out  of  three  according  to  the  Federal  statistics  will  end  up 
in  jail,  in  Baltimore  it  is  one  out  of  two,  then  the  question  is  what 
do  they  have  to  lose  when  someone  says  you  can  ease  the  pain  by 
doing  a  little  drugs.  And  drugs  and  crime  and  violence  means  that 
you  end  up  in  jails  for  which  we're  paying  $20,000,  $30,000, 
$40,000,  and  in  my  case  $60,000  a  year. 

It  is  not  a  question  that  this  Congress  or  State  legislators  believe 
that  the  answer  to  all  our  social  problems  are  mandated  sentences 
and  more  and  bigger  prisons.  But  when  governors  start  running  in 
campaigns  proud  of  the  fact  that  they  have  built  more  prisons  than 
they  have  public  housing,  then  I  think  America  has  to  take  a  look 
and  find  out  two  things.  One,  how  much  is  this  costing  our  Nation? 
Two,  is  it  working?  But  the  bottom  line  has  to  be  when  we  send 
our  exporters,  our  business  people  overseas,  can  they  be  competi- 
tive if  they  sit  at  that  table  with  a  million  people  in  jail  and,  ac- 
cording to  Califano,  this  number  is  going  to  double  by  the  year 
2010. 

And  so  I  am  excited  about  my  committee  assignment.  We  have 
jurisdiction  over  taxes  which  we'll  never  be  able  to  raise,  we  have 
jurisdiction  over  trade,  which  is  exciting,  social  security,  if  we  can 
keep  the  trust  fund  with  the  rest  of  the  trust  funds  that  we  have 
jurisdiction  over.  But  I  tell  you  this,  if  we  can't  make  certain  that 
education  and  training  and  jobs  is  a  national  mandate,  then  all  of 
the  research  and  development  technology  that  we  have  will  never 
allow  us  to  maintain  ourselves  as  a  first-rate  Nation. 
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I  don't  envy  your  responsibility.  But  it  is  all  right  there.  It  is 
labor,  because  the  name  of  the  game  has  to  be  jobs,  it's  health,  be- 
cause you  have  to  be  healthy  in  order  to  keep  a  decent  job,  but 
when  you  talk  about  education  and  human  services,  to  me,  that's 
the  direction  our  great  Nation  has  to  go.  I  stand  ready  to  work  with 
you  because,  as  I  told  Lou  Stokes,  on  the  Ways  and  Means  Com- 
mittee, as  I  try  to  encourage  our  companies  to  stay  in  there  and 
effectively  compete,  I  am  asking  them  to  join  with  us  in  partner- 
ship with  education  because  it  is  too  important  to  leave  to  local 
school  boards. 

I  thank  you  for  this  opportunity.  If  you  have  any  questions,  I'll 
try  to  answer  them. 
[The  prepared  statement  follows:] 
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Statement  of 
Congressman  Charles  B.  Rangel 
Before  the  Subcommittee  on  Labor,  Health  & 
Human  Services  and  Education 

Wednesday,  May  /5,  1996 
2358  Rayburn  House  Office  Building 

Chairman  Porter  and  Members  of  the  Subcommittee,  thank  you  for 
giving  me  the  opportunity  to  testify  before  you  today  on  the  importance  of 
summer  jobs  for  youth  and  training  programs  for  all  Americans. 

When  you  ask  people  what  they  are  worried  about,  no  matter  who  they 
are  or  where  they  are  from,  they  say  that  they  are  worried  about  drugs, 
crime,  job  insecurity  and  the  diminishing  quality  of  life.  They  are  concerned 
about  America's  place  in  the  global  market,  and  what  kind  of  jobs  and  lives 
their  children  will  have.  So  far  our  response  to  these  problems  has  been  to 
build  more  jails,  to  lock  up  more  people  at  an  incredible  social  and  economic 
cost.  Prisons  are  a  growth  industry. 

So,  more  prisons  are  being  built,  more  people  are  in  jail,  but  our 
quality  of  life  isn't  improving.  Young  people  are  committing  more  violent 
crimes  than  ever,  communities  are  being  devastated  by  layoffs.  What  do  we 
do?  Build  more  prisons.  At  up  to  $60,000  per  year  per  prisoner  in  the  State 
of  New  York,  we  just  can't  afford  to  do  that.  Rather  than  just  throwing 
everybody  in  jail,  we  need  to  figure  out  what  is  happening.  Why  are  so  many 
people  committing  crimes?  Why  are  we  losing  our  young  people? 

When  you  look  at  the  prison  population  you  find  something  very 
striking  —  they  are  unemployable.  They  are  untrained,  many  are  from  areas 
with  high  unemployment.  Histories  of  substance  abuse  are  almost  universal. 
This  tells  us  something:  All  of  those  problems  that  people  are  concerned 
about,  crime,  drugs,  global  competitiveness,  declining  quality  of  life,  they  are 
all  related.  With  nothing  to  lose,  no  hope,  no  opportunity,  kids  get  involved 
in  drugs  and  crime  and  we  lose  them.  The  problem  is,  at  the  same  time  we 
are  losing  them,  competitiveness  in  the  global  economy  demands  more  high 
skill  workers. 

More  and  more,  to  have  a  good  paying  job,  a  job  that  can  support  a 
family,  people  need  high  tech  skills.  Employers  are  desperate  for  workers 
who  can  handle  the  demands  of  high  tech  industries.  Colleges  train  some  of 
those  workers,  but  75%  of  Americans  do  not  graduate  from  college.  They 
should  also  have  the  opportunity  to  be  productive,  successful  members  of 
society.  American  industry  needs  their  talents  too. 

Youth  employment  and  job  training  programs  are  two  ways  that  we  can 
provide  employers  with  the  well  trained  workers  that  they  need  to  stay 
competitive  and  also  create  the  economic  opportunity  that  is  so  important  to 
promoting  social  stability. 
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As  Assistant  Secretary  of  Labor  Timothy  Barnicle  testified  before  this 
committee,  adult  job  training  programs  pay  for  themselves  with  the  increased 
earnings  of  participants.  The  reward  for  programs  aimed  at  youth  is  even 
greater:  The  lifetime  financial  costs  of  a  cohort  of  16  to  24  year  old  inner- 
city  dropouts  is  around  41  billion  dollars.  School-to-Work,  the  proposed 
Opportunity  Areas  for  Out-of-School  Youth,  Job  Corps  and  other  youth 
training  programs  not  only  help  kids  get  on  a  better  track,  they  save  the 
society  future  expenditures  in  the  criminal  justice  system  and  welfare. 
Expanding  the  tax  base,  building  communities,  and  increasing  our  global 
competitiveness  is  a  much  better  investment  than  building  more  prisons.  I 
urge  my  colleagues  to  support  investment  in  summer  jobs  for  youth  and  both 
youth  and  adult  job  training  programs. 

fffflf 
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Mr.  Stokes.  Mr.  Chairman. 
Mr.  Dickey.  Yes,  Mr.  Stokes? 

Mr.  Stokes.  I  don't  have  any  questions.  I  do  want  to  commend 
Mr.  Rangel  for  his  eloquent  statement  in  terms  of  issues  that  this 
subcommittee  does  grapple  with.  We  have  the  wherewithal  in  this 
subcommittee  to  make  some  impact,  some  dent  upon  the  kinds  of 
problems  that  you  have  brought  to  our  attention  in  terms  of  these 
urban  initiatives.  You  are  to  be  commended,  of  course,  for  long 
leadership  in  this  area,  particularly  being  the  father  along  with 
Jack  Kemp  of  the  empowerment  zone  legislation.  My  city  happens 
to  be  one  of  the  cities  that  enjoys  that  particular  initiative.  So  I  ap- 
preciate your  appearance  here  today,  as  I'm  sure  the  other  mem- 
bers of  our  subcommittee  do.  Thank  you  for  your  testimony. 

Mr.  Rangel.  That  legislation,  even  though  most  of  it  came  out 
of  the  Ways  and  Means  Committee,  the  ideas  and  the  concepts 
came  from  the  Select  Narcotics  Committee.  We  were  convinced 
then,  as  we  are  now,  that  we  will  never  be  able  to  capture  presi- 
dential attention  to  this  serious  problem.  But  we  know  one  thing, 
kids  that  have  training  and  jobs  and  hope  are  not  doing  drugs. 
That's  maybe  one  way  that  we  can  really  effectively  control  this 
epidemic. 

Mr.  Stokes.  I  guess  another  thing  is  we  have  to  at  some  point 
understand  the  tremendous  cost  to  society  and  to  American  tax- 
payers of  continuing  to  incarcerate  the  number  of  youth  that  we're 
incarcerating,  the  additional  prisons  that  we're  putting  up  all  over 
the  country.  At  some  point  we're  going  to  understand  the  greater 
investment  is  in  the  child  and  in  the  avoidance  of  the  building  of 
the  prisons  and  the  court  costs  of  all  the  judges  and  courtrooms 
and  things  of  that  nature.  Some  day  we  will  wake  up  to  that. 

Mr/ Rangel.  And  the  rehabilitation  costs.  I  look  at  you  and  I  am 
reminded  that  you  were  raised  in  public  housing.  In  my  commu- 
nity, that  was  too  expensive  for  my  family  getting  public  housing. 
But  as  I  recall,  it  was  the  G.I.  Bill.  That  could  have  made  the  dif- 
ference of  why  you  are  sitting  up  there  and  why  I  am  testifying. 
Just  an  investment  in  education. 

Mr.  Stokes.  That's  true. 

Mr.  Dickey.  Thank  you,  Mr.  Rangel.  You  did  a  good  job. 
Mr.  Rangel.  Thank  you,  Mr.  Chairman. 

Mr.  Dickey.  Mr.  Nethercutt,  how  fast  can  you  get  up  here  to  the 
witness  table. 

Mr.  Nethercutt.  I'm  going  to  defer  to  Mr.  Schaefer.  He's 
chairing  a  committee  and  I  am  scheduled  to  testify  across  the  hall 
momentarily.  So  I  yield  to  him. 

Mr.  Dickey.  All  right. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON,  DAN  SCHAEFER,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  COLORADO 

Mr.  Dickey.  Welcome,  Mr.  Schaefer. 

Mr.  Schaefer.  I  thank  the  committee  and  I  certainly  thank  Mr. 
Nethercutt.  We  do  have  18  witnesses  on  an  electricity  deregulation 
hearing  going  and  we're  jumping  all  over  the  place. 

Mr.  Dickey.  We  don't  want  to  hear  about  your  problems. 
Everybody's  got  problems,  we  don't  want  to  hear  about  yours. 
[Laughter.] 

Mr.  Schaefer.  You  don't  want  to  hear  about  my  problems. 
That's  good.  Well,  I  want  to  thank  you  very  much.  I  am  going  to 
be  very  brief.  I  am  testifying  here  on  behalf  of  funding  for  the  Na- 
tional Veterans'  Training  Institute,  or  NVTI.  A  number  of  us  in 
this  Congress  are  veterans  and  a  number  of  us  have  taken  part  in 
these  trainings. 

It  is  a  Department  of  Labor  training  center,  as  you  all  know,  that 
provides  training  for  the  veteran  service  providers,  particularly  our 
disabled  veterans.  It  is  an  outreach  program  that  I  think  is  very, 
very  important.  Since  its  inception  in  1986,  over  20,000  veteran 
service  providers  have  graduated  from  this  particular  program,  a 
lot  of  them  being  disabled.  These  providers  perform  a  real  service 
to  our  country's  veterans  facing  ernployability  barriers  by  training 
people  to  keep  them  in  jobs  instead  of  unemployment. 

Mr.  Chairman,  the  funding  level  that  I  request  for  NVTI  in  fiscal 
year  1997  is  $3  million,  just  a  parcel  amount  of  money  when  it 
comes  to  the  total  budget  that  we're  talking  about.  This  has  been 
endorsed  by  the  House  Committee  on  Veterans'  Affairs,  of  which  I 
am  a  member.  It  will  enable  the  NVTI  to  continue  this  fine  work 
it's  doing  on  behalf  of  our  military  personnel  who  are  about  to  be 
discharged.  This  is  a  small  sum  of  money,  as  I  indicated,  but  it  is 
a  multiplier  effect.  It  is  what  we  can  put  these  people  to  work  for 
and  then  they  become  taxpayers  to  this  country  that  we  all  so 
much  cherish. 

I  am  going  to  very  quickly  summarize.  We  just  think  that  the 
dollar  amount,  which  was  funded  at  $2.8  million  before,  we  would 
certainly  like  to  have  increased  to  $3  million  to  offer  this  training 
for  the  veterans  in  this  country.  I  would  just  ask  that  my  complete 
statement  be  made  a  part  of  the  record.  I  would  be  open  for  any 
questions. 

Mr.  Dickey.  Mr.  Stokes,  do  you  have  anything? 

Mr.  Stokes.  No  questions,  Mr.  Chairman. 

Mr.  Dickey.  Thank  you,  Mr.  Schaefer. 

Mr.  Schaefer.  I  thank  the  Chair  and  the  committee. 

[The  prepared  statement  follows:] 
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Mr.  Chairman  and  members  of  the  Subcommittee,  I  would  like 
to  thank  you  for  allowing  me  to  present  my  testimony  here  today 
on  behalf  of  funding  for  the  National  Veterans'  Training 
Institute,  or  NVTI. 

NVTI  is  a  Department  of  Labor  training  center  providing 
training  to  veteran  service  providers,  particularly  Disabled 
Veterans'  Outreach  Program  officers  (DVOPs) ,  Local  Veterans' 
Employment  Representatives  (LVERs)  ,  local  employment  service 
office  managers,  Veterans'  Employment  and  Training  Service  (VETS) 
staff  and  Transition  Assistance  Program  (TAP)   facilitators.  It 
assures  that  a  consistent  quality  of  services  is  being  given  to 
veterans  throughout  all  the  vets  programs. 

Since  its  inception  in  1986,  over  20,000  veteran  service 
providers  have  graduated  from  NVTI's  training  programs.  These 
providers  perform  an  invaluable  service  to  our  country's  veterans 
facing  various  employability  barriers  by  training  people  to  help 
them  to  get  jobs  instead  of  drawing  unemployment  benefits. 

Mr.  Chairman,  the  funding  level  I  request  for  NVTI  in  FY 
1997  is  $3  million.     This  amount  has  been  endorsed  by  the  House 
Committee  on  Veterans'  Affairs,  of  which  I  am  a  member.     It  will 
enable  NVTI  to  continue  its  fine  work  serving  veterans  and 
active-duty  military  personnel  who  are  about  to  be  discharged. 
Though  this  is  a  relatively  small  sum  of  money  compared  with 
other  programs,  NVTI's  programs  have  a  "multiplier"  effect, 
successfully  leveraging  the  relatively  small  funding  allocated  to 
it  into  a  nationally  recognized  model  of  employment  and  re- 
employment training. 

As  you  know,  effective  case  management  is  essential  to  One- 
Stop.     NVTI's  case  management  courses  focus  on  managing  case 
loads  efficiently,  formal  assessment,  employer  relations,  job 
development,  using  labor  market  information,  confidentiality/ 
ethics,  and  more.     The  courses  provide  relevant,  useable  learning 
aimed  at  assisting  clients  in  their  progress  from  public 
assistance  to  self  sufficiency. 
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Looking  to  the  future,  NVTI  is  moving  toward  a  significant 
expansion  in  its  use  of  distance  learning,  since  it  estimates 
that  between  a  third  and  a  half  of  its  current  expenses  come  from 
travel  and  lodging.     It  will  continue  to  lead  the  way  toward  more 
effective  and  efficient  case  management  for  veterans  and  their 
service  providers. 

Clearly,  NVTI  is  a  dynamic  organization  offering  an 
excellent  value  to  our  nation's  taxpayers.     I  hope  that  you  will 
see  fit  to  fund  it  for  $3  million  in  FY  1997  so  that  it  can 
continue  to  serve  our  nation's  veterans  and  scon-to-be  discharged 
military  personnel. 

For  the  record,  I  would  like  to  include  several  pages  of 
quotes  from  past  NVTI  participants,  describing  how  helpful  it  has 
been  in  their  work  in  training  veteran  service  providers  to  be 
more  effective  and  productive  in  serving  our  nation's  veterans. 
In  extensive  evaluations,  letters  and  follow-up  surveys,  both 
participants  and  supervisors  uniformly  rate  the  overall 
effectiveness  of  NVTI's  training  modules  at  96  percent! 

Again,  Mr.  Chairman,  thank  you  very  much  for  this 
opportunity  to  address  you  on  this  matter  today. 
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NVTI  Receives  Overwhelming 
Approval  from  Participants 

NVTI  participants  and  their  supervisors  have 
provided  over  118,000  evaluations  of  the 
training,  the  resource  support  and  other 
related  services  of  the  program  since  its 
beginning .     This  enormous  body  of  assessment 
data,  comprising  daily,  end-of-training  and 
90-day  follow-up  evaluations ,  as  well  as 
many,  many  unsolicited  letters,  provide  an 
overwhelmingly  positive  assessment  of  NVTI 
and  its  staff.     The  following  is  a  small, 
representative  sampling  of  comments  NVTI  has 
received  from  its  customers. 


"NVTI  is  the  best  training  program  that  I  have  ever  been  a 
part  of,  and  I  commend  you  and  your  staff  for  developing  a 
program  that  made  a  difference  in  our  lives,  and  will  help 
us  to  make  a  difference  in  the  lives  of  veterans  we  serve." 
 DVOP,  Employment  Security,  South  Carolina 

"Anyone  working  in  employment  and  training  programs,  either 
directly  or  indirectly  with  veterans,  can  benefit  from  this 
training. " 

 Personnel  Specialist  Manager,  Department  of  Human 

Resources,  Kansas 

"I  plan  to  have  a  staff  conference  next  week  to  discuss  what 
I  learned  at  NVTI  and  to  emphasize  to  the  rest  of  the  staff 
the  important  role  we  play  in  the  lives  of  those  who  walk 
through  our  doors . " 

 Area  Director,  Labor  Service  Center,  New  Mexico 

"I  was  very  impressed  with  the  NVTI  training.  In  my  36 
years  of  state  employment,  I  can  honestly  say  that  your 
training  session  was  the  very  best  that  I  have  attended." 

 E.S.  Manager  IV,  New  York  State  Department  of  Labor 

"I  found  the  course  to  be  exceptional  in  the  areas  of 
content,  structure  and  atmosphere." 

 DVOS,  Ohio  Bureau  of  Employment  Services 

"My  tribe  has  an  enrollment  of  40,000+  people  with  and 
estimate  of  4,000  veterans.     Since  my  training  with  NVTI  in 
October,  1993,  I  have  assisted  with  and  have  files  on  600+ 
veterans.     This  could  not  have  been  possible  without  your 
help.     Once  again,  thanks  for  a  job  well  done!" 

 Tribal  Veterans  Representative,  Chickasaw  Nation, 

Oklahoma 
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"Thanks  for  the  inspiring  week  of  training,  networking  and 
skill-building  experiences.     The  presenters,  facilities  and 
most  all  the  information  was  absolutely  the  best  I  have  had 
in  my  20-plus  years  with  civil  service." 

 Information  and  Referral  Manager,  Hill  AFB,  Utah 

"This  course  exceeded  my  expectations.     It's  obvious  much 
work  and  preparation  went  into  this  course.  Facilitators 
were  enthusiastic  and  knowledgeable  about  course  materials." 
 Transition  Assistance  Manager,  Missouri 

"Although  I  have  functioned  as  a  vocational  rehabilitation 
specialist  with  the  VA  for  the  past  15  years,  I  learned  a 
lot!     I  left  the  conference  with  a  renewed  commitment,  not 
only  to  improve  the  quality  of  the  service  I  render  to 
veterans,  but  also  to  tap  the  other  valuable  resources 
within  my  community  through  networking." 

 VRS,  VA  Regional  Office,  New  Jersey 

"The  week  at  NVTI  was  excellent.     The  emphasis  was  on  the 
positive,  and  I  came  away  committed  to  improving  services  to 
veterans  because  I  wanted  to,  not  because  someone  was 
telling  me  what  I  have  to  do" 

 Administrative  Assistant,  Department  of  Labor,  New 

York 

"Thank  you  for  the  opportunity  to  attend  NVTI.     A  lot  has 
been  accomplished  by  the  staff  of  NVTI.     This  has  been  the 
best  instruction  I  have  received,  including  military  and 
college. " 

 LVER,  Pennsylvania 

"My  experiences  at  NVTI  were  fantastic.     The  classes,  with 
their  content,  structure  and  scheduling,  were  excellent. 
After  being  home  from  NVTI  for  over  one  month,  I  still 
remember  it  as  some  of  the  finest  training  I  have  attended 
in  the  ten  years  I  have  worked  with  the  Veterans'  Employment 
and  Training  Service  (VETS)." 

 Program  Assistant,  VETS,  Florida 

"The  week-long  training  was  excellent,  informative, 
educational,  and  a  fun  experience.     It  is  my  opinion  that 
anyone  connected  with  serving  our  veteran  population  would 
benefit  greatly  from  the  program.    At  the  very  least,  all 
LVER,  DVOP  and  management  personnel  should  attend." 

 Assistant  Manager,  Department  of  Employment  and 

Training,  Vermont 

"Please  continue  NVTI!" 
 DVOP,  California 


1370 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  GEORGE  R.  NETHERCUTT,  JR.,  A  REPRESENTATIVE  IN  CON- 
GRESS FROM  THE  STATE  OF  WASHINGTON 

Mr.  Dickey.  Mr.  Nethercutt. 

Mr.  Nethercutt.  Thank  you,  Mr.  Chairman.  It  is  a  pleasure  to 
testify  before  you  and  Mr.  Stokes  and  the  subcommittee  today  in 
support  of  funding  for  the  National  Institutes  of  Health  and  fund- 
ing for  diabetes  research.  Last  year  this  committee  worked  very 
hard  to  secure  funding  above  the  President's  requested  level,  and 
I  certainly  thank  you  for  that  and  so  do  all  those  who  are  affected 
by  diabetes  in  this  country.  I  am  a  member  of  the  Appropriations 
Committee,  along  with  you  and  the  others  on  this  panel,  and  I  un- 
derstand the  challenges  you  have  to  make  ends  meet.  I  commend 
your  funding  decisions. 

I  recently  formed  the  Congressional  Diabetes  Caucus  along  with 
Congresswoman  Furse,  we  have  17  members  now,  to  promote 
awareness  of  diabetes  and  its  consequences  within  the  Congress. 
This  caucus  is  growing.  Diabetes  touches  many,  many  people's 
lives. 

Mr.  Dickey.  How  has  it  touched  your  life? 

Mr.  Nethercutt.  Well,  I'm  getting  to  that.  I  wanted  to  tell  you 
that  my  daughter,  who  is  15,  is  diabetic.  She  was  diagnosed  when 
she  was  almost  7.  I  became  actively  involved  in  learning  about  this 
disease  and  became  president  of  the  local  chapter  in  Spokane, 
Washington  of  the  Juvenile  Diabetes  Foundation.  So  it  is  very  per- 
sonal with  me.  It  touches  our  family  and  we  live  it  every  single 
day. 

Over  16  million  Americans  have  diabetes.  That's  a  staggering 
amount  of  people  in  this  country  who  have  diabetes.  There  is  a  tre- 
mendous financial  cost  to  society.  We  estimate  that  $130  million  in 
health  care  dollars  are  spent  every  year  on  diabetes,  that's  as  of 
1995  and  it  is  growing.  A  thousand  new  people  will  get  diabetes  to- 
morrow and  the  next  day  and  the  next  day.  It  is  the  leading  cause 
of  blindness  in  this  country  and  amputations  of  limbs  of  Americans. 
This  isn't  just  limited  to  America;  there  are  millions  of  people 
around  the  world  who  are  affected  by  diabetes.  The  cost  of  diabetes 
is  about  14  percent  of  all  U.S.  health  care  dollars — larger  than 
AIDs,  larger  than  all  the  terrible  diseases  that  affect  Americans, 
diabetes  is  right  up  there.  NIH  spends  about  3  percent  of  its  total 
budget  on  diabetes.  It  is  a  disproportionate  amount  relative  to  the 
number  of  people  who  are  affected  in  our  society. 

Mr.  Dickey.  Excuse  me.  When  you  say  disproportionate,  in  a 
negative  sense  or  a  positive  sense? 

Mr.  Nethercutt.  Disproportionate,  it  costs  about  14  percent  of 
the  health  care  dollars,  we're  spending  about  3  percent  of  the  NIH 
dollars.  So  other  diseases  are  getting  more  money,  which  I'm  not 
against  curing  diseases,  but  I  think  diabetes  is  minimized  in  terms 
of  the  amount  of  money  that  we  spend  on  it  when  it  costs  the  soci- 
ety so  much. 

The  last  several  years  have  been  encouraging  for  those  of  us  who 
want  to  find  a  cure  for  this  disease.  Concrete  progress  is  being 
made;  I  have  no  doubt  about  that.  I  went  to  a  National  Diabetes 
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Research  Coalition  meeting  this  last  week  and  Sam  Gejdenson  hap- 
pens to  be  diabetic  and  was  there,  Senator  Thurmond  has  diabetes 
in  his  family,  Congresswoman  Furse's  daughter  is  diabetic.  An 
awful  lot  of  people  are  touched  by  the  disease.  My  point  is  we  v/ere 
encouraged  by  the  kind  of  research  that  is  being  undertaken  and 
ongoing  with  regard  to  a  cure  for  this  disease.  Last  year,  doctors 
successfully  transplanted  insulin-producing  cells  into  patients  with 
Type  I  diabetes,  that's  insulin-dependent.  Researchers  have  now  lo- 
cated genetic  markers  for  diabetes,  which  should  make  it  possible 
to  identify  patients  at  high-risk,  which  is  very  important.  And 
there  is  a  vaccine  that  has  induced  long-term  remission  of  diabetes 
and  that's  very  encouraging. 

So  we're  very,  very  close  and  I  am  confident  we  can  have  a  cure 
for  diabetes  in  the  very  near  future.  But  we  have  to  have  a  strong 
research  program  at  the  Federal  level,  that's  very,  very  important. 
We're  asking  and  hoping  that  this  subcommittee  will  see  fit  to  fund 
the  NIH  at  the  President's  requested  level  of  $12.4  billion  at  NIH. 
We  also  think  that  by  funding  it  at  that  level  not  only  will  diabetes 
be  closer  to  a  cure,  but  other  diseases  will  too. 

If  I  may,  Mr.  Chairman,  I  would  like  to  submit  for  the  record  a 
letter  that  I  sent  to  Chairman  Kasich  on  March  8,  1996,  which  con- 
tains the  signatures  of  85  Members  of  Congress  requesting  that  the 
Budget  Committee  give  full  consideration  to  as  much  funding  for 
NIH  as  it  could,  and  3  of  your  subcommittee  members  have  signed 
on  to  this  letter.  You  did  not  sign  it,  but  we  need  to  have  you  sign 
it. 

Mr.  Dickey.  May  I  do  it  now? 

Mr.  Nethercutt.  Certainly  you  may.  I  would  be  glad  to  have 
you  sign  it.  I  just  want  to  thank  you  for  the  time  and  let  you  know 
how  serious  this  disease  is,  how  much  relief  it  will  provide  to  so 
many  Americans  and  people  around  the  world.  It  is  a  worldwide  ef- 
fort and  it  is  worthy  of  this  subcommittee's  full  consideration  for 
as  much  funding  as  you  can  possibly  do  in  this  very  tight  financial 
time.  Thank  you  for  your  attention  and  I  would  be  happy  to  answer 
any  questions. 

Mr.  Stokes.  Am  I  a  signatory  to  the  letter? 

Mr.  Nethercutt.  No,  sir.  Love  to  have  you  be  a  signatory.  Well, 
we're  making  progress  here.  Thanks  very  much,  Mr.  Chairman. 

[The  prepared  statement  follows:] 


1372 


GEORGE  R.  NETHERCUTT,  JR. 


COMMITTEE  ON  APPROPRIATIONS 

SUBCOMMITTEES: 

AGRICULTURE 
INTERIOR 
NATIONAL  SECURITY 


Csmgresfc  of  tfje  ttattet)  §*mz% 
$outft  of  SUpretfentattoe* 

S€  20515-4705 


Testimony  of  Representative  George  R.  Nethercutt,  Jr. 
Before  the  House  Committee  on  Appropriations 


1537  LONG  WORTH  BUILDING 
WASHINGTON.  DC  20515 
1202)225-3006 
DISTRICT  OFFICES 
SPOKANE 
WEST  920  RIVERSIDE,  SUITE  594 
SPOKANE.  WA  99201 
(5091  3S3-I374 

WALLA  WALLA 
29  SOUTH  PALOUSE 
WALLA  WALLA.  WA  99362 
1509)529-9358 

COLVILLE 
555  SOUTH  MAIN  STREET 
COLVILLE.  WA  99114 


Subcommittee  on  Labor,  Health  and  Human  Services,  and  Education 


May  15,  1996 


Mr.  Chairman,  it  is  a  pleasure  to  testify  before  you  today  in  support  of  funding 
for  the  National  Institutes  of  Health  (NIH)  and  funding  for  diabetes  research.  I  would 
like  to  thank  you  and  this  Committee  for  your  hard  work  last  year  in  securing  funding 
above  the  President's  requested  level  for  both  NIH  and  the  National  Institute  of 
Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK).  As  a  member  of  the 
Appropriations  Committee,  I  appreciate  the  budget  pressures  you  face  to  put  our 
nation  on  track  toward  achieving  a  balanced  budget,  and  I  strongly  commend  your 
funding  decisions. 

I  have  recently  formed  the  Congressional  Diabetes  Caucus  along  with 
Congresswoman  Furse  to  promote  awareness  of  diabetes  and  its  consequences  within 
Congress.  The  Caucus  has  15  members  and  it  is  quickly  growing.  As  you  may 
know,  Mr.  Chairman,  my  experience  with  diabetes  is  very  personal.  When  my 
daughter,  Meredith,  was  diagnosed  with  the  disease  in  1987, 1  became  actively 
involved  with  learning  more  about  the  disease,  its  causes,  complications  and  the  cost 
to  American  society.  Before  entering  Congress,  I  also  served  as  President  of  the 
Spokane  Chapter  of  the  Juvenile  Diabetes  Foundation. 

Over  16  million  Americans  suffer  from  diabetes.  The  resulting  financial  cost  to 
society  is  staggering.  It  is  estimated  that  $130  billion  or  14  percent  of  U.S.  health 
care  dollars,  is  spent  on  diabetes.  Comparatively,  NIH  spends  about  three  percent  of 
its  total  budget  on  diabetes.  I  might  also  mention  that  when  comparing  the  research 
dollars  spent  per  death  at  NIH,  similar  skewed  results  can  be  found. 

Mr.  Chairman,  the  last  several  years  have  been  encouraging  for  those  working 
to  find  better  treatments  and  a  cure  for  diabetes.  Significant  and  concrete  progress  is 
being  made.  Last  year,  doctors  successfully  transplanted  insulin-producing  cells  into 
patients  with  Type  I  diabetes.  Researchers  have  now  located  genetic  markers  for 
diabetes,  which  should  make  it  possible  to  identify  patients  at  high-risk.  Additionally, 
the  vaccine  BCG  has  induced  long-term  remission  of  diabetes  if  given  during  the 
earliest  stage  of  the  disease. 


1873 


I  am  confident  that  a  cure  for  diabetes  is  within  our  reach.  However,  a  strong 
research  program  on  the  federal  level  will  be  necessary  for  continuing  to  advance  the 
cure.  I  ask  that  you  appropriate  the  President's  fiscal  year  1997  requested  level  of 
$12.4  billion  for  NIH.  I  also  believe  that  research  in  every  medical  specialty  is 
important.  However,  I  would  recommend  that  you  explore  ways  of  reallocating  the 
dollars  spent  for  each  institute  as  best  as  the  value  of  each  dollar  can  be  measured. 

Thank  you  for  allowing  me  to  present  my  views  on  this  important  issue.  I  am 
happy  to  answer  any  questions  you  may  have. 
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The  Honorable  John  Kasich 
Chairman,  Committee,  on  the  Budget 
309  Cannon  Office  Building 
U.S.  House  of  Representatives 
Washington,  D.C.  20515 

Dear  Chairman  Kasich: 

In  the  past  year  our  nation  has  taken  a  tremendous  step  toward  realizing  the  need  for, 
and  the  importance  of,  a  balanced  federal  budget  and  a  reduction  in  the  national  debt.  As 
part  of  this  process,  Congress  has  defined  a  new  set  of  priorities  for  the  federal  government. 
In  our  view,  one  of  these  priorities  which  must  continue  to  be  preserved  is  the  National 
Institutes  of  Health  (NTH),  the  world's  premiere  medical  research  institution.  Through  its 
support  of  cutting-edge  research  into  the  causes  and  consequences  of  many  chronic  illnesses 
and  disabilities,  the  NTH  plays  an  important  role  in  advancing  the  art  and  science  of 
medicine,  maintaining  our  global  competitiveness  and  creating  new  jobs.  The  case  for 
continued  strong  support  of  NIH  is  clear: 

o       The  federal  investment  in  medical  research  at  the  NIH  has  resulted  in  unprecedented 
progress  in  many  areas  of  research,  including  diabetes,  which  has  greatly  reduced 
suffering  and  saved  countless  lives.  Furthermore,  research  which  leads  to  cures  for 
and  prevention  of  diseases  like  diabetes  will  save  the  federal  government  billions  in 
health  treatment  costs  ~  $138  billion  for  diabetes  alone. 

o       Cuts  to  the  NTH  would  mean  that  the  research  engine  that  drives  the  biotechnology 
and  pharmaceutical  industries  would  be  dramatically  downsized,  threatening 
America's  world  leadership  in  these  important  industries  that  provide  thousands  of 
high-paying  American  jobs. 

o       Much  of  the  medical  research  currently  funded  through  the  NIH  would  not  be 

conducted  if  federal  funding  is  reduced.  Private  industry  would  find  this  research  too 
risky  since,  in  the  short  term,  it  often  does  not  yield  a  marketable  product.  However, 
many  of  our  health  care  and  consumer  products  from  which  we  all  benefit  are  the 
direct  result  of  breakthroughs  made  in  university-based  and  other  research  labs 
supported  by  the  NIH. 

NIH-funded  research  is  conducted  throughout  the  country  through  grants  to  medical 
and  academic  research  centers.  According  to  a  recent  Louis  Harris  and  Associates  poll,  nine 
out  of  ten  Americans  believe  this  nation  should  spend  more  on  medicai  research. 
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During  the  difficult  decision-making  process  that  lies  ahead,  we  must  remember  the 
outstanding  contributions  that  the  research  programs  of  the  NIH  have  made  to  our  economy 
and  to  the  overall  health  of  our  nation.  The  private  sector  cannot  assume  the  fundamental 
responsibility  of  the  federal  government  to  lead  in  the  field  of  biomedical  research.  As  we 
remain  firmly  committed  to  the  goal  of  balancing  the  budget  and  easing  this  nation's 
mounting  debt,  we  ask  that  you  ensure  the  continued  viability  and  growth  of  the  medical 
research  programs  funded  by  the  NIH.  It  is  only  through  federal  support  for  medical 
research  that  new  ideas  can  be  freely  explored  and  results  freely  shared  -  the  true  basis  of 
scientific  advancement. 

Thank  you  for  your  consideration. 

Sincerely, 


24-311   96  -  44 
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The  Honorable  John  Kasich 
March  8,  1996 
Page  Two 
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Letter  to  Chairman  Kasich  in  Support  of  NIH 
List  of  Cosigners 


Rep.  Gary  Ackerman  (D-NY) 
Rep.  Spencer  Bachus  (R-AL) 
Rep.  Ken  Bentson  (D-TX) 
Rep.  Brian  Bilbray  (R-CA) 
Rep.  Peter  Blute  (R-MA) 
Rep.  Sherwood  Boehlert  (R-NY) 
Rep.  Robert  Borski  (D-PA) 
Rep.  George  Brown  (D-CA) 
Rep.  Sherrod  Brown  (D-OH) 
Rep.  Sam  Brownback  (R-KS) 
Rep.  Bob  Clement  (D-TN) 
Rep.  James  Clybura  (D-SC) 
Rep.  Ron  Dellums  (D-CA) 
Rep.  Norm  Dicks  (D-WA) 
Rep.  Michael  Doyle  (D-PA) 
Rep.  John  Duncan  (R-TN) 
Rep.  Jennifer  Dunn  (R-WA) 
Rep.  Richard  Durbin  (D-IL) 
Rep.  Robert  Ehrlich  (R-MD) 
Rep.  Phil  English  (R-PA) 
Del.  Eni  Faleomavaega  (D-AS) 
Rep.  Sam  Farr  (D-CA) 
Rep.  Vic  Fazio  (D-CA) 
Rep.  Jack  Fields  (R-TX) 
Rep.  Tillie  Fowler  (R-FL) 
Rep.  Jon  Fox  (R-PA) 
Rep.  Barney  Frank  (D-MA) 
Del.  Victor  Frazer  (D-VI) 
Rep.  Elizabeth  Furse  (D-OR) 


Rep.  Greg  Ganske  (R-IA) 
Rep.  Sam  Gejdenson  (D-CT) 
Rep.  George  Gekas  (R-PA) 
Rep.  Ben  Gilman  (R-NY) 
Rep.  Henry  Gonzalez  (D-TX) 
Rep.  Bart  Gordon  (D-TN) 
Rep.  Gene  Green  (D-TX) 
Rep.  Luis  Gutierrez  (D-IL) 
Rep.  Gil  Gutknecht  (R-MN) 
Rep.  Ralph  Hall  (D-TX) 
Rep.  Alcee  Hastings  (D-FL) 
Rep.  Earl  Hilliard  (D-AL) 
Rep.  Sheila  Jackson-Lee  (D-TX) 
Rep.  William  Jefferson  (D-LA) 
Rep.  Nancy  Johnson  (R-CT) 
Rep.  Sue  Kelly  (R-NY) 
Rep.  Joe  Kennedy  (D-MA) 
Rep.  Gerald  Kleczka  (D-WI) 
Rep.  Scott  Klug  (R-WI) 
Rep.  Jim  Leach  (R-IA) 
Rep.  Zoe  Lofgren  (D-CA) 
Rep.  Nita  Lowey  (D-NY) 
Rep.  Thomas  Manton  (D-NY) 
Rep.  Frank  Mascara  (D-PA) 
Rep.  Robert  Matsui  (D-CA) 
Rep.  Jim  McDermott  (D-WA) 
Rep.  Cynthia  McKinney  (D-GA) 
Rep.  Marty  Meehan  (D-MA) 
Rep.  Jan  Meyers  (R-KS) 
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Rep.  David  Minge  (D-MN) 

Rep.  Joe  Moakley  (D-MA) 

Rep.  Sonny  Montgomery  (D-MS) 

Rep.  Jim  Moran  (D-VA) 

Rep.  Connie  Morella  (R-MD) 

Rep.  George  R.  Nethercutt,  Jr.  (R-WA) 

Del.  Eleanor  Holmes  Norton  (D-DC) 

Rep.  Frank  Pallone  (D-NJ) 

Rep.  Nancy  Pelosi  (D-CA) 

Rep.  Glenn  Poshard  (D-IL) 

Rep.  Deborah  Pryce  (R-OH) 

Rep.  Lynn  Rivers  (D-MI) 

Rep.  Pat  Roberts  (R-KS) 

Rep.  Bernie  Sanders  (I-VT) 

Rep.  Ike  Skelton  (D-MO) 

Rep.  Chris  Smith  (R-NJ) 

Rep.  Pete  Stark  (D-CA) 

Rep.  Jim  Talent  (R-MO) 

Rep.  Gene  Taylor  (D-MS) 

Rep.  Karen  Thurman  (D-FL) 

Rep.  Edolphus  Towns  (D-NY) 

Del.  Robert  Underwood  (D-GU) 

Rep.  Fred  Upton  (R-MI) 

Rep.  Jim  Walsh  (R-NY) 

Rep.  Roger  Wicker  (R-MS) 

Rep.  Lynn  Woolsey  (D-CA) 

Rep.  Albert  Wynn  (D-MD) 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  BERNARD  SANDERS,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  VERMONT 

Mr.  Dickey.  Our  next  witness  is  Bernard  Sanders.  Welcome  to 
the  committee. 

Mr.  Sanders.  Thank  you,  Mr.  Chairman.  I  will  be  brief.  First  of 
all,  let  me  begin  by  thanking  the  committee  and  your  Chairman  for 
the  generous  support  and  funding  for  the  Cancer  Registries  Act, 
legislation  we  passed  a  couple  of  years  ago.  As  you  may  be  familiar, 
what  the  Cancer  Registries  Act  does  is  for  the  first  time  begin  to 
give  us  statistics  from  all  50  States  in  this  country  as  to  who  is 
coming  down  with  cancer,  where  they  live,  where  they  work,  how 
effective  the  treatment  is  that  they  receive.  Many  other  countries 
had  that  information,  we  did  not.  And  what's  important  about  that 
is  we  begin  to  understand  where  clusters  of  cancer  develop  and 
what's  the  cause  of  it,  and  doctors  can  begin  to  pa}'  more  attention 
to  those  cluster  areas.  We're  beginning  to  see  that  all  over  this 
country. 

This  committee  has  been  very  generous.  We  have  right  now  re- 
ceived an  annual  appropriation  of  just  over  $17  million.  The  result 
of  that  is  that  many,  many  more  States  now  are  developing  cancer 
registries.  Unfortunately,  there  are  still  some  who  have  not  yet  got 
up  and  done  what  has  to  be  done.  The  Centers  for  Disease  Control 
believes  that  a  modest  increase  in  funding,  such  that  the  annual 
appropriations  would  total  $22  million  would  enable  us  to  provide 
all  of  our  States  and  territories  with  the  funds  necessary  to  estab- 
lish, maintain,  and  operate  their  cancer  registries. 

There  are  some  experts  in  the  area  who  believe  that  a  strong  na- 
tional cancer  registry  is  probably  the  best  tool  that  we  can  have  in 
fighting  cancer  because  it  would  give  us  information  nationally  that 
we  just  don't  have  right  now.  We  would  know  why  certain  types 
of  cancer  in  California  is  more  prevalent  than  in  Vermont,  and  vice 
versa.  We  would  know  why  certain  groups  of  people  are  coming 
down  with  particular  types  of  cancer,  we  could  learn  more  about 
the  environmental  impact,  diet,  effectiveness  of  treatment,  and  so 
forth. 

So  I  am  here  to  thank  this  committee  which  has  been  generous 
in  enabling  us  to  get  the  Cancer  Registries  Act  up  and  going.  Our 
belief  is  that  $5  million  more  a  year,  going  from  $17  million  to  $22 
million,  would  enable  us  to  move  forward  very,  very  rapidly  to  pro- 
vide all  of  our  States  and  territories  with  the  funds  necessary  to 
move  forward. 

This  has  been  a  very  good  success.  Cancer  researchers  think  that 
this  is  important.  This  committee  has  been  helpful  and  we  look  for- 
ward to  your  continued  support. 

Mr.  Dickey.  Thank  you,  Mr.  Sanders.  Mr.  Stokes? 

Mr.  Stokes,  No  question,  Mr.  Chairman. 

Mr.  Dickey.  Thank  you  so  much  for  coming. 

[The  prepared  statement  follows:] 
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May  15,  i996 

Testimony  before  the  Subcommittee  on  Labor-HHS-Education  Appropriations 

by  Representative  Bernard  Sanders 

Mr.  Chairman, 

Thank  you  for  allowing  me  to  testify  in  support  of  funding  for  "The  Cancer 
Registries  Act"  (P-.L.  102-515).  The  Cancer  Registries  Act  directs  the  CDC  to 
provide  grants  to  the  states  to  establish  and/or  upgrade  their  cancer  registries,  which 
gather  data  on  cancer  patients.  As  many  health  experts  have  noted,  that  data  -  with 
the  help  of  of  cancer  researchers  and  public  health  officials  -  can  save  thousands  of 
lives  and  billions  of  dollars. 

It's  difficult  to  understand  why,  in  1996,  we  do  not  already  have  cancer 
registries  in  all  of  our  states  gathering  such  data.  Tragically,  at  the  writing  of  the 
Cancer  Registries  Act,  well  over  one-third  of  the  50  states  lacked  a  statewide, 
population-based  cancer  registry.  Today,  I  am  pleased  to  report  that  we  have  made 
tremendous  progress,  but  we  still  have  states  without  registries  and  other  states  in 
need  of  funds  to  upgrade  their  registries. 

Fiscal  Year  1994  marked  the  first  year  of  appropriations  for  the  National 
Cancer  Registries  Program.  To  date  -  with  an  annual  appropriation  of  just  over  $17 
million  -  42  states  and  the  District  of  Columbia  have  received  funding.  The  Centers 
for  Disease  Control  believes  a  modest  increase  in  funding  -  such  that  the  annual 
appropriation  would  total  $22  million  -  would  enable  us  to  provide  all  our  states  and 
territories  with  the  funds  necessary  to  establish,  maintain  and  operate  their  cancer 
registries. 

Mr.  Chairman, 

The  "War  on  Cancer"  was  launched  in  the  early  1970s,  yet  the  basic 
information  needed  to  fight  the  disease  was  not  being  gathered  in  registries.  It  is 
critical  that  we  enhance  our  support  for  registries  so  that  all  our  states  and  territories 
are  keeping  records  on  the  age,  occupation,  diet,  and  residence  of  those  diagnosed 
with  cancer. 

We  need  to  know  when  a  patient  is  diagnosed  with  cancer;  what  type  of 
screening  detected  the  cancer;  what  type  of  treatment  a  patient  received;  and  was  it 
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successful.  This  information  is  already  collected  as  a  routine  part  of  medical  practice. 
Gathering  this  data  in  a  registry  helps  us  to  reveal  important  cancer  trends  and  to 
assist  researchers  and  public  health  officials  in  fighting  this  disease. 

State  cancer  statistics  inform  local  officials  about  whether  or  not  they  have  a 
problem  in  their  community  and,  if  so,  whether  it  is  getting  better  or  worse.  And  just 
as  local  crime  statistics  help  officials  target  resources  and  community-based 
intervention  strategies,  so  too  are  local  cancer  statistics  helping  us  to  better  develop 
and  target  community-based  intervention  programs.  State  and  local  cancer  statistics 
are  helpful  in  investigating  possible  local  cancer  clusters  and  directing  and  evaluating 
local  programs  of  early  diagnosis  and  prevention  of  cancer. 

Mr.  Chairman, 

I  would  like  to  submit  for  the  record  an  article  that  appeared  in  Reader's 
Digest.  The  article  was  written  by  the  chief  of  orthopedic  surgery  at  Memorial  Sloan- 
Kettering  Cancer  Center,  Dr.  John  Healey,  who  believes  the  Cancer  Registries 
Program  is  "THE  CANCER  WEAPON  AMERICA  NEEDS  MOST."  In  that  article, 
Dr.  Healey  asks, 

Why  does  the  United  States  lag  behind  many  other 
Western  nations  in  gathering  cancer  data  that  could 
save  thousands  of  lives  and  billions  of  dollars? 
Perhaps  policy  makers  have  always  assumed  that 
money  is  best  spent  on  research  and  patient  care. 
Record-keeping  pays  off  only  well  into  the  future,  after 
data  have  been  collected  long  enough  to  reveal  trends. 
Thus  we  tend  to  gamble  it  won 't  be  necessary. . . 
Although  not  as  glamorous,  cancer  tabulation  can  be 
more  important  in  the  fight  against  cancer  than 
performing  an  intricate  operation  or  an  elegant 
experiment.  A  network  of  cancer  registries  can  be  our 
most  potent  new  weapon  against  the  disease. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  KAREN  THURMAN,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  FLORIDA 

Mr.  Dickey.  Mrs.  Thurman,  you're  our  last  witness  this  morning. 

Mrs.  Thurman.  Mr.  Chairman,  we  appreciate  the  fact  that  you 
have  taken  time  to  listen  to  many  of  our  concerns.  I  think  that's 
really  important.  I  would  have  to  think  that  this  is  probably  a  very 
interesting  subcommittee,  but,  on  the  other  side,  I  would  image  it 
is  sometimes  very  tough  when  you're  having  to  make  decisions 
based  on  life  experiences  and  hearing  testimony  from  so  many  peo- 
ple with  illnesses  and  asking  for  money. 

Mr.  Dickey.  The  problem  we're  having  is  that  we're  having  to 
say  no  where  this  committee  has  said  yes  for  so  many  years.  I  ap- 
preciate your  sensitivity. 

Mrs.  Thurman.  I  do  see  that  this  would  be  a  tough  one  in  affect- 
ing people's  lives. 

Mr.  Chairman,  I  am  here  today  on  an  issue  that  actually  has 
touched  my  family  and  is  something  that  you  have  shown  support 
for  over  the  last  several  years  in  research.  But,  at  the  same  time, 
we're  in  a  situation  now  where  there  really  has  been  some  break- 
through in  what  is  known  as  polycystic  kidney  disease,  which  we 
refer  to  it  as  PKD.  We  testified  last  year  that  there  actually  has 
been  a  gene  that  predisposes  90  percent  of  the  PKD  patients  that 
has  been  fully  sequenced  and  the  protein  product  has  actually  been 
discovered.  So  we're  moving  along  very  well  with  this  and  it  is  real- 
ly important  now  as  we  go  into  this  to  make  sure  that  those  dollars 
for  continued  research  are  available. 

What  we  would  like  to  see  happen  is  an  expanded  funding  to  the 
National  Institutes  of  Diabetes,  Digestive,  and  Kidney  Diseases  for 
research  into  the  cause  and  cure  of  this  kidney  disease.  It  is  the 
most  common  life-threatening  genetic  disease.  In  fact,  PKD  is  two 
times  more  common  than  multiple  sclerosis  and  twenty  times  more 
common  than  cystic  fibrosis.  PKD  is  silently  stalking  an  estimated 
600,000  Americans  and  10  million  to  12  million  people  worldwide. 

The  disease  develops  slowly,  forming  fluid-filled  cysts  which  ulti- 
mately destroy  what  otherwise  would  have  been  healthy  kidneys. 
There  is  no  known  cure  or  effective  treatment  for  PKD  and  the  dis- 
ease progression  results  in  kidney  failure  in  the  majority  of  these 
cases.  PKD  is  the  disease  that  caused  Erma  Bombeck  to  require 
the  kidney  transplant.  Actually,  her  complications  came  from  the 
transplant  which  ultimately  resulted  in  her  death. 

In  my  situation,  my  husband  has  suffered  from  this.  It  is  actu- 
ally something  you  really  don't  even  realize  you  have  until  you  are 
older.  It  doesn't  really  start  to  show  up  until  probably  late  20s  or 
early  30s.  We  found  out  about  it  and  we've  been  through  some  real 
medical  issues  where  it  is  not  just  within  the  disease  part  of  it  as 
far  as  the  kidneys,  but  we've  also  found  that  he  had  a  double  brain 
aneurism  that  also  had  to  be  operated  on  and  has  caused  a  lot  of 
other  influences  in  his  body.  But  we  are  fortunate  in  the  fact  that 
he  did  have  a  transplant  about  the  end  of  last  July  and  things  are 
going  very  well. 
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However,  on  the  other  side  of  this,  because  it  is  genetic,  we  also 
recognize  that  either  one  of  our  children  has  a  50  percent  chance 
of  also  potentially  having  this  disease.  Obviously,  when  we're  look- 
ing at  issues  that  if  we  can  identify  the  gene  and  have  some  idea 
of  what  potentially  are  changing,  what  could  happen  as  the  out- 
come, it  is  really  important. 

So,  that's  one  part  of  it.  And  then  today  you've  also  heard  testi- 
mony about  the  effects  that  it  has  had  on  the  Federal  budget.  The 
National  Institutes  of  Health  estimates  that  the  Federal  Govern- 
ment's 1995  medicare  costs  for  dialysis  were  nearly  $8.5  billion,  10 
percent  of  which  were  for  PKD.  Due  to  an  estimated  1,100  annual 
kidney  transplants  caused  by  PKD,  medicare  and  medicaid  costs 
for  treating  PKD  are  well  in  excess  of  $1  billion  annually.  As  the 
baby  boomer  generation  reaches  the  age  where  PKD  takes  its  high- 
est toll,  we  think  that  will  skyrocket  health  costs  even  more.  So  we 
think  there  is  a  real  good  reason  to  look  at  this. 

I'll  just  leave  us  with  what  the  former  Surgeon  General  Everett 
Koop  has  said,  "Research  costs  are  cheaper  than  treating  diseases." 
I  really  do  agree  with  Doctor  Koop  and  I  hope  that  the  subcommit- 
tee will  support  the  increased  funding  for  NIDDK  to  encourage  re- 
search into  the  cause,  the  treatment,  and  cure  of  polycystic  kidney 
disease. 

We  have  submitted  a  full  set  of  testimony  to  you  with  a  lot  of 
other  information.  But  we  really  do  appreciate  the  fact  that  you've 
taken  your  time  and  hope  that  you  will  look  at  this  positively  and 
maybe  we  can  see  some  great  strides  come  during  the  next  year  so 
that  we  can  see  a  lot  of  other  things  happen  with  this  as  well.  I 
thank  you.  If  there  are  any  questions,  I'd  be  glad  to  try  to  answer. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  REPRESENTATIVE  KAREN  THURMAN 
COMMITTEE  ON  APPROPRIATIONS 
SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN 
SERVICES,  AND  EDUCATION 
MAY  15,  1996 

MR.  CHAIRMAN: 

THANK  YOU  FOR  THE  OPPORTUNITY  TO  COME  BEFORE  THE 
SUBCOMMITTEE  TODAY  TO  SHARE  THE  STORY  OF  HOW  RESEARCH  CAN  MAKE 
A  DIFFERENCE  IN  PEOPLE'S  LIVES.  I  INTEND  TO  CONVEY  THE  PERSONAL  SIDE 
OF  A  NATIONAL  HEALTH  PROBLEM  THAT  IS  TOO  OFTEN  UNKNOWN  AND 
OVERLOOKED. 

I  URGE  THE  SUBCOMMITTEE  TO  SIGNIFICANTLY  EXPAND  FUNDING  TO  THE 
NATIONAL  INSTITUTES  OF  DIABETES,  DIGESTIVE  AND  KIDNEY  DISEASES  FOR 
RESEARCH  INTO  THE  CAUSE  AND  CURE  OF  POLYCYSTIC  KIDNEY  DISEASE, 
COMMONLY  REFERRED  TO  AS  P.K.D. 

I  MAKE  THIS  PLEA  ESPECIALLY  NOW  THAT  THE  GENE  THAT  PREDISPOSES 
NINETY  PERCENT  OF  P.K.D.  PATIENTS  HAS  BEEN  FULLY  SEQUENCED  AND  THE 
PROTEIN  PRODUCT  HAS  BEEN  DISCOVERED.  I  ALSO  DO  SO  FOR  PERSONAL, 
SCIENTIFIC,  AND  ECONOMIC  REASONS  I  BELIEVE  ARE  WORTHY  OF  YOUR 
CONSIDERATION. 

P.K.D.  IS  THE  MOST  COMMON  LIFE-THREATENING  GENETIC  DISEASE.  IN 
FACT,  P.K.D.  IS  TWO  TIMES  MORE  COMMON  THAN  MULTIPLE  SCLEROSIS  AND 
TWENTY  TIMES  MORE  COMMON  THAN  CYSTIC  FIBROSIS.  THERE  ARE  MORE 
PERSONS  WITH  P.K.D.  THAN  THERE  ARE  WITH  CYSTIC  FIBROSIS,  MUSCULAR 
DYSTROPHY,  HEMOPHILIA,  DOWNS  SYNDROME  AND  SICKLE  CELL  ANEMIA 
COMBINED.  P.K.D.  IS  SILENTLY  STALKING  AN  ESTIMATED  SIX  HUNDRED 
THOUSAND  AMERICANS  AND  TEN  TO  TWELVE  MILLION  PEOPLE  WORLDWIDE. 

THIS  GENETICALLY  INHERITED  ABNORMALITY  CAN  STRIKE  CHILDREN  AT 
BIRTH  OR  ADULTS  IN  THE  PRIME  OF  THEIR  LIVES  -  WITHOUT  PREFERENCE  TO 
AGE,  RACE,  GENDER  OR  ETHNICITY.  IF  YOU  SUFFER  FROM  P.K.D.,  YOUR 
CHILDREN  HAVE  A  FIFTY  PERCENT  CHANCE  OF  INHERITING  IT. 

THE  DISEASE  DEVELOPS  SLOWLY,  FORMING  FLUID-FILLED  CYSTS  WHICH 
ULTIMATELY  DESTROY  OTHERWISE  HEALTHY  KIDNEYS.  THERE  IS  NO  KNOWN 
CURE  OR  EFFECTIVE  TREATMENT  FOR  P.K.D.,  AND  DISEASE  PROGRESSION 
RESULTS  IN  KIDNEY  FAILURE  IN  THE  MAJORITY  OF  CASES.  ADDITIONALLY, 
RELATED  COMPLICATIONS  SUCH  AS  BRAIN  ANEURYSMS,  CHRONIC  BACK  PAIN, 
ENLARGED  HEART,  KIDNEY  STONES,  HIGH-BLOOD  PRESSURE,  PANCREAS  AND 
LIVER  CYSTS,  GROIN  OR  ABDOMINAL  HERNIAS,  AND  DIVERTICULITIS  OF  THE 
COLON  CAUSE  INCREASED  MORTALITY. 
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P.K.D.  IS  THE  DISEASE  THAT  CAUSED  HUMORIST  ERMA  BOMEECK  TO 
REQUIRE  A  KIDNEY  TRANSPLANT.  THE  COMPLICATIONS  FROM  HER 
TRANSPLANT  RESULTED  IN  HER  UNTIMELY  DEATH.  P.K.D.  IS  ALSO  THE  DISEASE 
MY  HUSBAND,  JOHN,  SUFFERED  FROM  FOR  MANY  YEARS.  WHILE  I  AM  GLAD  TO 
REPORT  THAT  JOHN  RECENTLY  RECEIVED  A  SUCCESSFUL  KIDNEY  TRANSPLANT, 
I  REMAIN  CONCERNED  ABOUT  THE  POTENTIAL  EFFECTS  OF  THIS  DISEASE  ON  MY 
CHILDREN.  CERTAINLY,  KIDNEY  TRANSPLANTS  AND  DIALYSIS  ARE  LIFE- 
SUSTAINING  TREATMENTS,  BUT  NEITHER  IS  CURATIVE  AND  BOTH  HAVE 
POTENTIALLY  LIFE-THREATENING  SIDE-EFFECTS. 

IN  ADDITION  TO  MY  PERSONAL  INTEREST,  I  ALSO  AM  CONCERNED  ABOUT 
P.K.D.  'S  HEAVY  BURDEN  ON  THE  FEDERAL  BUDGET.  THE  NATIONAL  INSTITUTES 
OF  HEALTH  ESTIMATES  THAT  THE  FEDERAL  GOVERNMENT'S  1995  MEDICARE 
COSTS  FOR  DIALYSIS  WERE  NEARLY  EIGHT  AND  ONE  HALF  BILLION  DOLLARS, 
TEN  PERCENT  OF  WHICH  WERE  FOR  P.K.D.  PATIENTS.  DUE  TO  AN  ESTIMATED 
ELEVEN  HUNDRED  ANNUAL  KIDNEY  TRANSPLANTS  CAUSED  BY  P.K.D., 
MEDICARE  AND  MEDICAID  COSTS  FOR  TREATING  P.K.D.  IS  WELL  IN  EXCESS  OF 
ONE  BILLION  DOLLARS  ANNUALLY.  AS  THE  "BABY  BOOMER"  GENERATION 
REACHES  THE  AGE  WHEN  P.K.D.  TAKES  ITS  HIGHEST  TOLL,  SKYROCKETING 
HEALTH  CARE  COSTS  WILL  ONLY  BE  OUTWEIGHED  BY  NEEDLESS  SUFFERING 
AND  LOSS. 

ALTHOUGH  POLYCYSTIN,  THE  PROTEIN  PRODUCT  FOR  POLYCYSTIC 
KIDNEY  DISEASE,  WAS  DISCOVERED  IN  1995,  COMMENSURATE  SCIENTIFIC 
DISCOVERY  LEADING  TO  A  CURE  FOR  P.K.D.  WILL  NOT  OCCUR  UNLESS 
RESEARCH  DOLLARS  ARE  AVAILABLE.  IN  1995,  N.I.D.D.K.'S  FUNDING  FOR  P.K.D. 
RESEARCH  EQUALLED  SEVEN  POINT  THREE  MILLION  DOLLARS.  THE  1996 
NUMBERS  REFLECT  AN  ELEVEN  PERCENT  DECREASE  IN  FUNDING,  DESPITE  FOUR 
MAJOR  P.K.D.  RESEARCH  BREAKTHROUGHS  THAT  WERE  REALIZED  LAST  YEAR. 

SCIENTISTS  ACROSS  AMERICA  AND  AROUND  THE  WORLD  AGREE  THAT 
P.K.D.  SCIENCE  IS  MATURE  AND  THAT  RESEARCH  DISCOVERIES  LEADING  TO  A 
TREATMENT  AND  ULTIMATELY  A  CURE  ARE  7TOW  FORESEEABLE.  P.K.D. 
RESEARCH  IS  READY  FOR  SIGNIFICANT  ADDITIONAL  FUNDING  AND  FEDERAL 
BUDGET  DEMANDS  HIGHLIGHT  THE  URGENCY  OF  THIS  MOVE. 

THERE  ARE  NOW  EIGHT  HUNDRED  RESEARCH  CENTERS  SPONSORED  BY 
N.I.H.  HOWEVER,  NOT  ONE  IS  DEVOTED  TO  POLYCYSTIC  KIDNEY  DISEASE. 
INSTEAD,  A  GENETIC  MALADY  AFFECTING  TWENTY  TIMES  FEWER  PEOPLE  HAS 
MORE  THAN  TEN  RESEARCH  CENTERS.  HOW  CAN  THIS  BE?  I  HOPE  THE 
SUBCOMMITTEE  WILL  CONSIDER  THIS  DISPARITY  AND  TAKE  THE  STEPS 
NECESSARY  TO  CORRECT  THE  IMBALANCE  IN  ALLOCATION  OF  RESEARCH 
DOLLARS.  CLEARLY,  A  DEMONSTRATED  FEDERAL  COMMITMENT  TO  RESEARCH 
FUNDING  ATTRACTS  COMMITTED  SCIENTISTS,  ENCOURAGES  RESEARCH 
COLLABORATION,  AND  PROMOTES  COST-EFFECTIVE  RESEARCH  AND 
DEVELOPMENT.  P.K.D.  NEEDS  AND  DESERVES  THIS  KIND  OF  SUPPORT. 
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AS  FORMER  SURGEON  GENERAL  C.  EVERETT  KOOP  HAS  SAID,  "RESEARCH 
COSTS  ARE  CHEAPER  THAN  TREATING  DISEASES."  I  STRONGLY  AGREE  WITH  DR. 
KOOP,  AND  I  HOPE  THAT  THE  SUBCOMMITTEE  WILL  SUPPORT  INCREASED 
FUNDING  FOR  THE  N.I.D.D.K.  TO  ENCOURAGE  RESEARCH  INTO  THE  CAUSE, 
TREATMENT,  AND  CURE  OF  POLYCYSTIC  KIDNEY  DISEASE. 

THANK  YOU,  MR.  CHAIRMAN  AND  SUBCOMMITTEE  MEMBERS  FOR  THE 
OPPORTUNITY  TO  SHARE  MY  VIEWS.  I  WOULD  BE  PLEASED  TO  RESPOND  TO  ANY 
QUESTIONS  YOU  MAY  HAVE. 
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Mr.  Dickey.  Mr.  Stokes? 

Mr.  Stokes.  Mr.  Chairman,  I  have  no  questions.  I  just  want  to 
commend  Mrs.  Thurman  for  her  appearance  here.  In  the  same 
sense  that  you  express  your  appreciation  for  us  sitting  here  to  hear 
it,  we  appreciate  the  fact  that  as  a  Member  of  Congress  you  take 
the  time  to  come  here  and  talk  to  us  about  the  importance  of  these 
programs.  So  thank  you  very  much. 

Mrs.  Thurman.  I  appreciate  that.  I  would  like  to  think  when  you 
put  a  face  to  it,  as  I  think  we've  all  found  over  the  last  several 
years,  when  you  start  to  look  at  it  as  a  face  and  not  just  a  number, 
there's  a  real  humanitarian  side  to  all  of  this.  And  as  I  said  in  my 
opening  remarks,  you  guys  have  got  a  tough  job.  I  give  you  a  lot 
of  credit  for  having  to  make  some  very  difficult  decisions.  So  we 
thank  you,  too. 

Mr.  Dickey.  Thank  you. 

The  subcommittee  stands  in  recess  until  2:00. 

[Recess.] 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  ROBERT  MENENBEZ,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  NEW  JERSEY 

Mr.  BONILLA  [presiding].  The  hearing  will  come  to  order. 

This  is  the  2:00  o'clock  session  of  the  Subcommittee  on  Labor, 
Health  and  Human  Services,  Education  and  Related  Agencies.  Our 
first  witness  this  afternoon  is  Representative  Robert  Menendez. 
Welcome,  Mr.  Menendez. 

Mr.  Menendez.  Thank  you,  Mr.  Chairman. 

It's  a  pleasure  to  be  here  today  and  thank  you  for  the  oppor- 
tunity to  appear  before  you.  This  is  the  first  time  I've  been  before 
the  committee.  Let  me  thank  you  for  the  opportunity  to  appear  be- 
fore you  today.  I'll  get  to  the  heart  of  the  matter,  I  know  you  have 
a  lot  of  Members. 

The  Jersey  City  Medical  Center  is  in  critical  need  of  a  new  and 
modern  facility.  It's  estimated  it  costs  some  $140  million  for  which 
they  seek  about  $25  million  in  direct  Federal  support.  The  medical 
center  has  been  the  focal  point  of  the  health  care  delivery  system 
in  Hudson  County  for  more  than  60  years,  since  the  present  facility 
was  constructed.  Hudson  is  the  most  densely  populated  county  in 
the  Nation's  most  densely  populated  state,  with  11,915  residents 
for  every  square  mile. 

Once  the  county's  premier  health  care  institution,  the  aging 
physical  plant  has  contributed  to  a  decline  in  image  and  the  loss 
of  market  segments  that  would  be  attracted  to  a  modern  teaching 
medical  center.  And  very  simply,  this  facility  was  constructed  in 
the  era  when  medicine  was  administered  by  doctors  traveling  from 
ward  to  ward  with  their  famous  black  bags. 

The  deterioration  of  the  physical  plant  is  now  at  a  point  where 
preventive  maintenance  is  only  marginally  useful  and  the  hospital 
must  spend  considerable  resources  on  temporary  remedies.  In  bat- 
tling obsolescence,  the  medical  center  still  serves  as  the  regional 
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provider  of  advanced  and  basic  life  support  and  is  the  state  des- 
ignated trauma  center. 

Its  emergency  room  experiences  are  among  the  State's  highest 
and  most  serious  patient  loads.  Over  60,000  emergency  cases  annu- 
ally, of  which  approximately  30  percent,  or  20,000,  are  considered 
trauma  related  cases.  Presently  the  facility  has  only  80  percent  of 
the  care  stations  required  to  adequately  handle  the  flow  of  pa- 
tients. 

Hudson  County  has  experienced  tremendous  growth  in  the  inci- 
dence of  infectious  disease,  AIDS  and  tuberculosis  cases  specifi- 
cally. More  than  25,000  New  Jersey  residents  have  been  diagnosed 
with  AIDS,  nearly  4,000  in  Hudson  County  alone.  The  medical  cen- 
ter is  a  regional  leader  of  infectious  disease  care.  But  there's  only 
one  true  isolation  facility  in  the  entire  complex. 

The  Margaret  Haig  Maternity  Hospital,  which  was  once  inter- 
nationally famous  for  its  care,  closed  in  1979  and  merged  into  the 
medical  center.  Now  squeezed  into  tiny  quarters,  the  age  and  de- 
sign of  the  facility  prevent  efficient  co-location  of  related  services. 

A  typical  visit,  to  give  you  an  idea,  Mr.  Chairman,  begins  with 
a  mother  arriving  in  an  emergency  room  in  labor.  She's  wheeled 
past  treatment  areas,  through  the  waiting  room  to  elevators  and 
then  to  the  third  floor  clinic  building's  labor  and  delivery  unit. 
After  recovery,  the  mother  and  the  infant  are  wheeled  through 
public  corridors,  from  the  clinic  building  through  the  medical  build- 
ing, past  the  neonatal  intensive  care  unit,  same  day  surgery  and 
post-anesthesia  care  unit,  into  the  center  building's  elevator  lobby 
and  onto  the  public  elevator  to  the  fifth  floor  postpartum  unit. 

And  in  a  city  where  infant  mortality  tops  12  percent  and  more 
than  10  percent  of  infants  are  of  low  birth  weight,  mothers  and 
newborn  babies  need  every  advantage  they  can  get.  The  new  facil- 
ity will  greatly  ease  the  pressures  they  face. 

The  antiquities  of  the  utilities  is  even  more  pronounced.  Patient 
rooms  are  heated  with  old  cast-iron  radiators  and  cooled  with  win- 
dow air  conditioners.  There  are  no  thermostatic  controls.  The 
steam  is  either  on  or  off  and  in  the  summer,  patients  suffer  the 
constant  hum  and  drum  of  the  inefficient  window  units.  And  in  the- 
winter,  snow  and  cold  air  blow  through  the  cracks  through  the  air 
conditioners  into  patient  rooms,  the  old  steel  window  frames  are 
non-thermal,  inefficient,  rattle  in  the  wind.  In  high  winds,  windows 
are  often  blown  out  of  their  frames. 

The  electrical  wiring  has  not  been  replaced  since  its  installation 
in  the  1930s,  and  is  overtaxed  by  the  technology-intensive  environ- 
ment of  modern  health  care.  The  boiler  was  installed  in  1917,  and 
last  modified  when  converted  from  coal  in  the  1930s.  The  building 
engineer  has  to  make  his  own  replacement  parts,  because  they  are 
no  longer  available  elsewhere.  And  the  boiler  requires  natural 
drafts  of  fresh  air,  and  windows  in  the  boiler  room  must  remain 
open,  frequently  resulting  in  frozen  water  lines  during  the  winter. 

Mr.  Chairman,  the  Jersey  City  Medical  Center  was  built  as  a 
public  hospital  during  the  Depression  era,  when  resources  were  at 
their  most  scarce.  And  although  the  country  has  grown  prosperous 
since  then,  the  center's  physical  plant  has  not  grown  with  its  mis- 
sion. Today,  the  medical  center  still  serves  the  poorest  residents  of 
Hudson  County  in  one  of  the  poorest  physical  facilities  in  the  Na- 
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tion  and  it's  time  that  we  renew  the  commitment  to  the  hospital's 
mission  of  protecting  public  health. 

The  State  and  the  county  are  joined,  but  we've  got  a  shortfall  in 
order  to  make  this  happen.  And  we're  asking  the  committee,  and 
we  understand  these  are  difficult  times,  but  we  think  that  this  has 
a  major  issue.  There  are  a  lot  of  public  funds,  Federal  funds  that 
flow  to  the  hospital  in  the  context  of  treatment  services  that  are 
provided  in  infectious  disease  and  other  questions.  We  think  that 
we  need  a  facility  that's  more  efficient. 

And  finally,  Mr.  Chairman,  just  to  give  you  a  sense,  to  rehabili- 
tate these  buildings  which  are  under  the  national  historical  land- 
marks, so  therefore  we  are  faced  with  all  types  of  problems,  it 
would  cost,  the  estimate  is  158  more  than  what  it  would  cost  us 
to  build  a  new  and  efficient  unit.  And  so  recently,  they  tried  to  do 
some  parking,  and  they  couldn't  do  it  because  of  the  historic  land- 
mark preservation.  It's  out  of  date. 

And  I  would  ask,  Mr.  Chairman,  that  a  larger  statement  denot- 
ing many  of  the  other  issues  we  have  be  included  in  the  record. 

[The  prepared  statement  follows:] 
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Testimony  of  Rep.  Robert  Menendez  (NJ-13) 
before  the  Labor,  HHS .   and  Education  Subcommittee 
May  15,  1996 


Mr.  Chairman  and  Members,   thank  you  for  the  opportunity  to 
appear  before  you  today. 

Jersey  City  Medical  Center  in  Jersey  City,  New  Jersey  is  in 
critical  need  of  a  new  and  modern  facility,  a  project  estimated 
to  cost  some  140  million  dollars,  and  for  which  they  seek  25 
million  dollars  in  direct  federal  support. 

The  Medical  Center  has  been  the  focal  point  of  the  health 
care  delivery  system  in  Hudson  County  over  the  more  than  sixty 
years  since  the  present  facility  was  constructed.     Hudson  is  the 
most  densely  populated  county  in  the  nation's  most  densely 
populated  state,  at  11,915  residents  per  square  mile.     While  the 
Center  has  offered  exemplary  service,  it  has  been  hampered  by  an 
antiquated  physical  plant.     The  present  Medical  Center  consists 
of  an  assortment  of  10  buildings.     Six  are  used  for  patient  care 
and  administrative  office  space,  the  rest  are  empty.     The  entire 
facility  is  costly  to  operate,  inefficient  and  poorly  constructed 
for  contemporary  health  care  delivery. 

The  Medical  Center  serves  as  the  regional  provider  of 
advanced  and  basic  life  support  and  is  the  State  Designated 
Trauma  Center.     Its  Emergency  Room  experiences  among  the  state's 
highest  and  most  serious  patient  loads  --  over  60,000  emergency 
cases  annually  of  which  approximately  30%  are  considered  trauma- 
related  cases.     Presently,  the  facility  has  only  80  percent  of 
the  care  stations  it  requires  to  adequately  handle  its  flow  of 
patients.     The  Emergency  Department  is  presently  housed  in  just 
9,000  square  feet.     The  new  hospital  with  current  standards  will 
provide  14,500  square  feet.     The  current  facility  also  lacks 
counseling  rooms,  privacy  areas,  bereavement  and  child  waiting 
areas,  all  of  which  will  be  provided  in  the  new  facility. 

Among  the  many  stories  which  vividly  illustrate  the  need  for 
a  new  facility,   it  is  particularly  important  to  note  that  the  New 
York  metropolitan  area,  and  Hudson  County  in  particular,  has 
experienced  increases  in  infectious  diseases,  AIDS  and 
Tuberculosis  cases  specifically.     New  Jersey  has  the  fifth 
highest  number  of  AIDS  cases  in  the  nation.     Through  September 
1994,  24,307  New  Jersey  residents  have  been  diagnosed  with  AIDS, 
with  3,879  in  Hudson  County.     In  fact,   the  County's  AIDS  case 
rate  for  cases  diagnosed  in  1993  was  114.1  per  100,000  residents. 
The  majority  of  the  County's  cases  are  Jersey  City  residents, 
representing  2,327,  or  60  percent  of  all  cases.     The  City's  high 
volume  of  cases  is  especially  significant  since  the  New  Jersey 
Department  of  Health  estimates  that  each  reported  AIDS  case  is 
likely  to  represent  some  15  to  30  additional  people  infected  with 
HIV  without  exhibiting  the  symptoms  of  full  blown  AIDS.  Further, 
because  the  majority,  about  52%,  of  our  AIDS  cases  are  related  to 
intravenous  drug  abuse,   there  is  a  high  risk  of  morbidity  due  to 
tuberculosis . 

To  handle  these  highly  contagious  cases,  rooms  with  negative 
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air  pressure  and  adjoining  anterooms  for  gowning  and  washing  are 
required.     The  Medical  Center  is  a  regional  leader  of  infectious 
disease  care,  but  there  is  only  one  true  isolation  facility  in 
the  entire  Medical  Center  complex.  The  plan  to  rebuild  the  Center 
was  approved  in  1987  by  the  State  Department  of  Health.  A 
feasibility  study  found  that  constructing  an  entirely  new 
facility  in  a  different  location  would  be  more  cost  effective 
than  rebuilding  and  maintaining  the  current  structure. 

The  new  Jersey  City  Medical  Center  will  be  a  part  of  the 
"Grand  Jersey  Redevelopment  Plan,  11  calling  for  the  development  of 
fifty  acres  of  land  along  the  Hudson  River  waterfront.  The 
project  will  improve  the  area's  infrastructure,   including  sewage, 
roads  and  power  substations  to  accommodate  the  new  development 
and  a  new  light  rail  transit  system  which  will  improve  patient 
access  to  the  county's  only  new,   state  of  the  art  teaching 
hospital . 

The  facility's  history  dating  back  to  its  days  as  a  public 
hospital,   is  one  of  capital  starvation  resulting  in  physical  and 
technological  obsolescence.     Once  the  premier  health  care 
institution  in  Hudson  County,   the  aging  physical  plant  has 
contributed  to  the  decline  in  image  and  loss  of  market  segments 
that  would  be  attracted  to  a  modern  teaching  medical  center. 
Space  in  the  existing  facility  is  inefficiently  designed  for 
contemporary  health  delivery  practices.     Plant  systems  fail  to 
meet  modern  standards  of  health  care  facility  design.  The 
heating,  ventilation,  plumbing,   electrical  and  other 
environmental  systems  are  antiquated.     The  facility's 
infrastructure  has  deteriorated  to  the  point  where  preventive 
maintenance  is  only  marginally  useful  and  the  hospital  must  spend 
considerable  resources  on  temporary  remedies. 

The  Medical  Center's  Board  of  Trustees  endorsed  the 
recommendation  of  the  Medical  Center's  planning  and  architectural 
consultants  to  replace  the  existing  facility  at  a  new  site  closer 
to  the  anticipated  future  growth  in  Jersey  City.     The  replacement 
facility  is  envisioned  as  a  hospital  much  smaller  in  scale  than 
the  present  facility,  but  far  more  efficient  and  responsive  to 
the  broad  health  needs  of  this  region,  and  the  ever  changing 
demands  of  the  health  care  industry. 

The  current  facility  was  constructed  in  and  designed  for  the 
era  when  medicine  was  administered  by  doctors  who  travelled  from 
ward  to  ward  with  their  once- familiar  black  bags.     But  as 
medicine  has  changed,  the  facility  has  become  less  and  less 
adequate  to  the  task,  and  the  deterioration  of  the  physical  plant 
is  now  beyond  repair. 

The  Margaret  Hague  Maternity  Hospital,  once  internationally 
famous  for  its  care,   closed  in  1979  and  merged  into  the  Medical 
Center.     Consequently,  an  entire  maternity  hospital  was  squeezed 
into  a  medical  hospital  complex  with  very  small  space 
allocations.     While  the  Medical  Center  is  among  New  Jersey's 
largest  providers  of  maternal  and  child  services,   the  current 
facility  lacks  appropriate  space  around  infant  bassinets  to 
permit  a  medical  team  to  work  on  an  infant  in  need  of  attention. 
Presently,  bassinets  must  be  pulled  away  from  the  wall  to  allow 
multiple  caregivers  access  to  the  infant.     There  is  no  ability  to 
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dim  and  brighten  lighting  above  bassinets  for  different  phases  of 
care.     There  is  no  storage  area  for  high-tech  equipment,  or  even 
basic  supplies;   no  lockers  for  staff;  no  adjoining  space  for 
family  use  for  bereavement  or  counseling;  and  no  waiting  areas, 
toilet  facilities  or  even  water  fountains  for  visiting  family 
members . 

The  age  of  the  facility  and  its  antiquated  design  prevent 
efficient  co-location  of  related  services.     A  typical  visit  to 
the  labor  and  delivery  unit  begins  with  the  mother  arriving  in 
the  Medical  Center  emergency  room  in  labor.     After  evaluation  she 
is  wheeled  past  treatment  areas,   through  waiting  room  to 
elevators  and  then  to  the  third  floor  Clinic  Building's  Labor  and 
Delivery  Unit.     After  recovery,  the  mother  and  infant  are  wheeled 
on  a  stretcher  through  the  public  corridors  from  the  Clinic 
Building  through  the  Medical  Building,  passing  the  Neonatal 
Intensive  Care  Unit,  Same  Day  Surgery  and  Post  Anesthesia  Care 
Unit,   into  the  Center  Building's  elevator  lobby  and  onto  the 
public  elevator  to  the  fifth  floor  post-partum  unit.     If  her 
infant  requires  neonatal  care,  and  approximately  one  third  of  the 
deliveries  do  require  this  service,  mother  and  infant  visitation 
poses  a  daunting  challenge.     The  mother  rides  the  elevator  from 
the  fifth  floor  to  the  third  floor  of  the  Center  Building, 
through  the  public  elevator  lobby  into  the  corridor  leading  to 
the  Medical  Building,  past  Same  Day  Surgery,   Post  Anesthesia  Care 
Unit  and  down  corridor  to  Neonatal  Intensive  Care  Unit.  In 
essence,   she  is  two  floors  and  a  building  away  from  her  newly- 
born  and  fragile  infant.     The  Jersey  City  and  Hudson  County  areas 
already  face  great  challenges  in  post-natal  care.  Infant 
mortality  in  Jersey  City  was  12.2  percent  in  1991,   compared  with 
a  statewide  rate  of  just  8.7  percent.     More  than  ten  percent  of 
infants  in  the  City  are  of  low  birth  weight,  compared  to  seven 
percent  throughout  the  state.     More  than  4  8  percent  of  births  are 
to  single  mothers,   compared  with  26  percent  statewide.     These  are 
daunting  challenges,  and  mothers  and  their  newborn  babies  need 
every  advantage  with  which  we  can  provide  them.     The  new  facility 
will  greatly  ease  the  pressures  of  this  difficult  and  critical 
period. 

The  antiquity  of  the  utilities  servicing  tne  Medical  Center 
is  even  more  pronounced.     The  boiler  at  the  Medical  Center  was 
installed  in  1917  and  last  modified  in  the  1930s,  when  it  was 
converted  from  coal  to  Grade  2  oil.     The  chief  operating  engineer 
must  construct  his  own  replacement  parts  for  this  boiler  because 
they  are  no  longer  available  through  suppliers.     In  the  boiler 
room  itself,   the  boiler  requires  natural  drafts  of  fresh  air.  To 
accommodate  this,  windows  in  the  room  must  remain  open.     As  a 
result,  during  the  winter  season,  water  lines  to  the  building 
frequently  freeze  up  despite  their  proximity  presence  of  steam 
lines.     Patient  rooms  are  heated  with  old,  cast  iron  radiators. 
There  are  no  thermostat  controls  --  the  building's  steam  is 
either  on  or  off.     The  electrical  wiring  has  not  been  replaced 
since  its  installation  in  the  1930s,  and  is  currently  overtaxed 
with  the  technology- intensive  environment  of  today's  modern 
health  care  industry.     The  building  has  fuses  and  does  not 
utilize  circuit  breakers  currently  in  use  in  modern  structures. 
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As  the  Medical  Center  works  to  create  efficiencies  in  its 
health  care  delivery  system,   increasing  numbers  of  patients  and 
physicians  choose  the  same  day  surgical  approach  for  care.  These 
numbers,   not  unlike  hospitals  across  the  country,   are  growing 
rapidly . 

These  increased  numbers  of  patients  and  visitors  present  a 
logistical  problem  for  the  Medical  Center.     Since  the  facility  is 
designated  an  historic  landmark,  parking  decks  cannot  be 
constructed,   so  parking  for  staff  and  patients  is  off -site  in  a 
lot  a  half  mile  away.     Management  has  increased  parking  capacity 
for  patients  and  visitors  to  a  maximum  of  160  spaces  currently. 
Clearly,   that  amount  of  space  is  still  not  sufficient. 

Patients  arriving  for  same  day  surgery  also  face  numerous 
barriers.     If  parking  space  is  even  available,  patients  must  walk 
up  the  steps  at  the  rear  of  the  Medical  Center.     There  are  no 
ramps,   so  ill  patients  must  sometimes  struggle  to  gain  entrance. 
If  no  parking  is  available,   a  space  must  be  found  on  the  street. 
Upon  entry,  patients  travel  through  public  corridors  from  the 
Center  Building  to  the  Medical  Building  to  the  elevator  lobby, 
and  take  the  elevator  up  three  floors  to  Same  Day  Surgery. 
Changing  into  patient  gowns  usually  takes  place  behind  a  curtain 
at  bedside.     Otherwise,  patients  change  in  a  cramped,  non- 
handicapped-accessible  bathroom.     Patients  wait  with  eight  others 
on  stretchers  for  their  operating  rooms  to  become  available,  and 
are  then  wheeled  through  public  corridors,   through  the  Medical 
Building  elevator  lobby,  and  into  the  Operating  Suite.  The 
suite,  upgraded  in  the  1970s  with  a  central  HVAC  system,  lacks 
different  zones  for  different  rooms.     There  is  one  temperature 
zone  for  the  entire  floor.     Post -operative  patients  are  once 
again  wheeled  through  the  public  corridors  on  their  way  to  the 
Recovery  Room,  which  also  is  not  climate  controlled  to  help 
patients  cope  with  the  shuddering  that  often  accompanies 
withdrawal  from  anesthesia. 

The  Medical  Building  patient  units  were  not  equipped  with 
the  HVAC  system.     Window  air  conditioners  cool  patient  and  common 
areas  in  the  summer  months,  meaning  recovering  patients  suffer 
the  constant  hum  and  drone  of  these  inefficient  units.     In  the 
winter,   snow  and  cold  air  blow  in  through  the  cracks  around  the 
air  conditioners,   into  patient  rooms.     The  old  steel  window 
frames  are  non- thermal,   inefficient,  and  rattle  in  the  winds  -- 
often  they  are  even  blown  out  of  the  building  in  high,  driving 
winds . 

The  Medical  Center  is  a  regional  provider  of  advanced  child 
health  care  services,  but  its  largest  inpatient  unit  is  crammed 
with  48  beds  in  just  8,000  square  feet.     The  new  facility  will 
meet  modern  minimum  standards,  which  require  14,000  square  feet 
for  just  40  beds.     The  existing  patient  care  units  are  obviously 
grossly  undersized. 

In  short,   Mr.   Chairman  and  Members,   the  Jersey  City  Medical 
Center  is  the  first  line  of  defense,   the  first  place  to  which 
most  of  Jersey  City  and  greater  Hudson  County  must  turn  for 
emergency  services,   maternity  and  surgical  care,    is  dangerously 
outdated  and  inadequate  to  the  needs  of  the  most  densely 
populated  region  of  the  nation's  most  densely  populated  state. 
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The  local  and  state  authorities  have  made  enormous  strides  in 
preparing  a  plan  to  replace  this  vital  resource,  but  more  help  is 
needed.     The  Jersey  City  Medical  Center  has  a  60 -year  tradition 
of  service  to  the  neediest  in  Hudson  County,  and  faces  new 
challenges  not  only  in  the  delivery  of  health  care,  but  in  the 
very  business  of  health  care.     These  are  challenges  which  the 
Medical  Center  is  prepared  to  meet  with  a  new  facility,  designed 
not  only  to  continue  the  tradition  of  care,  but  also  to  rebuild 
its  patient  and  payer  mix  for  survival  into  the  future.  From 
1990  to  1992,   the  Medical  Center's  mix  by  admission  was  between 
70  and  76  percent  welfare,  Medicaid  and  charity  care  patients. 
An  improved  facility  will  draw  an  improved  mix,  and  brighten  the 
prospects  for  the  hospital's  financial  stability. 

The  demands  of  modern  health  care  have  simply  outgrown  the 
present  facility,  and  we  desperately  need  your  help  to  ensure 
that  adequate  access  to  quality  health  care  is  available  for 
Jersey  City  and  Hudson  County  in  the  future.     The  Jersey  City 
Medical  Center  began  as  a  public  hospital,  built  during  the 
Depression  era,  when  unemployment  was  at  its  highest,  and 
resources  at  their  most  scarce.     Although  the  country  has  grown 
prosperous  in  these  past  60  years,   the  Medical  Center's  physical 
plant  has  not  grown  with  its  mission.     Today  the  Medical  Center 
still  serves  the  poorest  residents  of  Hudson  County,   in  one  of 
the  poorest  physical  facilities  in  the  nation.     It  is  time  that 
we  renew  the  commitment  to  the  hospital's  mission  of  protecting 
public  health.     I  thank  you  for  your  attention,  and  look  forward 
to  working  with  you  in  making  this  essential  project  a  reality. 
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Mr.  Bonilla.  Your  statement  will  be  included  in  the  record,  Mr. 
Menendez. 

And  one  thing,  on  this  committee,  this  subcommittee  works  very 
closely  together  in  a  non-partisan  way  on  medical  issues  that  affect 
everyone  in  this  country.  And  your  being  here  today  to  tell  us 
about  your  needs  in  your  district  is  very  important  to  us,  and  well 
be  happy  to  consider  it. 

Mr.  Menendez.  Thank  you  for  your  time  and  consideration. 

Mr.  Bonilla.  Thank  you,  Mr.  Menendez. 

At  this  time  Fd  like  to  just  recognize  four  members  of  the  Par- 
liament of  the  Ukraine  that  are  seated  in  the  rear  of  the  room. 
They  are  staff  to  several  committees,  including  the  Budget  Com- 
mittee, which  in  the  Ukrainian  system  provides  appropriations  as 
well.  My  understanding  is  they  have  a  translator  with  them  today. 
We  welcome  you. 

This  is  a  subcommittee,  just  for  your  information,  that  deals  with 
making  decisions  on  funding  for  our  Labor  Department,  our  Health 
and  Human  Services  Department  and  our  Education  Department. 
It  deals  with  medical  research,  loans  for  college  to  students,  so 
many  programs.  Those  are  just  a  couple,  there  are  hundreds  of  pro- 
grams that  we  deal  with  on  this  subcommittee  every  year. 

What  we're  doing  is  listening  to  our  fellow  Members  of  Congress 
today  on  what  issues  are  important  to  them  in  their  particular  dis- 
tricts. And  this  is  something  that's  very  important  to  us,  to  hear 
from  our  colleagues.  So  we  just  wanted  to  let  you  know  what  we're 
working  on  today. 

We  nave  votes  pending  right  now  on  the  Floor,  which  is  why 
there's  no  one  here  right  now  except  myself.  And  we  are  having 
votes  that  are  being  called  subsequent  to  each  other,  every  10  or 
15  minutes  in  the  Capitol. 

So  at  this  time,  we're  probably  just  going  to  recess  for  just  a  few 
minutes  until  the  votes  are  concluded  in  the  Capitol  and  Members 
can  come  over  here  to  testify  and  also  to  hear  testimony.  So  the 
committee  will  stand  in  recess  temporarily,  for  just  a  few  minutes. 
Thank  you. 

[Recess.] 

Mr.  Bonilla.  The  subcommittee  will  come  to  order  once  again. 

We  are  actually  right  on  schedule.  We're  slotted  to  hear  from  our 
fellow  Members  of  Congress  on  issues  important  to  them  and  their 
districts,  for  the  subcommittee  to  consider. 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  JOHN  W.  OLVER,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  MASSACHUSETTS 

Mr.  Bonilla.  And  at  this  time,  we're  pleased  to  hear  from  Rep- 
resentative John  Olver,  who's  going  to  talk  about  some  things  that 
are  important  to  him  and  his  district.  And  one  specifically  I  under- 
stand is  the  LIHEAP  program,  Mr.  Olver. 

So  at  this  time,  we'd  be  delighted  for  you  to  come  forward  and 
hear  your  testimony. 
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Mr.  Olver.  Well,  thank  you  very  much,  Mr.  Chairman.  And 
thank  you  for  allowing  me  to  testify  today. 

I  have  submitted  a  written  statement  for  the  record,  which  cov- 
ers a  number  of  different  items  in  the  appropriations  bill  before 
you  today.  And  I  am  concerned  about  those.  I  mean,  one  has  to 
limit  one's  levels  of  concern.  In  actuality,  I  could  have  written  a 
statement  that  would  even  be  considerably  longer. 

But  for  my  oral  statement,  I  want  to  limit  what  I  will  speak 
about  to  the  Low  Income  Home  Energy  Assistance  Program,  com- 
monly called  LIHEAP.  It's  one  of  those  awful  acronyms,  I  think, 
that  we  hear  so  much. 

As  always,  I  strongly  support  the  funding  for  the  Low  Income 
Home  Energy  Assistance  Program.  For  many  years,  the  program 
enjoyed  what  I  think  is  much  deserved  bipartisan  support.  In  fact, 
my  predecessor  along  with  Mr.  Obey  on  your  committee,  still  on 
this  committee,  were  the  proud  parents  of  the  LIHEAP  program  at 
its  inception,  going  back  many  years  with  Silvio  Conti,  who  was  for 
many  years  the  ranking  member  from  your  party  on  this  commit- 
tee, had  been  a  particular  champion  of  the  LIHEAP  program. 

Unfortunately,  in  recent  years  it's  developed  a  history  of  dispute. 
The  energy  crisis  of  the  1970s  has  passed  by  us,  clearly.  But  the 
need  for  the  program  has  certainly  not  ended.  The  average  Amer- 
ican household  spends  something  like  6  percent  of  its  resources  on 
energy,  on  heating.  But  for  those  who  are  in  the  low  income  end 
of  the  scale,  where  the  Low  Income  Home  Energy  Assistance  Pro- 
gram applies,  for  them  the  average  amount  is  14  percent,  1  dollar 
out  of  every  7  that  these  low  income  families  and  low  income  elder 
families  expend  is  in  that,  is  on  energy. 

So  we  need  to  learn  from  recent  history.  This  last  year's  record 
snowfalls  over  much  of  the  northern  part  of  the  country  proved 
once  again  that  the  LIHEAP  program  is  necessary.  For  many  low 
income  families  and  elders,  it's  the  thing  that  makes  it  possible  to 
heat  their  homes  and  continue  to  put  food  on  the  table.  There  are, 
in  this  last  program,  as  it  has  slowly  been  squeezed,  there  were  5.6 
million  households  that  received  LIHEAP  benefits.  Half  of  them 
were  low  income  families,  the  other  half  were  elders  or  disabled. 
That  is,  either  elders  or  families  in  which  there  was  a  disabled 
member. 

Seventy  percent  of  those  households  had  income,  total  income, 
under  $8,000  a  year.  In  the  heating  season  that  was  just  passed, 
the  Administration  intermittently  released  all  of  the  $1  billion  of 
program  money  that  had  been  previously  allocated  for  fiscal  year 
1996  and  the  forward  funding  manner  in  which  LIHEAP  has  been 
handled. 

Then  it  became  necessary  to  release  even  $100  million  of  addi- 
tional emergency  monies  on  top  of  that.  And  all  of  this  was  re- 
leased despite  this  subcommittee's  objection  and  despite  the  com- 
plication of  the  13  continuing  resolutions  that  we  have  functioned 
under  for  much  of  the  first  half  of  this  fiscal  year. 

So  this  year,  as  we  go  into  considering  the  budget  for  fiscal  year 
1997,  I  would  urge  that  you  recognize  the  continued  need  for  the 
Low  Income  Home  Energy  Assistance  Program  and  to  fund  it,  sup- 
port it  accordingly. 

[The  prepared  statement  follows:] 
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I  appreciate  this  opportunity  to  testify  regarding  a  few 
items  of  particular  concern  to  me  in  the  FY  1997 
Labor/HHS/Education  appropriations  bill. 

First,  as  always,  I  strongly  support  funding  for  the  Low- 
Income  Home  Energy  Assistance  program  (LIHEAP) .     For  years, 
LIHEAP  enjoyed  much- deserved  bipartisan  support.  Unfortunately, 
it  has  recently  developed  a  history  of  dispute. 

I  would  like  to  make  two  points  about  LIHEAP: 

1)  The  energy  crisis  of  the  1970s  may  be  over,  but  it  has  not 
ended  the  need  for  this  program.    The  average  American  household 
spends  about  6%  of  its  total  income  on  energy  costs.     But  for  the 
average  LIHEAP  household  it's  14%. 

2)  Please  learn  from  recent  history.     Last  year's  record  snowfall 
and  freezing  temperatures  proved,  once  again,  that  LIHEAP  is 
absolutely  necessary  for  low- income  families  and  the  elderly  to 
heat  their  homes  and  continue  to  put  food  on  the  table.  The 
Administration  released  all  of  the  FY96  LIHEAP  program  money  AND 
$100  million  of  LIHEAP  emergency  money  --  despite  this 
Subcommittee's  objection  and  despite  the  complication  of  13 
continuing  resolutions. 

While  I  do  not  agree  with  this  Subcommittee's  recent 
decisions  regarding  LIHEAP,   I  would  like  to  commend  you  on  your 
support  last  year  for  increased  funds  for  the  National  Institutes 
of  Health  (NIH) .     I  hope  you  continue  that  support.     Allow  me  to 
add  my  voice  in  both  professional  and  personal  support  of  NIH 
funding  for  breast  cancer  research  and  the  good  work  of  the 
Office  of  Women's  Health. 
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I  also  ask  that  you  support  federal  investment  in  education 
and  training,  an  essential  investment  for  a  well-educated 
population.     I  am  particularly  concerned  that  Head  Start,  Title  I 
and  Goals  2000  receive  adequate  funding.     Furthermore,  higher 
education  has  always  been  personally  important  to  me.     I  urge 
this  Subcommittee  to  support  the  direct  loan  program,   for  those 
who  go  on  to  college,  and  job  training  programs,  for  those  who 
want  to  enter  or  re-enter  the  job  market,  and  must  compete  in  our 
increasingly  competitive  global  economy. 

Finally,   I  request  that  you  support  public  health 
infrastructure  through  appropriate  training  of  public  health 
professionals.     Access  to  public  health  training  and  placement 
through  Health  Resources  and  Services  Administration  (HRSA)  and 
the  Center  for  Disease  Control   (CDC) ,  and  clinical  information 
from  the  Agency  for  Health  Care  Policy  and  Research,  is  crucial 
for  making  sure  this  country  has  comprehensively- trained  public 
health  professionals. 

Thank  you  again  for  the  opportunity  to  discuss  these 
concerns .     I  fully  understand  the  tremendous  needs  for  funding 
within  the  Subcommittee's  jurisdiction  this  year.     I  have 
appreciated  your  support  in  the  past  and  once  again  thank  you  for 
your  consideration  of  these  matters. 
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Mr.  Bonilla.  Mr.  Olver,  we  thank  you  for  your  testimony  here 
today.  LIHEAP  is  very  important  to  a  lot  of  Members  in  this  Con- 
gress. And  this  committee  has  had  to  make  some  tough  decisions 
over  the  last  year  or  so  on  this  issue.  And  your  remarks  will  be  se- 
riously considered,  and  we  appreciate  your  being  here  today. 

Mr.  Olver.  I  thank  you  very  much  for  your  time  and  attention. 


Wednesday,  May  15, 1996. 

WITNESS 

HON.  EARL  POMEROY,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  NORTH  DAKOTA 

Mr.  BONILLA.  We'd  now  be  pleased  to  hear  from  Representative 
Earl  Pomeroy,  who  is,  it's  my  understanding,  also  here  to  talk 
about  LIHEAP. 

Mr.  POMEROY.  That's  correct,  Mr.  Chairman.  Ill  try  and  be  brief 
so  as  not  to  be  redundant  with  the  testimony  our  colleague,  Con- 
gressman Olver,  has  presented. 

But  given  your  part  of  the  country,  my  sole  objective  here  today 
is  to  try  and  help  you  understand  winter  in  North  Dakota.  The  best 
way  for  us  to  do  it  would  be  for  you  to  come  with  me  some  January 
weekend  back  home.  And  in  light  of  the  chance  we'll  not  have  this 
this  year,  let  me  just  tell  you  that  went  through  a  stretch  in  De- 
cember where,  for  at  least  one  section  of  the  State,  the  average  was 
5  degrees  below  zero  on  the  low  side  up  to  13  degrees  above  on  the 
average.  That  was  the  average  for  the  month,  which  obviously 
meant  temperatures  dropping  well  below  that  to  pull  the  median 
down  in  that  way. 

The  average  propane  costs,  $800.  And  when  you  consider  the 
LIHEAP  population,  especially,  60  percent  have  incomes  of  $8,000 
or  less.  So  we're  talking  about  an  $800  bill  to  a  group  that  60  per- 
cent of  make  less  than  $8,000,  you  can  just  see,  really,  for  a  num- 
ber, it  will  be  the  difference  between  heating  and  eating,  difference 
between  being  able  to  stay  in  the  home  or  not. 

I  have  a  State  where  a  lot  of  the  younger  elderly  are  coming 
down  to  Texas,  and  a  lot  of  those  that  aren't  in  the  financial  situa- 
tion to  spend  winters  in  warmer  climates  are  toughing  it  out  in 
North  Dakota.  As  they  lose  the  ability  to  remain  in  their  own 
homes,  and  heating  could  be  a  prospect,  some  of  these  might  actu- 
ally be  Medicaid  eligible  and  seek  much  more  expensive  access  to 
essentially  housing,  through  nursing  home  care,  for  which  they 
might  be  eligible,  in  the  instance  of  disabled  elderly  that  are  just 
really  trying  to  preserve  their  independence  as  long  as  they  can. 

The  LIHEAP  assistance  with  home  heating  oil  means  we  don't 
have  to  pay  Medicaid  funding  or  nursing  home  costs,  obviously  a 
substantial  increase  of  a  more  costly  proposition.  Twenty-six  per- 
cent of  the  households  are  elderly  in  North  Dakota.  An  additional 
16  percent  are  disabled.  For  the  others,  it  is  a  very  important 
bridge  to  self-sufficiency. 

This  program  is  one  of  the  perfect  programs  for  the  working  poor. 
Because  it  is  narrowly  targeted.  No  one  is  talking  about  people  tak- 
ing LIHEAP  money  and  going  to  Vegas  or  doing  something,  blow- 
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ing  it.  It  is  administered  in  a  way  where  we  know  where  that 
money  is  going.  We  know  it's  going  to  the  heating  bill. 

The  Chairman  of  this  subcommittee  has  suggested,  and  I  give 
him  credit  for  creatively  looking  at  other  ways  we  can  meet  this 
need  without  Federal  Treasury  participation,  he  has  suggested 
maybe  the  utility  industry  can  do  more.  Well,  first  of  all,  I'm  not 
aware  of  analogous  examples  of  where  the  private  sector,  a  private 
sector  undertaking,  is  left  with,  in  addition  to  their  tax  burden, 
some  kind  of  expectation  that  they're  going  to  play  essentially  a  so- 
cietal role.  Because  the  problem  of  people  freezing  in  their  homes 
is  a  societal  problem,  it  isn't  a  utility  problem. 

In  addition,  we  are  moving  to  a  dramatically  more  competitive 
time,  Mr.  Chairman,  as  you  are  aware,  in  the  energy  industry, 
where  we  are  going  to  see  virtually  a  telecommunications-like 
shakeout,  I  think,  coming  in  the  utility  industry,  as  we  go  to  much 
more  of  a  deregulated  condition,  much  more  intensive  cost  competi- 
tion. Bottom  line,  they  don't  have  the  margins  now  to  meet  the 
LIHEAP  population's  needs,  they  certainly  aren't  going  to  when  fu- 
ture competition  drives  that  out  of  their  rate  structure. 

In  addition,  though,  aside  from  the  large  utility  dimension  of  it, 
at  least  up  in  my  state,  40  percent  of  these  households,  the  energy 
issue  is  between  the  household  and  the  local  propane  dealer.  We're 
talking  about  the  corner  gas  station  that  does  the  propane  busi- 
ness. And  certainly  these  mom  and  pop  businesses  are  not  in  any 
shape  to  carry  their  customers. 

Although  in  addition  to  the  strong,  in  fact,  the  urgent  support  for 
this  program  by  the  households  that  need  this  assistance,  I've  got 
mom  and  pop  propane  dealers  that  feel  just  as  passionately.  Come 
January,  come  February,  they  don't  want  to  be  in  the  situation  of 
looking  at  Mr.  and  Mrs.  Johnson  and  saying,  I  can't  do  this  any 
more,  I  can't  refill  your  tank. 

That  really  is  a  life  and  death  proposition.  It  is  a,  do  you  get  to 
stay  in  your  own  home  or  not  proposition.  And  I  just  can't  under- 
score how  this  is  so  acutely  presented  in  the  context  of  the  severe 
winters  that  we  experience  up  along  the  northern  tier  of  this  coun- 
try. 

So  Mr.  Chairman,  we  worked  our  way  through  this  past  year, 
kept  people  with  the  assistance  they  needed.  The  budgets,  as  I  read 
them,  and  I  struggled  as  a  member  of  the  Budget  Committee  a 
week  ago  to  understand  whether  or  not  LIHEAP  has  been  provided 
for  in  the  budget  assumptions  of  the  GOP  budget  for  1997. 

It  is  now,  my  understanding  is,  within  the  assumption.  It  is 
within  the  President's  budget  as  well,  and  I  hope  that  this  rep- 
resents a  new  bipartisan  consensus  that  this  is  a  program  we  can't 
back  away  from.  We  need  to  continue  it,  we  need  to  continue  it  in 
a  forward  funded  status,  so  that  people  can  build  a  program  for  the 
heating  year. 

You've  been  patient  to  listen  to  me,  Mr.  Chairman.  If  you  have 
any  questions,  I'll  take  them.  Otherwise,  I  appreciate  your  hearing 
me  out. 

[The  prepared  statement  follows:] 


24-311    96  -  45 
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Testimony  of  the  Honorable  Earl  Pomeroy 
Committee  on  Appropriations 
Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 
2358  Rayburn  House  Office  Building 

May  15,  1996 

Mr.  Chairman,  I  appreciate  this  opportunity  to  appear  before  you  to  testify  on  behalf 
of  the  Low  Income  Home  Energy  Assistance  Program  (LIHEAP). 

Just  a  few  days  ago,  here  in  the  Washington  area,  we  saw  new  record  low 
temperatures  set  for  this  time  of  year.  The  past  winter  was  especially  hard  for  many  parts  of 
our  country  —  even  in  regions  that  usually  enjoy  mild  winters.  In  North  Dakota  —  where  we 
have  a  high  tolerance  for  cold  temperatures  —  we  saw  record  breaking  lows.  For  the  month 
of  December,  one  region  of  my  state  had  an  average  low  of  -5.7  and  an  average  high  of  13 
degrees.  During  one  blizzard,  the  entire  state  was  plunged  into  wind  chill  factors  ranging 
from  -50  to  -70  degrees. 

The  reason  I  state  these  facts  is  to  illustrate  the  continuing  importance  and  need  for 
LIHEAP  funding.  I  believe  that  it  is  critical  for  us  to  continue  sufficient  funding  of  this 
safety  net  for  the  working  poor  who  are  trying  to  make  a  better  life  for  their  families  and  for 
the  elderly  and  disabled  who  have  limited  means.  As  a  point  of  reference  for  those  of  you 
who  come  from  warmer  climates,  the  average  annual  propane  bill  for  a  North  Dakota 
household  runs  about  $800.  When  you  consider  that  60%  of  ND  LIHEAP  households  have 
an  annual  income  of  $8,000  or  less;  $800  is  a  huge  chunk  of  a  family's  budget. 

•For  many  elderly  individuals,  LIHEAP  assistance  represents  the  difference  between 
living  in  their  own  homes  and  being  self-sufficient  and  entering  a  nursing  home;  a 
much  more  costly  approach  for  the  federal  government  when  resources  are  spent 
down  sooner  and  Medicaid  starts  covering  their  nursing  home  expenses. 

For  those  on  fixed  incomes,  with  no  opportunity  to  increase  their  income  or  benefit 
from  the  EITC,  LIHEAP  means  targeted  assistance  in  those  months  when  they  need  a 
little  extra  help  in  making  ends  meet  and  remaining  self-sufficient.  In  my  state,  26% 
of  LIHEAP  households  are  elderly  and  another  17%  are  disabled  for  a  total  of  43% 
of  all  ND  LIHEAP  households. 

In  addition  to  helping  those  on  fixed  incomes,  LIHEAP  is  a  critical  element  in  helping 
working  poor  families  make  ends  meet. 

•Energy  costs  continue  to  be  an  enormous  burden  on  low-income  families.  LIHEAP 
efficiently  assists  families  at  the  lowest  earning  levels  who  face  spending  a 
disproportionate  amount  of  their  budget  on  energy  costs.  In  North  Dakota,  57%  of 
LIHEAP  recipients  are  employed.  26%  of  ND  recipients  receive  no  other  economic 
assistance.  Nationally,  more  than  2/3  of  all  recipients  have  an  annual  income  of 
S8,000  or  less. 
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•Many  of  those  households  depending  on  LIHEAP  will  be  forced  to  make  the  heat  or 
eat  decision.  Without  LIHEAP,  families  with  children  may  chose  heat  because  a 
child  will  die  faster  from  lack  of  heat,  than  lack  of  nutrition.  The  elderly  have  the 
added  dilemma  of  also  paying  for  their  prescription  drugs.  These  are  heartbreaking 
decisions  that  no  one  in  this  country  should  be  forced  to  make  every  winter. 

As  Congress  looks  for  ways  to  reform  our  current  welfare  system,  LIHEAP  should  be 
credited  as  a  program  that  gives  states  flexibility  to  closely  target  benefits  to  the  most  needy. 

•In  a  time  when  we  are  trying  to  get  individuals  off  welfare,  we  are  cutting  one 
program  which  really  goes  to  the  heart  of  the  problem  and  offers  preventive 
measures.  For  those  trying  to  make  the  transition  from  welfare  to  work,  LIHEAP 
serves  as  an  important  "bridge"  to  self-sufficiency. 

•Though  I  cannot  speak  for  all  states,  the  program  administrators  in  North  Dakota 
have  done  excellent  job  of  coordinating  LIHEAP  with  the  weatherization  program. 
Rather  than  paying  high  heating  bills  year  after  year,  program  administrators  look  for 
weatherization  and  energy  conservation  options  to  address  the  long-term  problem  of 
high  energy  costs.  Additionally,  recipients  of  emergency  LIHEAP  assistance  must 
undergo  an  assessment  of  factors  which  caused  the  crisis  and  steps  to  prevent  a  future 
crisis. 

Some  critics  of  LIHEAP  have  suggested  that  utility  companies  should  be  stepping  up 
to  the  plate  and  fulfilling  this  need.  I  would  like  to  briefly  address  this  suggestion. 

•On  the  horizon  is  the  possibility  of  the  restructuring  and  deregulation  of  gas  and 
electric  utilities.  In  a  market  where  greater  competition  comes  into  play,  we  will  see 
the  demise  of  utility  companies  underwriting  assistance  to  poorer  customers.  Without 
sufficient  LIHEAP  funding,  the  energy  safety  net  will  be  in  shreds  for  numerous 
families.  Additionally,  depending  on  how  far  deregulation  goes,  we  could  potentially 
see  the  end  of  the  artificial  subsidy  to  residential  energy  users  by  industrial  rates  and 
thus  residential  rates  could  increase  for  all  households,  hurting  low  income  households 
the  most. 

•Many  households'  energy  bill  is  with  a  local  business,  rather  than  a  large  utility 
company  with  a  program  for  the  very  poor.  For  example,  40%  of  LIHEAP  families 
in  North  Dakota  purchase  their  heating  oil  and  propane  from  a  local  small  business; 
who,  without  the  LIHEAP  program,  could  be  in  the  difficult  position  of  selling  fuel 
on  account  to  a  neighbor  or  taming  them  away  in  times  of  frigid  temperatures. 

Block  grants  to  state  and  tribal  governments  for  targeted  assistance  to  those  most  in 
need  is  consistent  with  many  of  the  initiatives  proposed  in  the  104th  Congress,  and  I  hope 
the  Committee  will  acknowledge  this  by  fully  funding  LIHEAP  in  the  amount  of  $1,319 
billion  for  FY  1997  and  a  similar  amount  for  FY  1998.  This  is  consistent  with  the  budget 
resolution  passed  out  of  committee  last  week  and  with  the  President's  request. 
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As  you  are  aware,  the  original  FY  96  appropriation  for  LIHEAP  was  $1,319  billion, 
as  passed  in  the  FY  95  Labor,  HHS  appropriations  legislation.  Because  of  last  year's 
rescissions,  the  reduced  funding  level  created  a  situation  where  most  states  had  to  either 
reduce  the  number  of  households  receiving  assistance  or  lower  the  amount  of  assistance 
provided  to  each  household.  According  to  the  National  Energy  Assistance  Directors' 
Association,  it  is  estimated  that  about  1  million  fewer  households  will  receive  LIHEAP 
benefits  in  1996  compared  to  1995. 

Regarding  forward  funding,  I  believe  it  is  crucial  to  allow  states  the  advance  notice  to 
plan  ahead,  especially  for  those  states  where  the  heating  season  can  begin  as  early  as  the 
begirining  of  the  fiscal  year. 

In  summary,  we  need  to  maintain  sufficient  LIHEAP  funding  in  light  of  the  continued 
erosion  of  worker's  wages  and  the  importance  of  having  a  safety  net  for  those  most  in  need 
such  as  our  poor  elderly  and  disabled. 

I  thank  the  Committee  for  the  opportunity  to  present  this  testimony. 
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Mr.  BONILLA.  Well,  we  appreciate  hearing  from  you,  Mr. 
Pomeroy.  It  is  quite  a  different  climate,  as  you  pointed  out  in  your 
opening  remarks,  than  what  we  have  in  South  Texas.  But  we  are 
certainly  understanding  better  of  the  problems  and  the  needs  for 
LIHEAP,  having  heard  from  you  today.  And  every  member  on  this 
committee  will  take  to  heart  your  testimony  and  it  will  be  entered 
in  the  record  for  them  all  to  review. 

Mr.  Pomeroy.  Thank  you  very  much. 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  BART  STUPAK,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  MICHIGAN 

Mr.  BONILLA.  At  this  time,  we  have  a  vote  pretty  soon,  but  if  it's 
all  right  with  you,  Bart,  Mr.  Stupak,  we  will  go  ahead  and  hear 
your  testimony  now,  and  then  we  will  go  vote. 

Mr.  Stupak  is  here  today  to  talk  about  rural  and  community 
health  care  centers,  the  Health  and  Human  Services  Inspector 
General,  student  loans,  financial  assistance  and  job  training.  We'll 
be  pleased  to  hear  from  you  now,  Mr.  Stupak. 

Mr.  Stupak.  As  long  as  you  yes  to  every  one  of  those  programs, 
I'll  be  brief.  [Laughter.] 

Thank  you.  Thank  you  for  the  opportunity  to  appear  here  today. 
My  friend  Earl  Pomeroy  mentioned  LIHEAP.  he's  just  across  the 
lake  from  me.  I'm  in  Northern  Michigan  and  it  has  a  big  program, 
essential  for  those  of  us  in  the  north  regions  of  this  country.  So  we 
hope  you  would  look  favorably  upon  LIHEAP. 

But  if  I  may,  let  me  talk  a  little  bit  about  education  and  the 
TRIO  programs,  that  really  represents  a  promise  of  a  better  future 
for  about  700,000  young  Americans.  In  my  district,  there  are  13 
TRIO  programs.  And  that  helps  over  3,000  students. 

As  you  know,  Mr.  Chairman,  TRIO  targets  young  people  who 
maybe  never  had  a  family  member  go  to  college,  or  have  had  dif- 
ficulties. They  may  be  first  generation  college  bound.  And  it  helps 
them  with  their  student  support  services,  talent  search,  upward 
bound  programs,  those  are  all  fantastic  programs,  and  I  would 
hope  that  the  TRIO  program  would  be  continued  to  be  supported. 
The  President  asked  for  $500  million  for  TRIO.  We  would  hope 
that  the  committee  would  support  it. 

The  Administration  is  also  seeking  $6.5  billion  in  Pell  grants, 
again,  for  low  income  and  economically  depressed  areas.  Pell  grants 
certainly  help  students,  give  them  the  opportunity  they  never  had 
before  without  it.  So  we  hope  you'd  look  favorably  upon  that. 

Community  health  centers,  you  did  mention  that,  I  have  about 
five  of  them  in  my  Congressional  district.  As  you  know,  I  have  one 
of  the  largest  Congressional  districts  in  the  country.  Down  by  Tra- 
verse City,  one  of  the  more  affluent  areas  of  my  district,  has  one. 
And  in  sparse  areas  of  the  Upper  Peninsula,  we  have  community 
health  centers.  And  Section  329,  330  and  340  of  the  Public  Health 
Services  Act,  please  seriously  consider  funding  those  programs. 

The  President  requested  $757  million  in  fiscal  year  1995  to  be 
appropriated  to  the  health  center  programs.  I  would  ask  that  you 
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actually  appropriate  an  additional  $75  million  for  the  community 
health  centers.  Rural  health  outreach  grants,  again,  with  the  size 
of  my  district,  emergency  medical  services,  ambulances,  these  are 
just  basic  medical  needs,  it  doesn't  do  us  any  good  to  have  the  best 
health  care  system  in  the  world. 

But  if  you  can't  get  to  it,  or  access  it,  it  does  us  no  good.  That's 
what  the  community  health  centers  do  for  us.  That's  what  rural 
health  outreach  grants  and  clinics,  by  funding  things  like  emer- 
gency medical  systems  and  ambulances,  are  of  great  help  to  us. 
The  President  requested  $30  million,  and  I  would  hope  we  would 
at  least  do  $30  million. 

Health  professions,  nurse  training  grants,  I  have  a  number  of 
universities,  three  of  them  in  fact,  and  each  of  them  has  a  nursing 
program.  The  President  requested  $366  million,  that's  $35  million 
below  fiscal  year  1995.  I  urge  the  committee  to  at  least  do  what 
the  President  recommend,  and  if  it  could  maybe  even  increase  that 
amount. 

Maternal  and  Child  Health  Block  Grant  awards,  in  1995,  the 
State  of  Michigan  received  over  $20  million  in  block  grant  funding. 
The  President  requested  $681  million.  Actually,  that's  a  decrease 
of  about  $3  million  below  fiscal  year  1995.  Again,  we  would  hope 
you  would  fund  that  program. 

In  AIDS,  the  Ryan  White  CARE  Act,  which  we  just  recently  ap- 
proved, once  again,  it's  going  to  need  money  for  1996.  And  we  hope 
that  the  early  intervention  project  grants  that  were  funded  in  1995, 
that  they  once  again  be  funded,  and  that  the  President's  request 
of  $808  million  be  funded. 

Mr.  Chairman,  I  could  go  on  and  on.  You  have  my  testimony.  Ob- 
viously you  have  taken  a  look  at  it.  I  appreciate  that.  As  many 
times  as  you  sit  on  this  end  of  the  dais,  we  sort  of  wonder  if  anyone 
ever  looks  at  it.  I  know  your  staff  does,  but  Members  do,  too,  and 
I  appreciate  your  attention  to  my  testimony  and  that  of  other  Mem- 
bers. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  REP.  BART  STUPAK 
APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR,  HHS,  AND  EDUCATION 
FISCAL  YEAR  1997  APPROPRIATIONS 
MAY  15,  1996 


Mr.  Chairman,  I  appreciate  this  opportunity  to  appear  before  the  Subcommittee  today  to 
discuss  programs  of  vital  importance  to  the  First  district  of  Michigan. 

While  I  fully  realize  that  we  face  considerable  challenges  as  we  seek  to  balance  the 
budget  and  get  our  financial  house  in  order,  I  come  before  you  today  to  emphasize  the  critical 
importance  that  educational  opportunities  represent  for  millions  of  American  youth.  I  agree  on 
the  need  to  reach  a  balanced  budget  for  the  benefit  of  future  generations,  but  I  also  believe  that 
we  must  not  renege  on  the  opportunities  we  provide  for  our  children  and  grandchildren. 

The  TRIO  programs  represent  important  opportunities  for  future  generations.  TRIO,  of 
which  there  are  thirteen  programs  currently  in  my  district,  serving  over  3,000  students,  TRIO 
represents  the  promise  of  a  better  future  for  more  than  700,000  young  Americans  all  across 
America. 

The  five  Federal  TRIO  programs  -  consisting  of  Educational  Opportunity  Centers,  the 
Ronald  E.  McNair  Post-baccalaureate  Achievement  Program,  Student  Support  Services,  Talent 
Search  and  Upward  Bound  -  represent  a  commitment  to  providing  a  better  future  for  America. 
Without  such  opportunities,  future  generations  will  be  less  able  to  compete  in  an  increasingly 
competitive  world  and  will  be  shortchanged  when  it  comes  to  having  the  skills  and  education  that 
will  be  needed. 

TRIO  programs  are  not  narrowly  targeted.  TRIO  serves  those  individuals  with  both 
ability  and  motivation  who,  without  the  aid  of  TRIO,  are  unlikely  to  earn  a  college  degree. 
According  to  data  by  the  Census  Bureau,  young  people  in  the  highest  income  quartile  are 
thirteen  times  as  likely  as  those  in  the  bottom  income  quartile  to  graduate  from  college  by  age 
24.  TRIO  programs  are  vitally  important  in  assisting  these  individuals  from  low-income 
families,  families  with  incomes  below  150  percent  of  the  poverty  level. 

Once  again,  Mr.  Chairman,  I  support  a  goal  of  balancing  the  budget,  but  do  we  truly 
wish  to  tell  those  students  at  the  bottom  rungs  of  income  that  their  opportunities  will  have  to  be 
sacrificed  and  that  their  future  in  the  workplace  and  in  society  will  be  further  eroded? 

Given  the  recent  levels  of  funding  that  have  been  adopted  during  the  104th  Congress,  it 
is  obvious  to  me  as  well  as  obvious  to  thousands  if  not  millions  of  students  all  across  the  l;and 
that  our  commitment  to  education,  our  commitment  to  greater  opportunities,  are  headed  in  the 
entirely  wrong  direction.  I  urge  this  panel  to  consider  not  just  the  financial  hurdles  we're 
encountering  today  and  with  the  coming  year,  but  I  request  that  you  consider  as  well  the  needs 
of  future  generations  and  our  obligations  to  them. 

Supporting  the  Clinton  Administration's  request  of  $500  million  for  TRIO  would  be  just 
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one  small  step  in  providing  a  better  future  and  in  guaranteeing  the  opportunities  that  millions  of 
students  need  and  deserve. 

TRIO  programs  are  just  one  aspect  of  the  important  goals  we  should  place  on  educational 
opportunities.  Pell  Grants  took  a  terrific  hit  in  Fiscal  Year  1996  funding.  I  support,  and 
strongly  urge  this  panel  to  seriously  consider  the  restored  funding  level  that  more  adequately 
reflects  our  commitment  to  education.  I'm  pleased  to  see  that  the  Administration  is  seeking  a 
realistic  level  of  funding,  nearly  $6.5  billion. 

Mr.  Chairman,  I  can  think  of  few  other  examples  of  how  Members  of  Congress  can  help 
to  shape  the  future  for  millions  of  American  youth  and  students.  The  opportunities  we  provide 
for  them  today  says  much  about  what  kind  of  a  nation  we  wish  to  leave  for  them  in  the  future. 

Another  issue  I  would  like  to  raise  is  funding  for  community  health  centers  made 
available  under  sections  329,  330  and  340  of  the  Public  Health  Service  Act.  In  my  district  four 
facilities  receive  funding  under  these  grant  programs:  Northwest  Michigan  Health  Services,  in 
Traverse  City,  East  Jordan  Family  Health  Center  in  East  Jordan,  Upper  Michigan  Assn.  of  Rural 
Health  Centers  in  Marquette  and  Thunder  Bay  Community  Health  Services  in  Hillman. 

These  programs  are  crucial  to  the  quality  of  care  provided  to  the  people  in  my  district. 
In  rural  areas,  many  people  come  to  depend  on  Community  Health  Centers  for  all  of  their 
primary  care.  These  community  centers  see  a  very  high  percentage  of  Medicaid  patients.  On 
average,  Medicaid  patients  make  up  3-5%  of  a  private  physicians  patients.  Over  1/3  of  a 
Community  Health  Centers  population  consists  of  Medicaid  patients.  However,  due  to  the  cost 
based  reimbursement  mechanism,  including  capped  limitation,  many  health  centers  use  the  above 
grants  to  subsidize  their  Medicaid  populations. 

The  President  has  requested  that  $757  million,  the  FY  1995  level,  be  appropriated  to  the 
Health  Center  programs.  I  would  ask  that  we  appropriate  an  additional  $75  million  to  extend 
services  to  people  that  do  not  currently  have  medical  service.  The  National  Association  of 
Community  Health  Centers  estimates  that  each  additional  $10  million  would  extend  services  to 
an  additional  100,000  people.  $75  million  could  extend  services  to  over  750,000  people  in  at 
least  20  communities.  I  hope  the  Subcommittee  will  consider  my  request. 

As  you  know  Mr.  Chairman,  many  times  rural  areas  lack  adequate  medical  services  to 
maintain  a  healthy  population.  Each  year,  Rural  Health  Outreach  Grants  are  given  to  support 
new  and  innovative  strategies  for  rural  health  care.  In  my  district,  which  is  the  second  largest 
congressional  district  east  of  the  Mississippi  River,  the  largest  city  has  a  population  of  only 
23,288.  This  only  underlines  the  need  in  my  district  for  new  strategies  to  provide  quality  health 
care  to  rural  areas.  Two  organizations  in  my  district,  North  Flight  Emergency  Medical  Systems, 
in  Traverse  City,  and  Marquette  General  Hospital  both  receive  this  funding.  The  President  has 
requested  $30  million  for  this  program  and  I  would  ask  the  subcommittee  to  appropriate  at  least 
this  amount. 

Another  problem  in  rural  health  care  is  attracting  qualified  health  professionals  to  practice 
in  rural  areas.  Health  professions/Nurse  training  funding  provides  grants  to  health  professions 
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schools  to  address  maldistribution  programs  in  the  health  workforce.  In  addition  these  grants 
provide  loans  and  scholarships  to  health  profession  students.  In  my  district,  Northern  Michigan 
University  in  Marquette,  Lake  Superior  State  in  Saul  Ste.  Marie  and  Munson  Medical  Center 
in  Traverse  City  all  receive  funding  under  this  section.  There  are  10  National  Service  Corps 
personnel  in  my  district  that  have  received  either  scholarships  or  loans  under  the  program.  The 
President  has  requested  $366  million,  $35  million  below  the  FY  1995  level.  I  urge  the 
subcommittee  to  at  least  appropriate  the  amount  requested  by  the  President. 

In  addition,  many  times  our  most  vulnerable  citizens,  mothers  and  children,  are  also  the 
most  neglected.  The  Maternal  and  Child  Health  Block  Grant  Award  provides  funding  to  State 
Health  Departments  to  help  States  improve  the  health  status  of  mothers  and  children.  In  FY 
1995,  the  State  of  Michigan  received  $20,765,001  in  block  grant  funding.  The  President  has 
requested  $681  million  for  this  program,  a  decrease  of  $3  million  below  the  FY  1995  level.  I 
ask  the  subcommittee  to  appropriate  at  least  this  amount  to  support  the  unique  health  needs  of 
mothers  and  their  children. 

Furthermore  Mr.  Chairman,  a  problem  that  is  increasingly  touching  the  lives  of  all 
Americans  is  the  spread  of  the  AIDS  virus.  The  Ryan  White  CARE  Act  provides  grants  to 
States,  cities,  and  health  centers  to  treat  and  support  AIDS  patients.  Title  I,  which  provides 
funding  to  cities  in  Michigan,  received  $2,406,902  in  FY  1995.  The  State  of  Michigan  received 
$2,675,943  under  Title  n.  For  Early  Intervention  project  grants  in  FY  1995,  Michigan  was 
allocated  $1,115 ,483 .  The  President  has  requested  $808  million  in  total  funding  for  Ryan  White 
programs  for  FY  1997.  I  urge  the  subcommittee  to  support  the  President's  request  by 
appropriating  at  least  this  amount,  and  help  fight  one  of  the  most  pressing  health  problems  that 
faces  our  nation. 

Mr.  Chairman,  I  thank  you  for  this  opportunity  to  appear  before  you  today. 
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Mr.  Bonilla.  Mr.  Stupak,  listening  to  your  testimony,  the  re- 
marks you  just  made  almost  describe  my  district  back  home.  I  am 
proud  to  say  I  have  led  the  effort  on  community  health  care  centers 
and  on  TRIO  and  on  man}'  of  the  other  programs  that  you  just  out- 
lined. So  rest  assured  that  you  have  some  friends  and  allies  on  this 
subcommittee. 

Mr.  Stupak.  Well,  thanks.  I  think  the  only  difference  is,  it 
snowed  in  my  district  Saturday.  I  don't  know  what  it  did  in  yours. 

Mr.  Bonilla.  I  think  it  snowed  about  four  or  five  years  ago  one 
time.  [Laughter.] 

Mr.  Bonilla.  Thanks  very  much. 

Mr.  Stupak.  Thank  you. 

Mr.  Bonilla.  The  committee  will  stand  in  recess  for  a  few  min- 
utes while  we  run  to  the  Capitol  and  vote. 
[Recess.] 

Mr.  Bonilla.  The  subcommittee  will  come  to  order  once  again. 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  ROBERT  C.  SCOTT,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  COMMONWEALTH  OF  VIRGINIA 

Mr.  Bonilla,  This  afternoon,  the  subcommittee  is  delighted  to  be 
hearing  from  Members  of  Congress  on  issues  important  to  them 
and  their  districts,  and  funding  priorities  for  the  subcommittee. 

At  this  time,  we  would  be  happy  to  hear  from  Congressman  Rob- 
ert Scott,  who's  going  to  talk  to  us  about  programs  important  to 
him  in  his  district. 

Mr.  SCOTT.  Thank  you,  Mr.  Chairman. 

I  just  wanted  to  speak  about  one  measure  in  particular  at  this 
point,  and  that  iss  the  question  of  minority  health.  By  now  it  is  well 
known  by  this  subcommittee  that  minorities  and  disadvantaged 
groups  suffer  significantly  higher  morbidity  rates  than  other  Amer- 
icans from  major  killer  diseases  such  as  cancer,  heart  disease, 
stroke,  diabetes,  kidney  disease,  emphysema,  AIDS,  as  well  as  oth- 
ers. African-Americans,  for  example,  start  out  at  a  deficit  because 
of  the  higher  rate  of  infant  mortality. 

Mr.  Chairman,  it  is  clear  that  this  subcommittee  has  already 
come  to  realize  much  of  this  disparity  in  health  status  for  minori- 
ties and  disadvantaged  populations  as  compared  to  others,  and  that 
is  due  to  inadequate  access  to  health  care.  Access  to  health  care  is 
obviously  contingent  upon  access  to  health  care  professionals.  And 
while  some  suggest  that  there  is  an  oversupply  of  some  health  care 
professionals,  there  remains  a  serious  dearth  of  health  care  profes- 
sionals in  minority  and  disadvantaged  communities. 

Accordingly,  Mr.  Chairman,  this  subcommittee  funded  the  Dis- 
advantaged Minority  Health  Improvement  Act  of  1990,  sponsored 
by  Congressman  Louis  Stokes.  The  purpose  of  the  Act  was  to  begin 
to  address  the  problem  of  inadequate  access  to  health  care  for  mi- 
norities and  other  disadvantaged  populations,  by  assuring  that 
more  minority  health  professionals  were  developed.  As  a  result  of 
the  Act,  Congress  has  invested  in  the  development  of  minority  and 
disadvantaged  students  who  pursue  careers  in  health  care,  and  in 
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the  schools  which  have  produced  most  of  the  minority  health  care 
professionals  in  existence  today. 

This  is  a  significant  effort,  and  progress  has  been  made.  Funding 
for  this  effort  has  steadily  declined.  It  started  out  at  $110  million 
and  has  dropped  to  $80  million  for  the  current  year.  I  believe  it  is 
vitally  important  for  the  health  care  of  all  Americans  and  certainly 
for  those  in  underserved  communities  that  we  not  retreat  further 
from  this  successful  effort  to  provide  greater  access  to  health  care 
for  poor  and  underserved  communities  across  the  country.  The  pro- 
grams funded  under  the  Act  are  all  vital  links  in  the  chain  that 
must  be  forged  to  access  continued  progress  in  developing  well 
trained  health  care  professionals  to  serve  minority  and  disadvan- 
taged populations. 

The  proposed  1997  request  level  of  $64  million  which  also  block 
grants  the  program  under  the  Act,  would  severely  threaten  the  via- 
bility of  those  crucial  programs  and  would  jeopardize  health  care 
for  many  vulnerable  Americans.  Therefore,  Mr.  Chairman,  I  would 
ask  that  we  focus  on  strengthening  these  programs  and  at  a  mini- 
mum, restore  the  Act's  1995  funding  level  of  $91  million. 

The  Act  remains  the  only  concerted  effort  to  bridge  the  gap  in 
health  care  status  for  minorities  and  other  underserved  groups. 
But  I  also  ask  that  when  the  subcommittee  is  looking  at  companion 
linkages  in  the  education  system,  such  as  NIH  research  centers  in 
minority  institutions  and  the  infrastructure  support  for  historically 
black  institutions  under  Title  III,  Part  B,  Section  326  of  the  Higher 
Education  Act,  that  you  consider  what  you  do  with  these  programs 
has  a  significant  bearing  on  the  development  of  health  care  profes- 
sionals who  will  serve  minority  and  other  underserved  groups. 

Again,  Mr.  Chairman,  I  thank  you  for  the  opportunity  and  your 
subcommittee's  continuing  commitment  to  strengthening  the  Na- 
tion's health  care  professional  training  programs. 

Mr.  BONILLA.  Mr.  Scott,  we  appreciate  your  testimony  here 
today.  And  members  of  this  subcommittee,  I  believe  I  can  speak  for 
all  of  them  in  saying  that  we  are  happy  to  work  in  a  bipartisan 
way  on  issues  that  are  important  to  minority  communities  in  this 
country.  And  I  know  that  I  have  personally  worked  with  Mr. 
Stokes,  my  friend  on  this  subcommittee,  for  the  last  few  years,  on 
these  issues  and  will  continue  to  do  that. 

Mr.  Scott.  And  I  have  written  comments  I  would  like  entered 
for  the  record. 

Mr.  BONILLA.  Be  happy  to  enter  those  as  part  of  the  record. 
[The  prepared  statement  follows:] 
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Testimony 
to 

The  Appropriations  Committee  Subcommittee 
on 

Labor,  HHS,   Education  and  Related  Agencies 
May  15,  1996 
by 

Robert  C.   "Bobby"  Scott 


Mr.  Chairman  and  members  of  the  Subcommittee: 

I  appreciate  the "opportunity  you  have  provided  me  to  appear 
before  this  Subcommittee  to  talk  about  an  issue  that  I  know  has 
been  very  important  to  you  and  the  Members  over  the  years .  That 
issue  is  the  substantial  gap  in  health  status  indicators  between 
minorities,  and  particularly  African  Americans,  and  other 
Americans . 

By  now,   it  is  well  known  by  this  Subcommittee  chat  minorities  and 
disadvantaged  groups  suffer  significantly  higher  morbidity  rates 
than  other  Americans  from  major  killer  diseases  such  as  cancer, 
heart  disease,   stroke,  diabetes,  kidney  disease,   emphysema  and 
AIDS,   as  well  as  others.     African  Americans,   for  example,   seem  to 
start  out  at  a  deficit  in  health  status  indicators  in  that  the 
infant  mortality  rate  for  African  Americans  remains  twice  that  of 
whites  despite  significant  improvements  in  the  overall  infant 
mortality  rate  in  the  U.S.  in  recent  years.     Most  of  the  progress 
results  from  heroic,   expensive,  neo-natal  efforts  owing  to 
advances  in  medical  science.     Unfortunately,  preventive  efforts 
still  lag  behind  as  reflected  in  low  birth  weight  rates  which 
remain  high  among  African  Americans  while  they  have  fallen  for 
white  Americans  in  step  with  infant  mortality  rate  declines. 

Mr  Chairman,   it  is  clear  that  this  Subcommittee  has  also  come  to 
realize  that  much  of  the  disparity  in  health  status  between 
minorities  and  disadvantaged  populations  and  others  is  due  to 
lack  of  access  to  health  care.     Access  to  health  care  is 
obviously  contingent  upon  access  to  health  care  professionals. 
While  some  suggest  that  there  is  an  over- supply  of  health  care 
professionals  in  some  areas,   there  remains  a  serious  dearth  of 
health  care  professionals  in  minority  and  disadvantaged 
communities.     Although  African  Americans  make  up  roughly  12%  of 
the  U.S.  population,   they  account  for  only  2-3%  of  the  health 
care  professionals  in  the  country.     Studies  have  demonstrated 
that  African  American  and  other  minority  health  care 
professionals  are  more  likely  to  serve  in  communities  with 
medically  underserved  populations,  more  likely  to  serve 
minorities  and  more  likely  to  serve  Medicaid  and  other  poor 
patients  as  compared  to  white  American  health  care  professionals. 
High  rates  of  poverty,   lack  of  health  care  insurance,   lack  of 
transportation  and  lack  of  culturally  sensitive  providers  are  all 
barriers  for  minority  access  to  the  greater  health  care  service 
community. 
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Accordingly,  Mr.  Chairman,   this  Subcommittee  f vmded  the 
Disadvantaged  Minority  Health  Improvement  Act  of  I9S0.  Sponsored 
by  Congressman  Louis  Stokes,   the  purpose  of  the  Act  was  to  begin 
to  address  the  problem  of  inadequate  access  to  health  care  for 
minorities  and  other  disadvantaged  populations  by  assuring  that 
more  minority  health  professionals  were  developed.     As  a  result 
of  the  Act,   the  Congress  has  invested  in  the  development  of 
minority  and  disadvantaged  students  who  pursue  careers  in  health 
care,   and  in  the  schools  which  have  produced  most  of  the  minority 
health  professionals  in  existence  today.     While  this  was  a 
significant  effort  and  progress  has  been  made,   the  funding  for 
that  effort  has  steadily  declined.     It  started  out  at  $110 
million  and  has  dropped  to  $80  million  for  the  current  year. 

Mr.  Chairman,   I  believe  it  is  vitally  important,   for  the  health 
of  all  Americans,   and  certainly  for  those  in  underserved 
communities,   that  we  not  retreat  further  successful  effort  to 
provide  greater  access  to  health  care  for  poor  and  underserved 
communities  across  the  country.     The  programs  funded  under  the 
Disadvantaged  Minority  Health  Improvement  Act  of  1990  are  all 
vital  links  in  the  chain  that  must  be  forged  to  assure  continued 
progress  in  developing  well -trained  health  professionals  to  serve 
minority  and  disadvantaged  populations.     From  grade  school  to 
grad  school  we  must  invest  in  the  students  and  the  infrastructure 
which  has  proven  to  have  the  most  effect  on  increasing  access  to 
health  care  professionals  for  underserved  populations.     A  FY1997 
request  level  of  $64  million  would  severely  threaten  the 
viability  of  these  crucial  programs  and  would  jeopardize  the 
health  of  the  most  vulnerable  populations. 

Therefore,  Mr.  Chairman,   I  would  ask  that  we  now  focus  on 
strengthening  those  programs  and,   at  a  minimumm,   restore  the 
Act's  1995  funding  level  of  $91  million.     The  Act  remains  the 
only  concerted  effort  to  bridge  the  gap  in  the  health  care  status 
of  minorities  and  other  underserved  groups.     And  X  would  also  ask 
that  when  the  Subcommittee  is  looking  at  companion  linkages  in 
the  educational  system  such  as  the  NIH  Research  Centers  in 
Minority  Institutions,   and  the  infrastructure  support  for 
historically  Black  institutions  under  Title  III,   Part  B,  Section 
32  6  of  the  Higher  Education  Act,   that  you  consider  that  what  you 
do  with  these  programs  has  a  significant  bearing  on  the 
development  of  health  professionals  who  will  serve  minority  and 
other  underserved  groups . 

Again,  Mr.  Chairman,   I  thank  you  for  this  opportunity,   and  for 
your  and  the  Subcommittee's  continuing  commitment  to  strenthening 
the  nation's  health  professional  training  programs. 
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Mr.  Bonilla.  Thank  you  very  much. 

At  this  time,  the  subcommittee  will  stand  in  recess  for  a  few  mo- 
ments until  additional  Members  have  come  to  testify. 
[Recess.] 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  NYDIA  M.  VELAZQUEZ,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  NEW  YORK 

Mr.  Bonilla.  We're  delighted  to  hear  from  Members  of  Congress 
on  issues  important  to  this  subcommittee.  Ms.  Velazquez,  we'd  be 
happy  to  hear  your  testimony  at  this  time. 

We're  taking  Members  as  they  come  in. 

Ms.  Velazquez.  Thank  you,  Mr.  Chairman,  for  giving  me  the  op- 
portunity to  testify  before  this  committee  on  an  issue  that  is  of 
great  importance  to  my  community. 

Fm  here  today  as  the  representative  of  one  of  the  largest,  poorest 
districts  in  the  Nation,  and  one  with  the  largest  concentration  of 
HIV/AIDS.  I  would  like  to  bring  to  your  attention  the  HIV  Special 
Needs  Managed  Care  Demonstration  Plan. 

Although  the  AIDS  epidemic  was  first  identified  in  the  gay  com- 
munity, today  the  shifting  and  expanding  demographics  of  the  epi- 
demic are  evident.  Over  one  half  of  all  reported  AIDS  cases  are 
people  of  color.  These  populations  are  often  poor  and  face  the  social 
ills  of  poverty,  homelessness,  substance  abuse,  joblessness  and  lack 
of  health  care.  Disenfranchised  populations  with  HIV/AIDS  are 
often  the  sickest,  the  least  insured  and  the  least  informed  about 
the  availability  of  new  HIV  drugs  and  treatment.  Not  to  mention 
the  fact  that  many  doctors  and  insurance  companies  do  not  offer 
services  to  poor  communities. 

That  is  why  HIV/AIDS  health  care  and  supportive  services 
planned  for  low-income  communities  of  color  need  to  be  dramati- 
cally different  from  those  which  are  designed  to  address  the  major- 
ity of  communities.  To  combat  this  problem,  I  am  respectfully  re- 
questing that  the  committee  appropriate  $500,000  to  a  demonstra- 
tion project  in  New  York  City  that  will  allow  community  based  or- 
ganizations to  develop  an  innovative  AIDS  demonstration  program 
that  will  ensure  that  underserved  populations  have  access  to  criti- 
cally needed  medical  care  and  health  services. 

This  long  overdue  managed  care  demonstration  program  will  pro- 
vide special  needs  population  with  local,  quality  HIV/AIDS  health 
care  and  services.  Additionally,  the  HIV  special  needs  program  will 
provide  physical  therapy,  drug  abuse  counseling,  housing  assist- 
ance, homemakers,  dietary  nutrition  counseling,  financial  services, 
counseling  services  and  case  workers  who  would  ensure  that  the 
HIV/AIDS  population  have  access  to  the  services  that  they  des- 
perately need. 

Underserved  HIV/AIDS  populations  face  unique  challenges  and 
hardships.  This  Innovative  and  vital  plan  will  ensure  that  under- 
served  communities  will  have  access  to  health  care  and  essential 
services. 
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Mr,  Chairman,  I  want  to  thank  you  for  giving  me  the  opportunity 
to  appear  before  you,  and  I  urge  the  members  of  this  committee  to 
support  this  essential  program  and  others  like  it  that  help  to  im- 
prove access  to  medical  services  for  HIV/AIDS  disenfranchised  com- 
munities. 

Mr.  BONILLA.  Ms.  Velazquez,  we  appreciate  your  testimony  here 
today.  And  I  can  speak  for  many  other  members  on  the  subcommit- 
tee who  I  can  say  outright  understand  the  needs  of  people  in  com- 
munities as  you  describe  and  are  working  hard  to  ensure  that  they 
receive  the  proper  health  care  necessary. 

I'm  a  native  Texan  and  of  course  I  represent  a  Texas  district,  but 
I  did  spend  a  little  time  in  New  York.  What  boundaries  does  your 
district  have?  What  part  of  New  York  do  you  have? 

Ms.  Velazquez.  I  represent  lower  Manhattan,  Chinatown.  The 
bulk  of  my  district  is  in  Brooklyn  and  also  Queens. 

Mr.  BONILLA.  So  you  take  lower  Manhattan  and  then  into  Brook- 
lyn and  Queens.  Very  good.  Well,  thank  you  very  much  for  your 
testimony. 

Ms.  Velazquez.  Thank  you. 

[The  prepared  statement  follows:] 
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Thank  you  Mr.  Chairman,  for  giving  me  the  opportunity  to  testify  before  mis  Committee  on 
an  issue  of  great  importance  to  my  community.  I  am  here  today  as  the  representative  of  a  minority 
district  with  one  of  the  largest  concentrations  of  HIV/ AIDS.  I  would  like  to  bring  to  your  attention 
the  HIV  Special  Needs  Managed  Care  demonstration  plan. 

Although  the  AIDS  epidemic  was  first  identified  in  the  gay  community,  today,  the  shifting 
and  expanding  demographics  of  the  epidemic  are  evident.  Over  one  half  of  all  reported  AIDS  cases 
are  people  of  color.  These  populations  are  often  poor  and  face  the  social  ills  of  poverty, 
homelessness,  substance  abuse,  joblessness  and  lack  of  health  care.  Disenfranchised  populations  with 
HIV/AIDS  are  often  the  sickest,  the  least  insured  and  the  least  informed  about  the  availability  of  new 
HIV  drugs  and  treatments.  Not  to  mention  the  fact  that  many  doctors  and  insurance  companies  do 
not  offer  services  to  poor  communities. 

That  is  why  HIV/AIDS  health  care  and  supportive  services  planned  for  low-income 
communities  of  color  need  to  be  dramatically  different  from  those  which  are  designed  to  address  the 
majority  of  communities. 

To  combat  this  problem,  I  am  respectfully  requesting  that  the  Committee  appropriate 
$500,000.00  to  a  demonstration  project  in  New  York  City  that  will  allow  community  based 
organizations  to  develop  an  innovative  AIDS  demonstration  program  that  will  ensure  that  underserved 
populations  have  access  to  critically  needed  medical  care  and  health  services. 

This  long  over  due  managed  care  demonstration  program  would  provide  special  needs 
populations  with  local,  quality  HIV/AIDS  health  care  and  services.  Additionally  the  HIV  Special 
Needs  Program  would  provide  physical  therapy,  drug  abuse  counseling,  housing  assistance, 
homemakers,  dietary  nutrition  counseling,  financial  services,  counseling  services  and  case  workers 
who  would  ensure  that  the  HIV/ AIDS  population  have  access  to  the  services  that  they  desperately 
need. 

Underserved  HIV/ AIDS  populations  face  unique  challenges  and  hardships.  This  innovative 
and  vital  plan  would  ensure  that  underserved  communities  would  have  access  to  health  care  and 
essential  services. 


Mr.  Chainnan,  I  want  to  thank  you  for  giving  me  the  opportunity  to  appear  before  you.  I 
urge  the  members  of  this  Committee  to  support  this  essential  program  and  others  like  it  that  help  to 
improve  access  to  medical  services  for  HIV/AIDS  disenfranchised  communities. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  MARK  FOLEY,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  FLORIDA 

Mr.  Bonilla.  We  are  taking  Members'  testimony  as  they  come 
in,  because  there  have  been  a  couple  of  votes,  and  others  have 
hearings.  So  at  this  time,  we'd  be  happy  to  hear  from  Representa- 
tive Mark  Foley. 

Mr.  Foley.  Thank  you  very  much,  Mr,  Chairman,  and  I  appre- 
ciate the  opportunity  to  testify  before  your  subcommittee  on  a  trag- 
ic condition  that  kills  as  many  as  6,000  babies  each  year,  and  that's 
Sudden  Infant  Death  Syndrome,  also  known  as  SIDS. 

First,  let  me  thank  you  and  the  subcommittee  for  your  past  sup- 
port for  SIDS  research  funding  and  public  awareness  activities. 
Your  commitment  to  solving  the  mystery  behind  SIDS  deaths  will 
help  us  better  understand  this  disorder  and  prevent  the  premature 
death  of  newborn  infants. 

My  personal  interest  in  SIDS  stems  from  my  work  as  a  Florida 
State  Senator  when  I  met  Stephanie  Quick,  a  mother  who  had  lost 
her  son,  Michael,  to  SIDS.  Michael  was  just  two  months  old  when 
he  passed  away.  While  SIDS  remains  the  leading  cause  of  death 
among  infants  under  age  one  nationally,  and  in  the  State  of  Flor- 
ida, there  were  few  if  any  services  at  the  time  available  to  families 
such  as  Stephanie's  who  had  suffered  such  a  tragic  and 
unexplainable  loss. 

Since  that  heartfelt  meeting  in  my  office  when  I  first  learned 
about  SIDS,  I  have  worked  on  State  legislation  and  public  edu- 
cation activities  promoting  research,  support  services  for  grieving 
families,  training  for  first  responders  and  guidelines  for  death 
scene  protocol.  Last  year  in  Congress,  I  sponsored  a  SIDS  briefing, 
along  with  Senator  Hollings  and  Senator  Stevens,  to  promote  SIDS 
awareness.  We  focused  on  the  education  of  Members  of  Congress 
and  Congressional  staff  about  research  and  prevention  efforts.  This 
event  involved  a  constructive  panel  discussion  between  Federal  and 
private  agencies  active  in  SIDS  issues,  and  families  personally  af- 
fected by  this  disease. 

The  National  Institute  of  Child  Health  and  Human  Development 
at  the  National  Institutes  of  Health  has  led  research  efforts  in  the 
area  of  SIDS  and  SIDS  prevention.  The  second  SIDS  five  year  re- 
search plan  was  initiated  at  NICHD  in  1995  and  focuses  on  rec- 
ognizing infants  at  risk  for  SIDS,  understanding  the  health  and  en- 
vironmental factors  that  make  babies  more  vulnerable  to  SIDS, 
and  finding  ways  to  curtail  SIDS  through  prevention  and  interven- 
tion. 

As  a  result  of  this  subcommittee's  support  for  the  second  SIDS 
five  year  research  plan,  the  NICHD  has  made  significant  advances 
in  understanding  SIDS.  For  example,  a  recent  study  revealed  that 
a  brain  defect  in  some  SIDS  babies  could  interfere  with  normal  res- 
piratory activity  in  infants,  and  play  a  part  in  some  SIDS  deaths. 
Other  researchers  have  found  that  at  birth  some  SIDS  babies  have 
a  unique  pattern  of  upper  airway  function.  These  are  the  first  find- 
ings of  characteristics  specific  to  SIDS  babies,  providing  us  with 
valuable  knowledge  in  the  fight  against  SIDS. 
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On  another  front,  the  NICHD,  along  with  the  Maternal  and 
Child  Health  Bureau,  Federal  and  private  entities,  health  profes- 
sionals and  parent  advocates,  have  all  worked  together  on  the  U.S. 
"Back  to  Sleep"  campaign,  which  encourages  parents  to  place 
healthy  babies  on  their  back  or  side  while  they  sleep  to  reduce  the 
risk  of  SIDS.  This  public  education  effort  has  produced  promising 
results  in  reducing  the  risk  of  SIDS  among  infants.  The  program 
is  currently  in  its  second  year  of  operation. 

The  NICHD  has  reported  that  the  number  of  infants  under  seven 
months  of  age  who  are  sleeping  on  their  back  or  side  has  increased 
to  70  percent  since  this  campaign  was  launched  in  the  United 
States.  In  addition,  the  National  Center  for  Health  Statistics  has 
reported  that  SIDS  rate  is  beginning  to  decline. 

This  is  encouraging  news.  However,  your  ongoing  support  of 
SIDS  research  activities  is  essential  if  we  are  to  continue  making 
progress.  Research  will  help  us  identify  babies  who  are  at  risk  as 
early  as  possible.  It  will  help  improve  infant  monitoring,  and  will 
help  doctors  diagnose  SIDS  more  accurately. 

The  Maternal  and  Child  Health  Bureau  also  plays  an  active  role 
in  SIDS  services.  The  MCH  Service  Block  Grant  funds  are  used  by 
the  States  for  bereavement  services  to  families  who  have  been  af- 
fected by  SIDS.  The  Bureau  is  also  currently  working  on  rec- 
ommendations for  a  national  curriculum  to  train  health  care  pro- 
viders in  the  case  management  of  families  who  have  experienced 
a  SIDS  death. 

Finally,  the  Centers  for  Disease  Control  and  Prevention  is  ex- 
pected to  publish  death  scene  protocol  guidelines  for  States  within 
the  next  few  months.  In  1993,  Congress  recommended  that  a  stand- 
ard death  scene  protocol  be  established  for  unexplained  infant 
deaths.  These  guidelines  will  help  us  more  accurately  determine 
the  number  of  SIDS  cases  in  the  United  States  and  will  assist  first 
responders  in  dealing  with  families  at  the  death  scene. 

In  the  current  budget  climate,  I  understand  this  subcommittee's 
difficult  task  in  setting  national  priorities  for  limited  Federal  dol- 
lars. As  this  subcommittee  considers  fiscal  year  1997  requests,  I 
want  to  emphasize  the  importance  of  medical  research,  prevention 
efforts  and  support  services  for  families  in  the  area  of  SIDS.  These 
activities  are  critical  for  future  progress  in  the  fight  against  SIDS, 
and  I  urge  you  to  continue  your  strong  support. 

And  I  thank  the  Chairman. 

Mr.  BONILLA.  Mr.  Foley,  we  appreciate  your  testimony.  And  SIDS 
is  a  very  important  issue  that  we  have  heard  testimony  from  many 
experts  and  victims,  families  who  have  become  victims  of  SIDS 
over  the  years,  and  this  year  as  well  in  our  hearings.  And  your 
input  is  important  to  us,  and  we  appreciate  your  being  here  today. 

Mr.  Foley.  Thank  you,  Mr.  Chairman. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  I  appreciate  having  this  opportunity  to  testify  beforejyour 
Subcommittee  on  a  tragic  condition  that  kills  as  many  as  6,000  babies 
each  year:  Sudden  Infant  Death  Syndrome  (SIDS). 

First,  let  me  thank  you  and  this  Subcommittee  for  your  past  support  for 
SIDS  research  funding  and  public  awareness  activities.  Your 
commitment  to  solving  the  mystery  behind  SIDS  deaths  will  help  us 
better  understand  this  disorder  and  prevent  the  premature  death  of 
newborn  infants. 

My  personal  interest  in  SIDS  stems  from  my  work  as  a  Florida  State 
Senator  when  I  met  Stephanie  Quick,  a  mother  who  had  lost  her  son, 
Michael,  to  SIDS.  Michael  was  just  two  months  old  when  he  passed 
away.  While  SIDS  remains  the  leading  cause  of  death  among  infants 
under  one  year  of  age  nationally  and  in  the  State  of  Florida,  there  were 
few  if  any  services  available  at  the  time  to  families  such  as  Stephanie's 
who  had  suffered  such  a  tragic  and  unexplainable  loss. 
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Since  that  heartfelt  meeting  in  my  office  when  !  first  learned  about 
SIDS,  I  have  worked  on  state  legislation  and  public  education  activities 
promoting  research,  support  services  for  grieving  families,  training  for 
first  responders  and  guidelines  for  aeath  scene  protocol. 

Last  year  in  Congress  I  sponsored  a  SIDS  briefing,  along  with  Senator 
Holiings  and  Senator  Stevens,  to  promote  SIDS  awareness.  We 
focused  on  the  education  of  Members  of  Congress  and  congressional 
staff  about  research  and  prevention  efforts.  This  event  involved  a 
constructive  panel  discussion  between  federal  and  private  agencies 
active  in  SIDS  issues,  and  families  personally  affected  by  this  disease. 

The  National  Institutes  of  Child  Health  and  Human  Development 
(NICHD)  at  the  National  Institutes  of  Health  has  led  research  efforts  in 
the  area  of  SIDS  and  SIDS  prevention.  A  second  SIDS  Five  Year 
Research  Plan  was  initiated  at  NICHD  in  1995  and  focuses  on 
recognizing  infants  at  risk  for  SiDS,  understanding  the  health  and 
environmental  factors  that  make  babies  more  vulnerable  to  SIDS  and 
finding  ways  to  curtail  SIDS  through  prevention  and  intervention. 

As  a  result  of  this  Subcommittee's  support  for  the  second  SIDS  Five 
Year  Research  Plan,  the  NICHD  has  made  significant  advances  in 
understanding  SIDS.  For  example,  a  recent  study  revealed  that  a  brain 
defect  in  some  SIDS  babies  could  interfere  with  normal  respiratory 
activity  in  infants  and  play  a  part  in  SIDS  deaths.  Other  researchers 
have  found  that  at  birth  some  SIDS  babies  have  a  unique  pattern  of 
upper  airway  function.  These  are  the  first  findings  of  characteristics 
specific  to  SIDS  babies,  providing  us  with  valuable  knowledge  in  the 
fight  against  SIDS. 

On  another  front,  the  NICHD,  along  with  the  Maternal  and  Child  Health 
Bureau,  federal  and  private  entities,  health  professionals  and  parent 
advocates,  have  all  worked  together  on  the  U.S.  "Back  to  Sleep" 
campaign  which  encourages  parents  to  place  healthy  babies  on  their 
back  or  side  to  sleep  to  reduce  the  risks  of  SIDS. 
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This  public  education  effort  has  produced  promising  results  in  reducing 
the  risks  of  SIDS  among  infants.  The  program  is  currently  in  its  second 
year  of  operation. 

The  NICHD  has  reported  that  the  number  of  infants  under  seven  months 
of  age  who  are  sleeping  on  their  back  or  side  has  increased  to  70 
percent  since  this  campaign  was  launched  in  the  United  States.  In 
addition,  the  National  Center  for  Health  Statistics  has  reported  that  the 
SIDS  rate  is  beginning  to  decline.  This  is  encouraging  news,  however, 
your  ongoing  support  of  SIDS  research  activities  is  essential  if  we  are  to 
continue  making  progress.  Research  will  help  us  identify  babies  who 
are  at  risk  as  early  as  possible;  will  help  improve  infant  monitoring;  and 
will  help  doctors  diagnose  SIDS  more  accurately. 

The  Maternal  and  Child  Health  Bureau  also  plays  an  active  role  in  SIDS 
services.  The  MCH  Service  Block  Grant  funds  are  used  by  the  states 
for  bereavement  services  to  families  who  have  been  affected  by  SIDS. 
The  Bureau  is  also  currently  working  on  recommendations  for  a  national 
curriculum  to  train  health  care  providers  in  the  case  management  of 
families  who  have  experienced  a  SIDS  death. 

Finally,  the  Centers  for  Disease  Control  and  Prevention  (CDC)  is 
expected  to  publish  death  scene  protocol  guidelines  for  the  states 
within  the  next  few  months.  In  1993,  Congress  recommended  that  a 
standard  death  scene  protocol  be  established  for  unexplained  infant 
deaths.  These  guidelines  will  help  us  more  accurately  determine  the 
number  of  SIDS  cases  in  the  United  States  and  will  assist  first 
responders  in  dealing  with  the  families  at  the  death  scene. 

In  the  current  budget  climate,  I  understand  this  Subcommittee's  difficult  - 
task  in  setting  national  priorities  for  limited  federal  dollars.  As  this 
Subcommittee  considers  funding  requests  for  FY97,  I  want  to 
emphasize  the  importance  of  medical  research,  prevention  efforts  and 
support  services  for  families  in  the  area  of  SIDS.  These  activities  are 
critical  for  future  progress  in  the  fight  against  SIDS  and  I  urge  you  to 
continue  your  strong  support. 

Thank  you,  again,  Mr.  Chairman  for  your  consideration  of  this  request. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  WILLIAM  F.  GOODLING,  A  REPRESENTATIVE  IN  CONGRESS 
FROM  THE  COMMONWEALTH  OF  PENNSYLVANIA 

Mr.  Bonilla.  At  this  time  we'd  be  pleased  to  hear  from  a  gen- 
tleman that  many  members  of  this  subcommittee  look  to  for  guid- 
ance on  education  issues,  Mr.  Bill  Goodling,  who's  here  to  testify 
today  on  some  issues  that  are  very  important  to  this  subcommittee 
and  to  Mr.  Goodling. 

Mr.  Goodling? 

Mr.  Goodling.  Thank  you  very  much  for  giving  me  the  oppor- 
tunity to  testify. 

I  want  to  indicate  that  my  prepared  statement  is  much  longer 
than  what  I  will  give  at  this  particular  time,  and  it  includes  a  lot 
of  areas  dealing  with  labor  issues,  which  I  will  not  touch  on  in  my 
oral  statement.  But  I  submit  that  for  the  record,  and  hope  that 
you'll  have  an  opportunity  to  read  the  areas  that  deal  with  labor 
issues  that  are  before  our  committee. 

As  Chairman  of  the  Economic  and  Education  Opportunities  Com- 
mittee during  the  last  year  and  a  half,  our  committee  has  focused 
our  intense  energy  on  reforming  our  massive  Washington,  D.C. 
Federal  bureaucracy.  Most  important  in  achieving  this  goal  was 
our  efforts  to  meet  savings  targets  needed  to  balance  the  budget. 
And  I'm  here  to  recommend  that  the  Federal  Government  focus  the 
scarce  resources  on  those  programs  that  are  the  most  important 
programs  to  students  and  their  parents. 

I  think  number  one  is  the  Individuals  With  Disability  Education 
Act.  I  Jiave  mentioned  on  many  occasions,  both  in  the  Budget  Com- 
mittee and  on  this  committee,  that  we  promised  40  percent,  we 
mandated  at  least  90  percent  of  everything  the  local  school  districts 
do,  the  state  mandated  the  other  10  percent.  And  we,  the  best  we 
ever  do,  is  send  8  percent  of  that  money.  It  means  that  local  school 
districts  have  to  take  all  their  scarce  resources  from  all  other  stu- 
dents in  order  to  meet  the  mandates  that  we  have  put  upon  them 
from  the  Federal  level. 

So  it  is  my  hope  that  at  least  this  year  we  will  be  able  to  increase 
that  part  of  our  budget  by  3  percent.  That  would  be  an  appropria- 
tion of  $3.2  billion  for  Part  B  of  IDEA.  I  think  that's  the  most  im- 
portant thing  we  can  do  to  help  local  school  districts  at  this  par- 
ticular time. 

Another  of  the  programs  that  of  course  I  think  are  effective  and 
need  our  support  are  Even  Start  Family  Literacy  program.  As  you 
know,  Even  Start  provides  certain  categories  of  parents  with  read- 
ing, writing  and  parenting  skills.  When  we  introduced  this,  unfor- 
tunately Head  Start  at  that  time  was  not  doing  very  much  in 
parenting  and  literacy  skills  for  adults.  And  we  knew  that  if  you're 
going  to  break  the  cycle,  you  have  to  make  sure  that  the  parent  can 
be  the  child's  first  and  most  important  teacher.  And  that's  the 
whole  purpose  of  Even  Start.  And  I  would  hope  that  you  could  look 
favorably  upon  that  program,  with  the  scarce  resources  that  I  know 
you'll  have. 
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I  have  gone  before  the  appropriations  chairman  in  asking  for  an 
increase  in  602(b)  for  the  purpose  of  some  of  these  education  pro- 
grams that  I  think  we  need  to  look  at. 

The  quality  of  our  work  force  and  our  ability  to  compete  is  closely 
tied  to  the  functional  literacy  of  our  people.  And  as  you  face  dif- 
ficult funding  decisions,  I  hope  that  you  would  consider  the  merits 
of  this  fine  program. 

I  want  to  encourage  the  committee  to  continue  its  efforts  to  in- 
crease the  maximum  Pell  Grant  award,  as  was  done  in  1996  fiscal 
year  appropriations.  It's  one  of  the  cornerstones  for  all  student  fi- 
nancial assistance,  and  it  provides  access  to  a  post-secondary  edu- 
cation for  millions  of  low  income  students.  The  increase  provided 
by  this  Congress  in  fiscal  year  1996,  which  resulted  in  the  highest 
Pell  Grant  maximum  award  in  history,  helped  to  restore  the  pur- 
chasing power  of  the  Pell  Grant  to  keep  the  doors  of  higher  edu- 
cation open  to  many  Americans.  I  therefore  suggest  raising  that 
award  an  increase  of  $200  over  the  current  level. 

As  I  sit  here  in  support  of  a  higher  Pell  Grant  maximum,  I  do 
want  Members  to  know  that  I  share  your  concerns  about  the  ever- 
rising  price  of  a  college  education.  And  I  want  to  assure  Members 
that  our  committee  is  going  to  take  a  very,  very  close  look  at  the 
causes  of  this  and  it's  difficult,  constantly  coming  asking  for  money, 
when  we  realize  that  their  increases  are  far  above,  their  increased 
costs  are  far  above  the  rate  of  inflation.  And  we  have  to  find  out 
exactly  why  that  is  happening. 

When  it  comes  to  finding  savings,  I  would  encourage  you  to  look 
closely  at  the  Department  of  Education's  funding  request  for  the 
administration  of  the  Direct  Loan  program  and  the  Federal  Family 
Education  Loan  program.  Last  year,  the  Administration's  budget 
indicated  that  they  needed  $580  million  for  the  administration  of 
the  program. 

In  the  final  fiscal  year  1996  appropriations,  however,  the  Admin- 
istration agreed  that  a  total  of  $466  million  was  sufficient  for  the 
effective  management  of  both.  That's  a  big  difference,  $466  million 
to  the  $580  million  that  they  are  now  requesting.  This  year,  the 
same  request  is  $537  million,  a  15  percent  increase  over  last  year's 
agreed  upon  level.  The  Department  of  Education's  administrative 
budget  is  going  in  the  wrong  direction,  and  it  needs  to  be  seriously 
scrutinized  before  this  Congress  allows  spending  on  bureaucrats  to 
be  a  greater  priority  than  spending  on  students. 

My  committee  continues  to  be  concerned  about  the  quality  of 
services  students  receive  under  Title  I.  While  we  all  recognize  that 
Title  I  needs  reform,  simply  reducing  Title  I  funding  without  offer- 
ing a  positive  alternative  would  be  an  unproductive  repeat  of  the 
previous  appropriation  strategy.  While  keeping  Title  I  funding  at 
almost  an  even  level  from  fiscal  year  1996,  we  must  continue  to 
look  for  ways  to  provide  a  stronger  emphasis  on  academic  account- 
ability, greater  local  flexibility  in  implementing  the  program  and  a 
better  targeting  of  funds. 

Also  worthy  of  our  support  is  the  Head  Start  program.  Like  all 
programs  under  the  jurisdiction  of  our  committee,  we  are  inter- 
ested in  examining  the  Head  Start  program  to  see  how  we  can 
make  it  more  effective  for  the  future.  My  committee  is  interested 
in  finding  the  most  effective  way  to  spend  Head  Start  dollars  and 
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providing  effective  quality  options  for  working  poor  families.  As  we 
review  the  Head  Start  program,  I  suggest  that  the  program  receive 
a  fiscal  year  1997  appropriation  of  $3.6  billion. 

Again,  in  closing,  I  want  to  thank  you  for  giving  me  this  oppor- 
tunity, and  ask  you  again  to  look  carefully  at  some  of  the  other  rec- 
ommendations in  my  prepared  statement  dealing  with  the  Labor 
Department. 

Mr.  Bonilla.  The  Chairman  would  be  delighted  to  enter  that 
statement  for  the  record,  and  we  appreciate  your  being  here  today. 
I  don't  think  there's  anyone  in  this  city  that  is  more  of  an  expert 
on  education  than  you  are.  And  speaking  from  a  personal  level,  we 
hardly  do  anything  related  to  an  education  issue  without  first  com- 
municating with  your  office.  We  appreciate  the  help  you've  been  to 
us. 

Mr.  GOODLING.  I  appreciate  the  confidence. 
[The  prepared  statement  follows:] 
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Mr.  Chairman,  i  thank  you  for  the  opportunity  to  testify  before  you  here  today.  As  you 
know,  during  the  last  year  and  a  half,  our  Committee  has  focused  intense  energy  on  reforming 
our  massive  Washington,  D.C.  Federal  Bureaucracy.  In  doing  so,  our  Committee  has  passed 
legislation  to  reform  our  nation's  failed  welfare  system  and  removed  dozens  of  burdensome 
regulations  and  paperwork  in  programs  ranging  from  School  Lunch  to  impact  Aid.  We 
streamlined  and  consolidated  over  one  hundred  job  training  programs.  Most  importantly, 
however  our  Committee  worked  especially  hard  to  meet  the  savings  targets  needed  to  balance 
the  Federal  budget. 

At  the  same  time,  our  Committee  has  conducted  a  top-to-bottom  review  of  the 
effectiveness  of  all  programs  under  the  Committee's  jurisdiction.  We  are  beginning  a  dialogue 
within  Congress  and  with  the  American  people  on  reforming  the  broad  federal  role  in  education, 
including  the  remaining  760  federal  education  programs.  We  know  that  the  principles  of  local 
control,  parental  commitment  and  involvement,  and  strong  basic  academics  yield  effective 
results  at  the  local  level.  Most  often,  these  success  stories  have  little  to  do  with  the  federal 
education  programs  now  in  place.  We  want  to  find  the  most  effective  way  to  give  control  of 
education  back  to  local  communities.  I  know  that  your  Committee  also  has  a  strong  concern 
about  this  issue  and  we  want  very  much  to  work  closely  with  you  on  this  project. 

This  is  not  an  overnight  job,  but  one  that  will  require  good  listening,  thoughtfulness, 
patience  and  persistence.  We  owe  it  to  our  children  and  to  the  taxpayers  to  enact  these 
important  reforms.  As  our  Committees  continue  examining  these  programs,  I  am  here  to 
recommend  that  the  Federal  Government  focus  its  scarce  resources  on  those  programs  that 
are  the  most  important  to  students  and  their  parents. 

The  most  prominent  of  these  programs,  Mr.  Chairman,  is  the  federal  commitment  to 
special  education.  This  is  one  of  the  most  important  priorities  we  have  as  federal  legislators. 
The  individuals  with  Disabilities  Education  Act,  rife  with  underfunded  mandates  to  state  and 
local  governments,  was  passed  21  years  ago  with  the  promise  that  the  Federal  government 
would  contribute  40%  of  the  total  per-pupil  cost  for  each  special  education  student.  In  reality, 
however,  the  Federal  government  has  never  provided  anything  even  remotely  close  to  that 
amount.  As  a  matter  of  fact,  last  year,  the  Federal  contribution  made  up  only  8%  of  the  total,  its 
lowest  level  since  the  program's  inception. 

My  committee  is  doing  its  part  to  reduce  unnecessary  costs  while  still  providing  quality 
educational  services  for  children  with  disabilities.  The  IDEA  Improvement  Act  of  1996  will  be 
marked  up  by  my  committee  shortly.  The  bill  will  take  major  strides  to  ensure  that  services  to 
children  with  disabilities  focus  on  educational  quality  and  academic  results  while  reducing 
unnecessary  costs,  such  as  promoting  mediation  and  reducing  excessive  paperwork. 

It  is  my  suggestion  that  your  Committee  start  to  close  the  gap  between  what  the  Federal 
government  has  promised,  and  what  it  has  provided.  To  increase  the  Federal  government's 
commitment  to  the  education  of  our  children  with  disabilities  by  3%  will  go  a  long  way  toward 
lessening  the  tax  burden  of  our  states  and  localities,  not  to  mention  make  life  better  for  those 
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most  in  need  of  our  assistance.  Therefore,  I  am  requesting  an  appropriation  of  $3.2  billion  for 
Part  B  of  IDEA. 

Mr.  Chairman,  for  several  years  now,  I  have  spoken  out  in  favor  of  strong  support  for  the 
Even  Start  family  literacy  program.  It  is  one  example  of  the  Federal  government's  outreach  to 
parents,  which  in  turn  helps  their  children.  As  you  know,  Even  Start  provides  certain  categories 
of  parents  with  reading,  writing  and  parenting  skills  to  better  enable  them  to  assist  with  and 
support  their  child's  education.  After  all,  parents  are  their  children's  first  teachers,  and  we  need 
to  do  everything  we  can  to  support  them  in  that  capacity. 

The  quality  of  our  workforce  and  our  ability  to  compete  is  closely  tied  to  the  functional 
literacy  of  our  people.  Even  Start  helps  insure  quality  and  competitiveness  through  the  family 
unit.  When  parents  are  equipped,  they  can  in  turn  help  ensure  their  children  come  to  school 
ready-to-iearn.  Early  intervention  helps  save  dollars  in  the  long  run.  As  you  face  difficult  funding 
decisions  in  the  Fiscal  Year  1997  Appropriations  process,  I  would  ask  you  to  carefully  consider 
the  merits  of  this  fine  program. 

I  also  want  to  encourage  the  Committee  to  continue  its  efforts  to  increase  the  maximum 
Pell  Grant  award  as  was  done  in  the  1996  Fiscal  Year  appropriation.  The  Pell  Grant  Program  is 
one  of  the  cornerstones  for  all  student  financial  assistance  and  it  provides  access  to  a 
postsecondary  education  for  millions  of  low-income  students.  The  increase  provided  by  this 
Congress  in  FY96,  which  resulted  in  the  highest  Pell  Grant  maximum  award  in  history,  helped 
to  restore  the  purchasing  power  of  the  Pell  Grant  keeping  the  doors  of  higher  education  open  to 
all  Americans.  I  therefore,  suggest  raising  the  maximum  Pell  Grant  Award  to  $2,670,  an 
increase  of  $200  over  its  current  level. 

As  I  sit  here  in  support  of  a  higher  Pell  Grant  maximum,  I  do  want  Members  to  know  that 
I  share  your  concerns  about  the  ever-rising  price  of  a  college  education.  Some  economists 
have  theorized  that  increasing  aid  simply  results  in  higher  prices  and  I  want  to  assure  the 
Members  that  the  Opportunities  Committee  will  be  paying  close  attention  to  the  issue  of  rising 
college  costs  as  we  look  to  the  authorization  of  the  programs  in  the  Higher  Education  Act  next 
year. 

When  it  comes  to  finding  savings,  I  encourage  you  to  look  closely  at  the  Department  of 
Education's  request  for  funding  the  administration  of  the  Direct  Loan  Program  and  the  Federal 
Family  Education  Loan  Program.  Last  year  the  Administration's  budget  indicated  that  they 
needed  $580  million  for  the  administration  of  both  programs  ($550  million  was  entitlement 
spending  and  $30  million  was  discretionary).  In  the  final  FY96  Appropriation,  the  Administration 
agreed  that  a  total  of  $466  million  was  sufficient  for  the  effective  management  of  both  programs. 
This  year  the  same  request  is  $537  million,  a  15%  increase  over  last  year's  agreed  upon  level. 
The  Department  of  Education's  administrative  budget  is  going  in  the  wrong  direction  and  it 
needs  to  be  seriously  scrutinized  before  this  Congress  allows  spending  on  bureaucrats  to  be  a 
greater  priority  than  spending  on  students. 
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In  the  area  of  job  training  and  workforce  development,  our  Committee  has  been  very 
active  over  the  past  year,  passing  out  of  the  House  the  CAREERS  Act,  designed  to  consolidate 
and  reform  this  nation's  vast  array  of  duplicative  and  fragmented  education,  employment,  and 
training  programs.  The  CAREERS  Act  transfers  authority  to  States  and  local  communities  for 
the  design  and  operation  of  their  own  individual  workforce  systems.  CAREERS  is  about  making 
job  training  programs  work  for  its  "customers"  -  students,  families  and  employers  -  instead  of 
expanding  job  training  bureaucracies.  It  significantly  reduced  administrative  paperwork, 
planning,  reporting,  and  data  collection  requirements.  As  we  are  currently  in  Conference  with 
the  Senate  on  the  CAREERS  Act,  it  is  my  hope  that  we  will  emerge  from  the  Conference  with  a 
single  block  grant  to  be  funded  by  your  Committee  that  will  accomplish  the  goals  of  the  Act. 

My  Committee  continues  to  be  concerned  about  the  quality  of  services  students  receive 
under  the  Title  I  program.  There  is  substantial  evidence,  even  from  the  Department  of 
Education's  own  reports,  that  the  program  has  not  done  enough  to  improve  student  learning 
over  the  long  haul. 

I  have  a  healthy  skepticism  about  what  long-term  impact  the  "systemic  change"  reforms 
in  this  program  made  in  the  last  Congress  will  yield.  In  its  first  year  of  implementation,  some 
school  districts  are  asking  for  waivers,  not  to  try  creative  and  innovative  reforms,  but  simply  to 
protect  funding  from  shifting  to  more  highly  impacted  areas.  Additionally,  final  assessments  of 
the  learning  standards  that  are  called  for  in  Title  I  aren't  scheduled  to  take  effect  until  the  school 
year  2001-2002.  So  even  six  years  from  now,  we  will  not  have  a  clear  understanding  of 
whether  or  not  the  new  Title  I  program  is  working  as  intended. 

These  problems  aside,  simply  reducing  Title  I  funding  without  offering  a  positive 
alternative  would  be  an  unproductive  repeat  of  the  previous  appropriations  strategy.  While 
keeping  Title  I  funding  at  almost  an  even  level  from  Fiscal  Year  1996,  we  must  continue, 
however,  to  look  for  ways  to  provide  a  stronger  emphasis  on  academic  accountability,  greater 
local  flexibility  in  implementing  the  program,  and  a  better  targeting  of  funds. 

The  Head  Start  Program  is  celebrating  it's  30th  anniversary  this  year.  Over  the  years  it 
has  enjoyed  much  bipartisan  support.  Like  all  programs  under  the  jurisdiction  of  the 
Opportunities  Committee  we  are  interested  in  examining  the  Head  Start  program  to  see  how  we 
can  make  it  more  effective  for  the  future.  Although  the  program  has  proven  popular,  issues 
concerning  the  quality  and  cost  of  service  have  arisen  in  recent  authorizations.  My  Committee  is 
interested  in  improving  services  for  children  and  families,  finding  the  most  effective  way  to 
spend  Head  Start  dollars  and  providing  effective,  quality  options  for  working  poor  families.  As 
we  review  the  Head  Start  program,  I  suggest  that  the  program  receive  a  Fiscal  Year  1997 
appropriation  of  $3.6  Billion. 

Continuing  our  commitment  for  quality  services  for  seniors,  the  Opportunities  Committee 
recently  reported  the  Older  Americans  Act  Amendments  of  1996.  This  bill  is  designed  to  help 
our  senior  citizens  remain  healthy  and  live  independently.  The  Older  Americans  Act  provides  a 
wide  array  of  services:  meals  through  congregate  settings  and  home  delivered  meals, 
supportive  services  (such  as  transportation;  home  and  community  based  care;  prevention  of 
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elder  abuse),  and  programs  for  volunteer  and  employment  opportunities  for  seniors.  Our  bill 
essentially  takes  what  has  become  an  overly  complicated,  prescriptive  law  and  streamlines  it.  It 
turns  significant  amounts  of  authority  over  to  the  States  and  allows  local  programs  and  services 
to  be  tailored  to  the  needs  of  seniors  in  their  own  local  communities.  One  particularly  significant 
change  is  to  the  Senior  Community  Service  Employment  Program  (SCSEP).  Under  current  law, 
78%  of  these  funds  are  awarded  on  a  non-competitive  basis  to  ten  national  organizations  such 
as  the  American  Association  of  Retired  Persons  and  National  Council  of  Senior  Citizens  while  a 
mere  22%  is  awarded  to  States.  Our  bill  will  drive  100%  of  the  employment  funds  for  low-inome 
seniors  directly  to  the  States.  With  these  reforms,  the  Congress  is  poised  to  effectively  continue 
its  commitment  to  these  vital  senior  programs  with  particular  focus  on  core  programs  such  as 
nutrition  and  supportive  services.  I  would  therefore  ask,  Mr.  Chairman,  that  your  Committee 
work  in  tandem  with  our  efforts  and  target  these  funds  to  the  States. 

I  would  note  to  this  Subcommittee  that  the  Department  of  Labor's  budget  request  shows 
agreement  with  those  of  us  in  Congress  who  have  urged  that  OSHA  should  give  greater 
emphasis  to  compliance  assistance  programs  (in  lieu  of  enforcement)  and  that  OSHA's  budget 
should  reflect  that  change  in  priorities.  Last  year  this  Subcommittee  led  the  effort  to  redirect  a 
greater  percentage  of  OSHA's  funds  to  consultation,  training  and  compliance  assistance 
activities.  The  Clinton  Administration's  own  proposed  budget  for  OSHA  reflects  the  fact  that 
such  compliance  assistance  activities  are  not  only  effective  in  promoting  safety  and  health,  they 
are  more  cost-effective  than  much  of  OSHA's  enforcement  effort.  So,  I  encourage  you  to 
continue  to  assure  that  the  adequate  funds  are  provided  for  compliance  assistance,  and  not  be 
considered  "second  tier"  activities  within  OSHA. 

This  Subcommittee  should  also  consider  an  amendment,  included  by  the  Subcommittee 
last  year,  to  halt  the  Department  of  Labor's  promotion  of  so-called  "economically  targeted 
investments"  or  ETIs.  While  the  President  has  been  talking  about  retirement  security,  it  is  his 
own  Administration  that  has  posed  one  of  the  greatest  threats  to  the  safety  of  Americans' 
pensions.  The  scheme,  being  advanced  by  Labor  Secretary  Robert  Reich  among  others,  is  to 
encourage  private  pensions  to  invest  in  an  array  of  "socially  beneficial"  projects  rather  than  in 
those  selected  exclusively  to  provide  a  financially  sound  return  for  pensioners,  as  required  by 
federal  pension  law.  The  DOL  is  promoting  these  politically  targeted  investments  by  creating  a 
$1.2  million  taxpayer-funded  clearinghouse  and  by  issuing  an  Interpretive  Bulletin  which  allows 
fiduciaries  to  focus  on  factors  other  than  economic  return  for  participants  and  safety  of  the 
investment.  The  DOL  is  promoting  these  investments  even  though  it  concedes  in  the  Bulletin 
that  they  "require  a  longer  time  to  generate  significant  investment  returns,"  are  "less  liquid,"  and 
require  more  expertise  to  evaluate.  By  promoting  ETIs,  the  DOL  has  abdicated  its  role  as  the 
"nation's  pension  watchdog"  and  chief  enforcer  of  ERISA  fiduciary  standards. 

The  provision  incorporated  into  last  year's  appropriations  would  bar  the  DOL  from 
expending  any  money  to:  (1)  implement  or  administer  the  Bulletin,  (2)  establish  or  maintain  any 
clearinghouse  promoting  ETIs,  or  (3)  otherwise  promote  ETIs,  such  as  through  travel  or  lecture. 
The  Congressional  Budget  Office  scored  it  to  save  over  $500,000.  Although  these  provisions, 
were  removed  from  the  final  Fiscal  Year  1996  Appropriations  bill,  I  encourage  your  Committee 
to  include  them  for  Fiscal  Year  1997. 
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I  strongly  supported  the  language  in  the  final  Fiscal  Year  1996  appropriations  bill 
preventing  the  National  Labor  Relations  Board  (NLRB)  from  expending  funds  related  to 
rulemaking  activities  on  single  location  bargaining  units  and  would  urge  that  similar  language  be 
included  in  this  year's  Labor-HHS-  Education  appropriations  bill.  The  Board's  announced  rule 
would  apply  to  employers  in  virtually  every  industry  and  would  undermine  the  NLRB's  long- 
standing policy  of  determining  the  appropriate  bargaining  unit  by  carefully  examining  all  the 
particular  factors  on  a  case-by-case  basis.  I  feel  strongly  that  the  imprecision  of  this  proposed 
rule-sidestepping  consideration  of  many  factors  critical  to  the  comprehensive  approach  to 
human  resource  management  practiced  by  most  employers  today-detracts  from  the  National 
Labor  Relations  Act's  goal  of  promoting  stability  in  labor-management  relations.  The  proposed 
rule  would  greatly  increase  the  cost,  complexity  and  uncertainty  of  labor-management  relations 
where  centralized  personnel  policies  are  maintained  by  employers  with  numerous  locations. 
Again,  I  urge  the  Subcommittee  to  prevent  the  Board  from  using  its  funding  to  continue  pursuit 
of  this  ill-conceived  rulemaking. 

Mr.  Chairman,  the  Oklahoma  Labor  Department  has  uncovered  facts  revealing  that  much 
of  the  data  used  by  federal  bureaucrats  to  determine  Davis-Bacon  mandated  wages  is  subject 
to  fraud  and  abuse.  As  you  may  recall,  the  1931  Davis-Bacon  Act  drives  up  construction  costs 
for  any  federal  construction  projects  valued  over  $2,000  by  requiring  contractors  to  pay  a 
government-determined  wage  rate. 

In  January  1995,  the  Oklahoma  Department  of  Labor  Commissioner  Brenda  Reneau  was 
contacted  by  citizens,  alarmed  that  new  Davis-Bacon  wage  rates  had  drastically  increased  by 
as  much  as  162  percent  above  the  "local"  wage  rate.  This  inflated  wage  rate  is  passed  on  to 
taxpayers  in  the  form  of  higher  construction  costs  for  schools,  prisons,  or  highways.  The 
Reneau  investigation  uncovered  that  the  U.S.  Department  of  Labor  (DOL)  has  repeatedly 
accepted  bogus  submissions  of  wage  and  benefit  data  used  to  establish  prevailing  wages 
without  ever  verifying  the  information.  For  instance,  Department  of  Labor  records  showed  that 
an  underground  storage  tank  was  built  using  20  plumbers  and  pipefitters  making  a  $21 .05  an 
hour.  In  reality,  this  project  was  never  built,  in  another  case,  wage  forms  sent  to  EOL  indicate 
that  an  Internal  Revenue  Service  (IRS)  parking  lot  was  paved  using  29  employees  with  seven 
asphalt  lay-down  machines  and  rollers.  In  actuality,  this  was  a  30-car  parking  lot  -  paved  with 
concrete,  not  asphalt.  Given  the  small  size  of  the  lot,  7  asphalt  machines  would  simply  not  fit  in 
the  space.  The  Oklahoma  Department  of  Labor  has  uncovered  over  100  cases  of  fraudulent 
activity  which  is  currently  under  investigation  by  the  U.S.  Department  of  Justice.  Since  the 
Oklahoma  Department  of  Labor  announced  their  findings,  similar  allegations  of  fraud  have 
surfaced  in  Missouri,  Ohio,  Idaho  and  Colorado. 

Allegations  of  fraud  and  abuse  are  not  news  to  those  who  have  long  questioned  the 
economic  rationale  for  the  Davis-Bacon  Act.  A  General  Accounting  Office  (GAO)  study  in  1979 
raised  questions  about  the  practicality  and  magnitude  of  producing  accurate  and  timely  wage 
determinations.  A  1994  GAO  report  even  noted  wage  data  is  based  on  low  quality  data  and. 
that  the  U.S.  Department  of  Labor  does  not  verify  the  accuracy  of  the  data  received  even  on  a 
sample  basis. 
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The  Oklahoma  investigation  seems  to  confirm  the  problems  identified  by  the  GAO,  and  it 
aiso  exposes  what  appears  to  be  a  deliberate  effort  on  the  part  of  the  Department  of  Labor  to 
manipulate  data  gathered  through  federal  surveys  for  political  gain.  As  you  consider  funding  for 
FY  1997, 1  encourage  you  to  provide  necessary  funding  to  ensure  a  full  and  complete 
investigation  into  fraudulent  activities  occurring  in  the  Davis-Bacon  Act. 

In  closing,  Mr.  Chairman,  I  thank  you  for  the  opportunity  to  share  with  you  my  views  and 
suggestions  for  the  upcoming  Fiscal  Year.  I  look  forward  to  working  with  you  in  any  way  you 
may  need  in  order  to  achieve  our  goals. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  XAVIER  BECERRA,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  CALIFORNIA 

Mr.  BONILLA.  At  this  time,  we'd  be  pleased  to  hear  from  Rep- 
resentative Xavier  Becerra  from  Los  Angeles,  who  is  here,  I  under- 
stand, to  talk  to  us  about  bilingual  education. 

Mr.  Becerra.  Correct,  Mr.  Chairman. 

Thank  you  very  much  for  the  opportunity  to  testify  before  the 
subcommittee.  I  appreciate  it,  and  I  appreciate  the  way,  Mr.  Chair- 
man, you  always  tend  to  pronounce  my  name  so  very  well.  And  I 
very  much  appreciate  that.  That's  an  issue  that  deals  a  lot  with  the 
issue  of  bilingual  education  in  many  ways. 

Let  me  focus  on  just  the  issue  of  bilingual  education,  even  though 
I'm  concerned  about  other  aspects  of  the  funding  levels  and  the  ap- 
propriations bills  for  education,  whether  it's  Chapter  I  or  some 
other  programs.  Let  me  just  spend  some  time  on  bilingual  edu- 
cation, more  because  I  doubt  there  are  going  to  be  very  many  Mem- 
bers who  come  to  speak  to  you  about  bilingual  education,  and  also 
because  of  the  fact  that  bilingual  education  is  probably  suffering 
among  the  heaviest  cuts  of  some  of  the  education  programs  at  the 
Federal  level  are  under  the  appropriations  bill  proposed  for  elimi- 
nation. And  that  would  be  devastating  for  not  just  schools  in  cer- 
tain areas  but  schools  throughout  the  Nation. 

If  I  can  go  into  just  a  few  issues  about  bilingual  education  before 
I  talk  about  the  dollars,  I  think  that's  important.  First,  I  think  it's 
worth  noting,  and  I  know  this  is  an  appropriations  committee  and 
not  an  authorizing  committee,  but  it's  worth  noting  that  the  aver- 
age bilingual  education  student  spends  less  than  three  years  in  a 
bilingual  classroom. 

In  that  bilingual  classroom,  the  student  is  learning  math, 
science,  English,  all  these  course,  not  just  in  that  particular  native 
tongue  of  that  individual,  but  also  in  English  as  well.  Certainly 
what's  going  on  is  they  transition  from  the  native  language  spoken 
to  English.  And  as  I  said,  it  usually  takes  less  than  three  years  for 
most  kids  to  move  on  to  regular  instruction  to  completely  in  Eng- 
lish. 

The  bilingual  education  programs  are  designed  to  be  temporary. 
And  without  bilingual  education,  most  students  who  are  limited 
English  proficient,  LEP,  are  being  asked  to  learn  difficult  concepts 
in  a  language  they  do  not  yet  understand.  And  the  usual  result  of 
that  is  that  people  will  fall,  young  children  will  fall  behind,  since 
they  are  unable  to  understand  what  it  means  to  divide  20  by  10, 
because  they  are  unable  to  understand  what  the  teacher  is  saying. 

A  couple  of  quick  cases.  A  young  man  by  the  name  of  Roberto 
Medina  will  be  enrolling  at  the  University  of  California  at  Berkeley 
this  year.  He  plans  to  major  in  astrophysics.  Roberto  has  said  that 
had  it  not  been  for  his  teachers  and  the  help  he  received  from  them 
and  the  bilingual  education  program  that  was  available  to  him  that 
he  probably  would  not  have  learned  to  speak  and  write  English  by 
the  third  grade. 

A  fifth  grader  by  the  name  of  Alan  Gomez,  he  is  getting  ready 
to  finish  elementary  school  next  year,  and  this  is  an  individual 
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who,  a  few  years  ago,  could  not  speak  English.  He  is  now  able  to 
transition  out  of  bilingual  education  and  go  into  a  regular  curricu- 
lum because  of  bilingual  education. 

These  are  personal  accounts.  They  are  not  occurring  in  a  vacu- 
um. And  they  are  not  anomalies.  Alan  and  Roberto  are  successful 
because  of  sound  bilingual  education  policy. 

Let  me  mention  one  other  very  dramatic  case.  It  happens  to  be 
in  a  border  town  along  the  Mexico-U.S.  border.  Calexico,  Califor- 
nia, which  is  a  sister  city  to  Mexicali,  Mexico,  right  on  the  Califor- 
nia border  with  Mexico,  90  percent  of  the  students  in  Calexico 
schools  are  limited  English  proficient.  Back  in  1970,  the  dropout 
rates  for  Calexico  was  very  high,  one  of  every  four  students  was 
dropping  out  of  Calexico  schools.  Today,  Calexico  has  some  of  the 
lowest  dropout  rates  in  California. 

Currently,  Calexico  graduates  people  at  a  clip  of  about  93  percent 
who  go  on  to  college.  This  is  a  case  where  what  we  have  seen  is 
young  children  who  have  been  given  the  opportunity  to  try  to  learn 
and  given  an  opportunity  to  succeed  without  losing  pace  with  their 
counterparts  are  able  to  in  fact  succeed  because  of  the  attention 
they  are  given. 

I  think  that  is  very  important  to  point  out,  because  what  we  see 
is  that  right  now  the  funding  levels  for  bilingual  education  have 
dropped  precipitously.  In  this  current  fiscal  year's  funding,  bilin- 
gual education  received  $128  million.  That  is  less  than  the  over 
$200  million  that  it  had  been  appropriated  the  year  before.  It  is 
more  than  what  had  been  proposed,  and  in  conference  it  was  in- 
creased slightly. 

And  the  other  disturbing  aspect  of  that  is  that  the  full  $128  mil- 
lion was  to  be  given  specifically  and  exclusively  to  instructional 
services.  The  problem  with  that  is  that  it's  great  that  we  have  mon- 
ies for  instructional  services  even  though  it's  lower  than  what  was 
received  the  year  before,  but  there  are  no  monies  for  professional 
development  and  no  money  for  support  services. 

And  if  you're  familiar  with  bilingual  education,  one  of  the  things 
that  you'll  know  is  that  because  we  don't  have  enough  bilingual 
teachers,  we  rely  a  great  deal  on  teachers  aides  who  can  help  do 
the  translating  into  English  and  Spanish.  But  there's  no  money  in 
the  budget  this  year  to  provide  for  that  type  of  professional  devel- 
opment or  support  services,  and  only  monies  for  instructional  serv- 
ices would  be  there. 

We're  losing  pace,  Mr.  Chairman.  There  are  between  two  to  three 
and  a  half  million  limited  English  proficient  students  in  schools  in 
this  country.  And  if  we  were  to  eliminate  bilingual  education,  cer- 
tainly there  would  be  an  effect  on  these  kids. 

And  we  all  know  about  the  horror  stories.  We  know  about  the  bi- 
lingual education  programs  that  don't  work.  And  certainly  we  must 
address  that.  We  must  take  care  of  those  schools  that  are  keeping 
kids  in  a  bilingual  education  program  longer  than  necessary.  And 
we  must  do  what  we  can  to  make  sure  that  those  who  are  supposed 
to  be  teaching  bilingual  education  certainly  know  that  language 
that  they're  trying  to  provide  instruction  in  to  these  kids. 

With  all  that  said,  the  Department  of  Education  still  estimates 
that  we  will  fall  short  by  about  175,000  teachers  for  those  who 
need  bilingual  education  services. 
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I  would  say  that  by  providing  only  the  instructional  services 
money  without  providing  the  ability  to  provide  professional  devel- 
opment and  support  services  within  a  budget,  we're  telling  people 
not  really  to  learn.  It's  like  giving  a  school  computers  but  not  giv- 
ing the  students  the  teachers  who  can  instruct  them  on  how  to  use 
these  computers.  That  would  be  the  wrong  way  to  go. 

We  know  that  bilingual  education  works.  In  1992,  the  National 
Academy  of  Sciences,  and  I  don't  believe  anyone  would  say  that 
they're  biased  in  favor  or  against  bilingual  education,  came  out 
with  a  study  that  confirmed  the  value  of  bilingual  education.  Un- 
fortunately, politics  these  days  sometimes  makes  it  difficult  to  sup- 
port bilingual  education. 

But  I'm  hoping  that  there  will  be  a  clear  understanding  of  the 
value  of  allowing  children  to  learn,  having  them  learn  as  quickly 
as  they  can,  and  seeing  the  value  and  wisdom  in  something  like  bi- 
lingual education,  helping  kids  transition  to  full  English  instruc- 
tion as  quickly  as  possible. 

And  I  urge  the  committee,  and  I  would  urge  the  Chairman,  to 
be  aggressive  in  trying  to  help  address  the  needs  of  the  several  mil- 
lion children  in  this  country  who  are  relying  on  bilingual  education. 

[The  prepared  statement  follows:] 
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Mr.  Chairman,  I  would  like  thank  you  and  members  of  the 
subcommittee  for  allowing  me  the  opportunity  to  testify  before  the 
subcommittee  on  the  subject  of  bilingual  education.  As  a  member  of  the 
Hispanic  Caucus  and  as  a  member  of  the  House  Committee  on  Economic 
and  Educational  Opportunities,  the  preservation  of  bilingual  education  is  of 
critical  importance  to  me.  In  my  testimony,  I  plan  to  elaborate  on  why  I 
believe  bilingual  education  is  important  not  only  from  a  macro  policy 
perspective,  but  on  a  personal  level  as  well. 

When  Alan  Gomez,  a  fifth  grader  at  the  Hawaiian  Avenue 
Elementary  School  in  Los  Angeles,  California,  entered  school,  he  did  not 
speak  English.  Alan  was  immediately  enrolled  in  the  school's  bilingual 
education  program  and  is  now  close  to  being  fluent  in  English.  Alan  said 
that  at  first  he  didn't  feel  "comfortable"  with  English,  but  he  said  that  now 
he  is  proud  of  his  language  skills  and  has,  "the  hang  of  it."  Alan  says  he 
feels  lucky  because  he  can  make  new  friends  and  help  his  parents  to  learn 
English  as  well. 

By  the  time  Alan  finishes  elementary  school,  next  year,  he  will  have 
transitioned  out  of  the  bilingual  education  program  and  will  receive 
instruction  completely  in  English.  Alan's  situation  is  not  atypical.  The 
average  bilingual  education  student  spends  less  than  three  years  in  a 
bilingual  classroom  before  transitioning  to  instruction  completely  in 
English.  I  want  to  stress  to  members  of  the  subcommittee  that  bilingual 
education  programs  are  designed  to  be  transitional,  temporary  programs 
that  allow  students,  like  Alan,  to  learn  some  subject  matter  in  their  native 
language  while  concurrently  learning  and  becoming  proficient  in  English. 
Without  this  critical  transition  period,  students  are  often  asked  to  learn  and 
comprehend  difficult  and  sophisticated  concepts  in  a  language  they  do  not 
yet  understand.  Bilingual  education  allows  these  students  to  keep  pace  with 
their  English  speaking  peers  in  other  subjects  while  still  learning  English. 

In  the  fall  of  this  year  Roberto  Medina  will  enroll  in  classes  at  the 
University  of  California,  Berkeley  where  he  plans  to  major  in  astrophysics. 
A  star  student  at  Jefferson  High  School  in  Los  Angeles,  Roberto  was 
awarded  a  scholarship  to  attend  UC  Berkeley  and  in  his  own  words  said 
that  it  was  because  of  his  "teachers  help  and  the  [bilingual  education] 
program"  that  he  learned  to  speak  and  write  English  by  the  third  grade. 

While  these  stories  are  instructive,  I  want  to  emphasize  that  these 
personal  accounts  demonstrating  the  effectiveness  of  bilingual  education  do 
not  exist  in  a  vacuum  and  they  are  not  anomalies.  Alan  Gomez,  Roberto 


1443 


Medina  and  countless  others  have  gone  on  to  greater  academic  and 
professional  success  because  of  a  bilingual  education  policy  that  implements 
the  most  effective  method  of  teaching  limited  English  proficient  (LEP) 
students  while  as  a  bonus,  helping  to  preserve  the  student's  native  tongue. 
As  an  example,  I  would  like  to  offer  the  experience  of  Calexico,  California 
schools.  With  an  LEP  enrollment  above  90  percent,  bilingual  education 
has  made  a  tremendous  difference  at  Calexico  schools.  Today,  thanks  to  the 
introduction  of  bilingual  education,  Calexico  schools  have  lowered  their 
dropout  rate  from  25  percent  in  1970  to  1 1  percent  in  1994.  Calexico' s 
current  dropout  rate  is  45  percent  lower  than  the  state  average.  It  is  also 
worth  noting  that  in  1994,  93  percent  of  Calexico' s  graduating  class  was 
accepted  to  college  and  fully  75  percent  of  those  students  enrolled.  If  our 
goal  in  funding  education  policy  is  to  promote  programs  that  work,  then  by 
definition  we  must  sufficiently  fund  bilingual  education  programs. 

While  all  of  us  were  relieved  to  pass  H.R.  3019,  the  Omnibus 
Appropriations  for  the  balance  of  FY  1996,  and  end  the  possibility  of 
another  government  shut-down,  bilingual  education  was  woefully 
underfunded  at  $128  million,  which  provided  funding  only  for 
instructional  services.  Not  only  is  this  amount  inadequate  for  instructional 
services,  but  H.R.  3019  zero- funded  the  accounts  for  professional 
development  and  support  services.  The  practical  effect  of  this  leaves 
schools  without  properly  trained  teachers  and  eliminates  vital  support 
networks  like  the  National  Clearinghouse  for  Bilingual  Education.  I  can 
hardly  fathom  what  would  happen  to  the  nation's  2  to  3.5  million  LEP 
students  if,  as  the  current  budget  resolution  suggests,  federal  funding  for 
bilingual  education  is  eliminated  altogether. 

We  have  all  heard  the  horror  stories  of  bilingual  education  programs 
that  do  not  work.  There  are  stories  of  kids  who  emerge  from  bilingual 
education  programs  who  are  proficient  in  neither  language  and  whose  skills 
in  other  subjects  are  dreadfully  behind  schedule.  But  instead  of  blaming 
the  method,  I  would  comment  that  bilingual  education  programs  can  hardly 
be  expected  to  function  effectively  if  they  are  desperately  underfunded  and 
understaffed. 

At  a  time  when  the  Department  of  Education  estimates  a  national 
shortfall  of  175,000  qualified  bilingual  education  teachers,  it  is  illogical  to 
send  instructional  service  dollars  to  states  and  then  keep  them  from  training 
bilingual  education  teachers  properly.  Offering  instructional  services 
without  the  attendant  professional  training  is  the  policy  equivalent  of  asking 
a  teacher  with  no  computer  skills  to  teach  a  computer  class. 
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Bilingual  education  dollars  are  falling  not  only  in  actual  amounts,  but 
in  real  dollars  as  well.  Adjusted  for  inflation,  the  Congressional  Research 
Service  estimates  that  over  the  period  between  1980  and  1996  funding 
levels  for  bilingual  education  have  fallen  over  60%. 

The  consequences  of  declining  funds  for  bilingual  education  are 
especially  dire  because  schools  all  over  the  country  are  experiencing  an 
increased  enrollment  of  LEP  students.  For  example,  the  Office  of 
Bilingual  Education  and  Minority  Language  Affairs  at  the  Department  of 
Education  tells  us  that  between  1990-1994  LEP  students  in  the  United 
States  increased  by  38  percent.  And  although  LEP  students  are  only 
slightly  more  than  six  percent  of  the  nation's  total  number  of  K-12 
students,  large  LEP  populations  are  no  longer  confined  to  border  and 
coastal  states.  Oklahoma,  for  example,  experienced  a  rise  of  over  68 
percent  in  LEP  students  between  1990-1994  while  Alaska  and  Alabama 
incurred  140  percent  and  205  percent  increases  respectively  over  the  same 
period.  These  increases  in  LEP  student  populations  mean  that  unless  we 
sufficiently  fund  bilingual  education,  schools  already  running  programs  on 
underfunded  budgets  will  be  forced  to  do  more  with  even  less. 

These  areas  around  the  country  with  new  LEP  populations  will 
especially  feel  the  pinch  of  going  without  federal  support  services  for 
bilingual  education.  Serving  as  a  resource  for  schools  all  over  the  country, 
the  National  Clearinghouse  for  Bilingual  Education  (NCBE)  allows  state 
and  local  education  agencies  to  benefit  from  the  work  and  experience  of 
other  educational  agencies.  Materials  on  educating  students  in  Russian  or 
Korean,  for  example  are  available  through  the  NCBE.  In  1995,  the 
Clearinghouse  handled  almost  42,000  requests  for  information  on  how  to 
serve  LEP  students.  90  percent  of  these  inquiries  came  from  teachers  and 
other  educators. 

While  credible  evidence  shows  that  bilingual  education  policy  works, 
it  has  unfortunately  become  mired  in  the  divisive  political  rhetoric  of  the 
English-only  movement.  Proponents  of  this  movement  appeal  to  provincial 
instincts  that  serve  to  alienate  our  nation  at  a  time  when  free-trade 
agreements  are  expanding  the  global-market  and  making  bilingualism  the 
foundation  of  today's  smart  business  strategy. 

As  Secretary  of  Labor  Robert  Reich  reminded  us  in  his  book,  The 
Work  of  Nations.  "The  real  economic  challenge  facing  the  United  States  in 
the  years  ahead  is  to  increase  the  potential  value  of  what  its  citizens  can  add 
to  the  global  economy  by  enhancing  their  skills  and  capacities  and  by 
improving  their  means  of  linking  those  skills  and  capacities  to  the  world 
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market."  (emphasis  added).  It  should  go  without  saying  that  a  bilingual 
population  will  serve  as  a  vital  link  for  our  nation  in  international  trade 
and  commerce  markets. 

In  1992,  the  National  Academy  of  Sciences  and  a  collection  of  the 
country's  best  researchers  completed  a  study  confirming  the  value  of 
bilingual  education.  The  study  reported,  "Contrary  to  the  widely  accepted 
myth  that  earlier  immigrant  groups  managed  without  special  programs, 
most  immigrant  children  who  entered  schools  were  more  likely  to  sink 
than  swim  in  English-only  classrooms."  To  this  end,  I  appeal  to  members 
of  the  subcommittee  to  eschew  the  divisive  political  invective  of  the 
English-Only  movement  and  urge  you  to  fund  bilingual  education 
programs  on  the  grounds  that  they  work. 

Mr.  Chairman,  thank  you  again  for  this  opportunity. 
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Mr.  Bonilla.  Mr.  Becerra,  we  appreciate  your  testimony  here 
today.  And  as  a  Member  of  Congress  who  grew  up  in  a  Spanish 
speaking  neighborhood,  I  understand  the  needs  for  language  devel- 
opment in  schools,  so  that  kids  can  understand  their  teachers  and 
make  good  grades. 

There  is  a  lot  of  discussion  on  this  subcommittee  about  bilingual 
education.  Many  of  us  feel,  and  I  feel,  that  we  need  to  concentrate 
on  transitional  programs  that  get  kids  learning  English  as  quickly 
as  possible,  then  get  them  on  an  English  program  as  quickly  as 
possible.  There  are  others  who  believe  that  the  program  should  go 
on  into  higher  grades,  and  in  some  cases,  almost  indefinitely. 

So  we  do  have  some  common  ground,  and  again,  from  one  who 
understands  exactly  how  important  it  is  to  learn  English  as  quickly 
as  possible,  while  preserving  your  culture,  regardless  of  where  you 
come  from,  whether  it's  Asia  or  Mexico  or  South  America  or  Europe 
or  wherever,  that  it's  important  to  preserve  your  culture.  But  it's 
also  important  that  if  you're  going  to  succeed  in  school  in  this  coun- 
try to  learn  English  as  soon  as  you  possibly  can. 

And  I  hope  that  parents  also  get  the  message  that  this  is  impor- 
tant as  well.  I  was  blessed  with  a  mother  who  understood  that, 
even  though  she  grew  up  in  a  predominantly  Spanish  speaking 
neighborhood  as  well.  Somehow  she  knew  in  her  heart  that  she 
needed  to  help  us  learn  English  as  quickly  as  possible  if  we  were 
going  to  make  good  grades. 

So  this  is  an  important  issue  and  we  appreciate  your  telling  us 
about  it  today. 

Mr.  Becerra.  And  if  I  can  sort  of  just  comment  on  what  you've 
just  said,  because  I  agree  with  the  gist  of  your  comments  as  well, 
I  don't  know  of  any  child  in  any  school  who  doesn't  understand 
English  well  who  wants  to  be  out  on  the  playground  not  being  able 
to  socialize  with  his  or  her  peers.  The  first  thing  that  child  wants 
to  do  is  be  able  to  communicate  with  those  folks  that  he  or  she 
wishes  to  play  basketball  or  whatever  the  activity  may  be. 

So  certainly  we  do  a  disservice  to  the  child  if  we  try  to  hold  them 
back.  And  as  I  mentioned  before,  some  folks  may  have  a  misunder- 
standing of  bilingual  education.  Bilingual  education  isn't  something 
where  you  go  from  K  through  12  studying  in  a  particular  native 
language.  Bilingual  education  for  the  most  part  is  a  three  year  pro- 
gram. In  some  cases  five,  in  some  cases  one  or  two. 

And  it's  certainly  focused  mostly  at  the  child  and  elementary 
school  level.  You  don't  receive  much  bilingual  education  at  the  jun- 
ior high  school  level,  because  by  that  time,  you're  really  talking 
about  a  kid  who  really  needs  to  learn  as  much  as  he  can  as  quickly 
as  he  can  and  it's  usually  ESL,  English  as  a  second  language,  be- 
cause that  child's  going  to  graduate,  and  you're  hoping  that  the 
child  has  already  received  some  education  beforehand. 

Bilingual  education  is  focused  on  a  very  young  child  who  doesn't 
know  how  to  add  yet,  doesn't  know  how  to  subtract,  because  he  or 
she  is  barely  starting  school.  But  if  you  have  a  teacher  trying  to 
teach  the  concept  of  two  plus  two  being  four,  if  the  child  can't  un- 
derstand what  two  is,  because  a  child  has  never  heard  two,  only 
heard  it  said  in  some  other  language,  you  lose  a  child  altogether. 

And  bilingual  education  is  that  transitional  tool  to  get  the  child 
learning  English  and  hopefully  not  falling  behind  in  the  other  sub- 
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jects  and  by,  as  I  said  before,  the  third,  in  some  cases  third  or 
fourth  or  a  year  or  so,  we  see  the  child  actually  transition  into  a 
fully  English  instruction  curriculum.  And  that's  what  the  focus  of 
bilingual  education  is. 

If  anyone  says  it's  otherwise,  then  I  think  they  don't  really  un- 
derstand the  concept.  And  whoever  defends  going  much  beyond 
that  is  really  not  talking  about  bilingual  education,  but  really  talk- 
ing about  instruction  in  another  language,  which  is  something  that 
none  of  us  here  are  trying  to  support. 

Mr.  Bonilla.  Very  good.  Thank  you,  Mr.  Becerra. 

Mr.  Becerra.  Thank  you  very  much. 


Wednesday,  May  15,  1996. 

WITNESS 

HON.  JON  D.  FOX,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE  COM- 
MONWEALTH OF  PENNSYLVANIA 

Mr.  Bonilla.  At  this  time,  the  subcommittee  would  be  glad  to 
hear  from  Jon  Fox  of  Pennsylvania,  who  is  going  to  speak  to  us 
about  women's  health  initiatives,  biomedical  research,  TRIO,  which 
I'm  delighted  to  be  a  strong  supporter  of,  student  aid,  job  training 
and  summer  youth. 

Mr.  Fox? 

Mr.  Fox.  Thank  you,  Mr.  Chairman. 

I  appreciate  the  opportunity  to  testify  in  support  of  several  Fed- 
eral programs  today.  I'm  more  than  aware  of  the  budgetary  pres- 
sures on  this  subcommittee.  I  know  it  has  had  to  make  some  tough 
decisions  in  appropriations  allocations.  I  salute  you  for  your  out- 
standing leadership  in  working  for  a  balanced  Federal  budget, 
while  preserving  those  worthy  initiatives  which  are  critical  to  our 
constituents. 

I  request  that  the  subcommittee  seriously  consider  appropria- 
tions requests  which  I  will  outline  which  will  have  a  positive  im- 
pact on  my  constituents  and  others.  Women's  health  initiatives  I 
will  cover  first,  if  I  may. 

Cardiovascular  disease,  cancer  and  osteoporosis  are  the  most 
causes  of  death,  disability  and  impaired  quality  of  life  on 
postmenopausal  women.  Before  1991,  clinical  researchers  had  pre- 
viously concentrated  mainly  on  white,  middle  class  men  and  paid 
little  attention  to  preventing  and  treating  diseases  that  are  unique 
to  or  more  common  in  women. 

However,  in  1991,  the  Women's  Health  Initiative  was  estab- 
lished, as  you  know,  to  address  such  important  health  issues.  Since 
its  inception,  the  Women's  Health  Initiative  is  making  great  strides 
to  accomplish  the  following  objectives:  to  strengthen  and  enhance 
research  related  to  diseases,  disorders  and  conditions  that  affect 
women,  and  to  ensure  that  research  conducted  and  supported  by 
NIH  adequately  addresses  issues  regarding  women's  health,  and  to 
ensure  that  women  are  appropriately  represented  in  biomedical 
and  behavioral  research  studies  supported  by  NIH,  and  to  develop 
opportunities  and  support  for  recruitment,  retention  and  advance- 
ment of  women  in  biomedical  careers. 
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In  summary,  this  vital  program  will  provide  important,  scientif- 
ically valid  information  for  women,  their  health  care  providers  and 
their  communities.  Furthermore,  this  information  will  reflect  the 
benefits  and  risks  of  preventive  approaches  and  the  means  of 
achieving  successful  adoption  of  these  behaviors. 

Mr.  Chairman,  continued  funding  for  this  program  is  of  utmost 
importance  for  the  health  of  women  across  the  country.  Clearly,  it 
is  important  that  women  have  the  informational  tools  they  need  to 
protect  themselves. 

I  therefore  urge  this  subcommittee  to  give  serious  consideration 
in  appropriating  the  requested  funding  for  this  initiative. 

In  biomedical  research,  I  am  aware  of  your  exceptional  leader- 
ship in  this  area,  and  I  know  that  you  share  my  commitment  to 
continuing  our  efforts  to  find  cures  for  the  diseases  which  strike  so 
many  of  our  families,  friends  and  neighbors.  I  salute  you  for  your 
past  support  and  urge  the  subcommittee  to  continue  to  follow  in 
your  footsteps  the  dedication  against  disease  with  which  you  and 
I  are  familiar. 

On  the  TRIO  education  programs,  our  Nation's  commitment  to 
providing  educational  opportunity  for  all  Americans  is  clearly  dem- 
onstrated by  the  five  Federal  TRIO  programs.  The  bipartisan  sup- 
port these  initiatives  have  enjoyed  for  many  years  is  an  indication 
of  their  success.  These  valuable  programs  include  educational  op- 
portunity centers,  the  Ronald  E.  McNair  post-baccalaureate 
Achievement  program,  Student  Support  Services,  Talent  Search 
and  Upward  Bound,  which  presently  serve  nearly  700,000  students 
in  the  country. 

In  my  district,  Fve  been  very  impressed  with  the  achievements 
of  305  students  served  by  our  TRIO  program.  And  as  you  know, 
TRIO  programs  serve  low  income  students  whose  parents  never 
graduated  from  college.  According  to  recent  census  data,  students 
in  the  lowest  income  quartile  are  13  times  less  likely  to  graduate 
from  college  by  age  24  than  students  in  the  highest  income  quar- 
tile. TRIO  is  a  highly  effective  way  of  ensuring  that  motivated,  tal- 
ented students  who  are  from  low  income  families  have  a  chance  to 
succeed  and  graduate  from  college.  TRIO  programs  currently  assist 
less  than  8  percent  of  those  eligible. 

Although  I  am  mindful  of  the  budgetary  decisions  you  face,  and 
the  members  of  your  committee,  I  urge  the  subcommittee  to  con- 
tinue its  past  commitment  to  this  worthwhile  endeavor.  An  alloca- 
tion of  $500  million  would  allow  this  critical  initiative  to  continue 
its  efforts  to  provide  educational  opportunity  to  needy  youth. 

Student  aid,  for  the  same  reasons,  we  should  also  continue  our 
support  for  student  financial  assistance  programs.  Providing  access 
to  higher  education  allows  hard  working  Americans  to  have  the  op- 
portunity to  achieve  their  fullest  potential  without  regard  to  their 
economic  conditions.  Our  Federal  student  aid  programs  are  the 
foundation  on  which  the  American  dream  can  be  built.  I  know  that 
the  subcommittee  shares  my  strong  support  for  our  continued  in- 
volvement in  this  area,  and  I  thank  you  again  for  your  leadership. 

In  regard  to  job  training  partnerships  and  summer  youth  em- 
ployment, these  are  some  of  the  most  important  and  valuable  ef- 
forts to  which  we  are  engaged.  I  have  heard  from  employers,  local 
governments  and  job  training  beneficiaries  about  the  tremendous 
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value  of  these  programs.  Businesses  and  local  governments  praise 
the  success  of  these  partnerships  in  completing  important  projects, 
and  more  importantly,  in  developing  a  work  ethic  and  skills  among 
our  young  people  and  job  training  participants.  Business  leaders 
particularly  note  the  flexibility  and  productivity  of  job  training  en- 
deavors. 

Summer  jobs  teach  young  people  the  value  of  hard  work,  build 
character  and  provide  them  with  a  productive  activity  while  they 
are  not  in  school.  Community  based  agencies  and  local  govern- 
ments benefit  significantly  from  the  diligent  work  of  these  youth. 
I  therefore  urge  the  committee  to  sufficiently  fund  job  training  and 
summer  youth  for  fiscal  year  1997. 

Again,  I  want  to  thank  you,  Mr.  Chairman,  and  the  committee, 
for  the  opportunity  to  testify  today  regarding  these  important  top- 
ics. 

Mr.  BONILLA.  Mr.  Fox,  we  appreciate  your  testimony  very  much. 
You  can  tell  by  the  realm  of  depth  that  you're  discussing  these  is- 
sues that  you're  really  in  touch  with  what  is  going  on  out  there, 
not  just  in  your  district  but  in  many  districts  in  this  country. 
Thank  you  very  much. 

Mr.  Fox.  Thank  you,  Mr.  Chairman.  I  appreciate  your  help. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  THE  HONORABLE  JON  D.  FOX 
BEFORE  THE  HOUSE  APPROPRIATIONS  COMMITTEE 
SUBCOMMITTEE  ON  LABOR -HHS -EDUCATION 
MAY  15,  1996 

Mr.  Chairman,  I  appreciate  the  opportunity  to  testify  in 
support  of  several  federal  programs .  I  am  more  than  aware  of  the 
budgetary  pressures  on  this  Subcommittee  and  I  know  it  has  had  to 
make  tough  decisions  in  appropriation  allocations.  I  salute  you 
for  your  outstanding  leadership  in  working  for  a  balanced  federal 
budget  while  preserving  those  worthy  initiatives  which  are  critical 
to  our  constituents.  I  request  that  the  Subcommittee  seriously 
consider  my  appropriations  requests,  which  positively  impact  my 
constituents  of  the  13th  Pennsylvania  district,  not  to  mention  the 
nation  as  a  whole. 

My  testimony  includes  requests  for  funding  for  the  following 
projects:  the  Women's  Health  Initiative,  biomedical  research,  TRIO 
educational  programs,  student  aid  funding,  and  job  training  and 
summer  youth  employment . 

Women's  Health  Initiative 

Cardiovascular  disease,  cancer,  and  osteoporosis  are  the  most 
common  causes  of  death,  disability,  and  impaired  quality  of  life  on 
postmenopausal  women.  Before  1991,  clinical  researchers  had 
previously  concentrated  mainly  on  white,  middle-class  men  and  paid 
little  attention  to  preventing  and  treating  diseases  that  are 
unique  to,   or  are  more  common  in,  women. 
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However,  in  1991,  the  Women's  Health  Initiative  was 
established  to  address  such  important  health  issues.  Since  its 
inception,  the  Women's  Health  Initiative  is  making  great  strides  to 
accomplish  its  following  objectives: 

o    to  strengthen  and  enhance  research  related  to  diseases, 
disorders,  and  conditions  that  affect  women,  and  to 
ensure  that  research  conducted  and  supported  by  NIH 
adequately  addresses  issues  regarding  women's  health; 

o    to  ensure  that  women  are  appropriately  represented  in 
biomedical  and  behavioral  research  studies  supported  by 
NIH;  and 

o    to  develop  opportunities  and  support  for  recruitment, 

retention,  and  advancement  of  women  in  biomedical  careers. 

In  summary,  this  vital  program  will  provide  important, 
scientifically-valid  information  for  women,  their  health  care 
providers,  and  their  communities.  Furthermore,  this  information 
will  reflect  the  benefits  and  risks  of  preventative  approaches  and 
the  means  of  achieving  successful  adoption  of  these  behaviors. 

Mr.  Chairman,  continued  funding  for  this  program  is  of  utmost 
importance  for  the  health  of  women  across  the  country.  Clearly,  it 
is  important  that  women  have  the  informational  tools  they  need  to 
protect  their  bodies. 
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. I,  therefore,  urge  the  Subcommittee  to  give  serious  consideration 
in  appropriating  the  requested  funding  for  this  initiative. 

Biomedical  Research 

Mr.  Chairman,  I  am  aware  of  your  exceptional  leadership  in  the 
area  of  biomedical  research  and  I  know  that  you  share  my  commitment 
to  continuing  our  efforts  to  find  cures  for  the  diseases  which 
strike  so  many  of  our  families,  friends,  and  neighbors.  I  salute 
you  for  your  past  support  and  I  urge  the  subcommittee  to  continue 
to  dedicate  sufficient  resources  to  the  battle  against  disease. 

TRIO  Educational  Programs 

Our  nation's  commitment  to  providing  educational  opportunity 
for  all  Americans  is  clearly  demonstrated  by  the  five  federal  TRIO 
programs.  The  bi-partisan  support  these  initiatives  have  enjoyed 
for  many  years  is  an  indication  of  their  success. 

These  valuable  programs,  which  include  Educational  Opportunity 
Centers,  the  Ronald  E.  McNair  Post -baccalaureate  Achievement 
Program,  Student  Support  Services,  Talent  Search  and  Upward  Bound, 
presently  serve  nearly  700,000  students.  In  Pennsylvania's  13th 
Congressional  District,  I  have  been  very  impressed  with  the 
achievements  of  the  3  05  students  served  by  our  TRIO  programs. 

As  you  know,  TRIO  programs  serve  low- income  students  whose 
parents  never  graduated  from  college. 
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According  to  recent  Census  data,  students  in  the  lowest  income 
quartile  are  13  times  less  likely  to  graduate  from  college  by  age 
24  than  students  in  the  highest  income  quartile .  TRIO  is  a  highly 
effective  way  of  ensuring  that  motivated,  talented  students  who  are 
from  low- income  families  have  a  chance  to  succeed  and  graduate  from 
college . 

TRIO  programs  currently  assist  less  than  8%  of  those  eligible. 
Although  I  am  mindful  of  the  budgetary  decisions  you  face,  I  urge 
the  Subcommittee  to  continue  its  past  commitment  to  this  worthwhile 
endeavor.  An  allocation  of  $500  million  would  allow  this  crucial 
initiative  to  continue  its  efforts  to  provide  educational 
opportunity  to  needy  youth.  Mr.  Chairman,  Members  of  the 
Subcommittee,  it  is  truly  an  honorable  endeavor  to  open  the  doors 
of  opportunity  for  many  hard-working,  intelligent  young  Americans. 

Student  Aid 

For  the  same  reason,  we  should  also  continue  our  support  for 
student  financial  assistance  programs .  Providing  access  to  higher 
education  allows  hard-working  Americans  to  have  the  opportunity  to 
achieve  their  fullest  potential  without  regard  to  their  economic 
conditions.  Our  federal  student  aid  programs  are  the  foundation  on 
which  the  American  dream  can  be  built.  I  know  that  the 
Subcommittee  shares  my  strong  support  for  our  continued  involvement 
in  this  area  and  I  thank  you  for  your  leadership. 
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Job  Training  /  Summer  Youth  Employment 

Mr.  Chairman,  job  training  partnerships  and  summer  youth 
employment  are  some  of  the  most  important  and  valuable  efforts  in 
which  we  are  engaged. 

I  have  heard  from  employers,  township  governments,  and  job 
training  beneficiaries  about  the  tremendous  value  of  these 
programs.  Businesses  and  local  governments  praise  the  success  of 
these  partnerships  in  completing  important  projects  and  more 
importantly  in  developing  a  work  ethic  and  skills  among  our  young 
people  and  job  training  recipients.  Business  leaders  particularly 
note  the  flexibility  and  productivity  of  job  training  endeavors. 

Summer  jobs  teach  young  people  the  value  of  hard  work,  build 
character,  and  provide  them  with  a  productive  activity  while  they 
are  not  in  school.  Community-based  agencies  and  local  governments 
benefit  significantly  from  the  diligent  work  of  these  youth. 

Mr.  Chairman,  I  urge  you  and  the  Members  of  the  Committee  to 
sufficiently  fund  job  training  and  summer  youth  job  programs  for 
Fiscal  Year  1997. 

In  closing,  I  thank  you  again  Mr.  Chairman  for  the  opportunity 
to  testify  before  this  Subcommittee  on  behalf  of  these  programs  and 
for  your  sensitivity  and  leadership.  I  appreciate  your  careful 
consideration  of  my  requests. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  ELIZABETH  FURSE,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  OREGON 

Mr.  Bonilla.  At  this  time  we'd  be  happy  to  hear  from  Elizabeth 
Furse,  who's  here  to  discuss  some  education  issues  important  to 
her  district  and  to  this  subcommittee. 

Ms.  Furse.  Thank  you,  Mr.  Chairman. 

Thank  you  so  much  for  letting  me  testify.  These  are  issues  that 
make  an  enormous  difference  in  my  district,  and  I  hope  I  might 
submit  a  fuller  statement. 

Mr.  Bonilla.  It  will  be  submitted  for  the  record. 

Ms.  Furse.  Thank  you. 

I  want  to  thank  you  for  the  past  support  for  and  encourage  con- 
tinued support  for  programs  such  as  Title  I,  Pell  Grants,  Perkins 
Loans,  State  Student  Incentive  Grants,  TRIO,  which  of  course  you, 
Mr.  Chairman,  are  so  involved  with,  and  Job  Corps.  These  pro- 
grams have  had  continued  success  in  my  district. 

Title  I  funding  has  improved  the  chances  for  low  income  and  lan- 
guage minority  students  to  succeed  in  school.  They  provide  that  es- 
sential service  to  the  local  education  process.  Our  children  really 
need  us  to  support  their  teachers  and  administrators  and  coun- 
selors, so  that  they  can  do  the  job  we  ask  those  teachers  and  ad- 
ministrators to  do. 

For  students  in  Oregon  and  around  the  country,  financial  aid 
means  access.  And  as  resources  decline  in  job  training  and  edu- 
cation, I'm  particularly  troubled  that  we  do  not  allow  access  to 
higher  education  to  be  only  that  of  the  privileged  few.  I  want  to 
make  sure  that  all  children  have  that  opportunity. 

The  Perkins  loan  program  offers  valuable  low  interest  loans  for 
families  who  are  financing  first  time  students.  I  am  really  con- 
cerned that  there  has  been  a  decline  in  the  Perkins  loan  part  of  the 
budget.  Many  students,  we  have  found,  choose  not  to  pursue  a  de- 
gree because  of  the  high  tuition  costs  and  lack  of  financial,  if  there 
is  a  lack  of  financial  aid. 

I'd  like  to  tell  you  just  about  one  student,  Mr.  Chairman,  if  I 
may.  Rebecca  Moon  Wolf  of  Portland,  Oregon,  got  her  fine  arts  de- 
gree from  the  Pacific  Northwest  College  of  Art  this  year.  When  I 
spoke  to  Rebecca  about  the  role  financial  aid  had  played  in  her 
education,  I  was  impressed  by  what  she  said.  She  said,  I  have  a 
little  brother  who  will  be  in  college  in  about  two  years.  And  she 
said,  I  really  hope  these  programs  survive.  Because  without  them, 
he'll  never  get  the  opportunity  I  did.  And  I  think  that  is  a  very 
truthful  statement. 

In  my  district,  over  3,800  students  receive  a  states  need  grant. 
It's  essential  that  we  continue  that  funding.  It  provides  financial 
aid  to  low  and  working  class  students. 

The  TRIO  program,  which  you've  given  such  support  to,  has  a 
long  history  of  success  in  Oregon.  TRIO  programs,  as  you  know, 
help  low  income  and  first  generation  students.  And  in  my  district 
alone,  1,830  students  participate  in  the  TRIO  program. 

There's  another  program  I'd  really  like  to  talk  about,  because  we 
have  a  proven  track  record  in  my  district,  and  that  is  Job  Corp. 
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The  Tongue  Point  Job  Corps  Center  is  in  Astoria,  Oregon  and  it 
serves  approximately  765  students.  These  are  the  most  disadvan- 
taged of  our  youth.  But  last  year,  82  percent  of  the  students  in  that 
Job  Corps  center  achieved  success.  They  either  obtained  jobs  or  are 
continuing  in  higher  education.  There  are  two  students  who  I  think 
exemplify  this,  Troy  Miller  of  Clackamas.  He's  22  years  old,  he's  an 
apprentice  plasterer  for  Cascade  Acoustics.  And  he  earns  $18  an 
hour. 

But  life  has  not  always  been  very  easy  for  Troy.  And  he  was  en- 
rolled in  Job  Corps,  and  it  moved  him  forward. 

Same  for  Robin  Ely.  She  had  a  terribly  difficult  childhood.  But 
she  went  to  Job  Corps,  completed  her  business  training  and  is  now 
in  a  job.  She  plans  to  pursue  a  masters  degree. 

I  want  to  thank  you,  Mr.  Chairman,  and  the  rest  of  the  commit- 
tee, for  this  opportunity  to  share  with  you  the  impact  of  Federal 
aid  in  Oregon's  first  district.  We  deserve  to  give  our  children  the 
very  best.  And  education  for  our  children  is  the  best  investment  we 
can  make. 

Thank  you  for  letting  me  testify. 

Mr.  Bonilla.  Thank  you,  Ms.  Furse. 

Among  the  many  good  issues  that  you  addressed  today,  aside 
from  TRIO,  as  you  mentioned,  and  I'm  a  big  supporter  of  that,  but 
the  Job  Corps  program  is  the  one  that  I  also  advocate  very  strong- 
ly. I'm  proud  to  have,  as  you  do,  a  very  successful  Job  Corps  center 
in  Laredo,  Texas.  And  it,  in  fact,  has  been  rated  number  one  for 
the  last  several  years  in  terms  of  success. 

So  we  appreciate  your  reiterating  the  importance  of  that  program 
and  the  others  as  well  that  you  mentioned.  Thank  you  very  much. 

Ms.  Furse.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Statement  of  Representative  Elizabeth  Furse 
before  the 

Appropriations  Subcommittee  on  Labor-HHS-Education 
in  support  of  education  funding 
May  15,  1996 

Mr.  Chairman,  and  members  of  the  subcommittee,   I  want  to  thank 
you  for  allowing  me  to  testify  before  you  today  regarding  my 
strong  support  of  education.     I  appreciate  your  past  support  of 
the  many  programs  before  your  Subcommittee  which  are  vital  to  my 
constituents,  and  I  want  to  encourage  your  continued  support. 
Programs  such  as  Title  I,   Pell  Grants,  Perkins  Loans,  State 
Student  Incentive  Grants  (SSIG),  TRIO  and  Job  Corps  have  had 
continued  success  in  my  district. 

Title  I  funding  has  improved  the  chances  of  low  income  and 
language  minority  students  to  succeed  in  school,  and  provides  an 
essential  federal  supplement  to  the  local  education  process. 
Jose  Romero,  Supervisor  of  the  ESL/Bilingual  Education  for 
Portland  Public  School  District  emphasized  that,   "with  Title  I 
money,  school  districts  can  hire  additional  teachers  who 
specialize  in  areas  such  as  math,  reading  or  science  to  help 
children  who  are  struggling  academically  based  on  their  low 
socioeconomic  status."     Our  children  need  our  support  to  enable 
their  teachers,  administrators  and  counselors  to  do  the  job  we 
ask  of  them. 

For  students  in  Oregon  and  around  our  country,   financial  aid 
means  access.     As  resources  for  all  levels  of  education  and 
vocational  training  decline,  we  are  making  it  more  difficult  for 
families  and  public  and  private  education  institutions  to  provide 
for  the  needs  of  students.     I  am  particularly  troubled  that 
access  to  higher  education  and  job  skills  could  be  left  to  a 
privileged  few. 

The  Perkins  Loan  Program  offers  valuable  low-interest  loans  for 
families  financing  first-time  students.     I  am  concerned  with  the 
decline  of  Perkins  Loans  in  the  1996  budget.     These  days  students 
are  often  funding  the  majority  of  their  education  through  loans 
and  increasing  their  indebtedness  to  get  a  college  degree.  While 
it  is  heartening  to  know  that  loans  are  made  more  available  to 
students  and  families,   I  am  greatly  concerned  about  the  soaring 
debt  other  high-interest  loans  place  on  the  student  after 
graduation.     Many  students  chose  not  to  pursue  a  degree  because 
of  the  high  tuition  costs  and  lack  of  financial  aid. 

At  Portland  State  University,  tuition  for  the  1996-1997  academic 
year  is  estimated  at  more  than  $10,000  and  the  maximum  Pell  Grant 
is  $2,470.     In  1985,  tuition  at  PSU  was  $6,060  and  the  Pell  Grant 
was  $2,100.     This  year  the  1996  budget  provides  an  increase  in 
the  maximum  award  for  Pell  Grants  to  $2,470,  but  the  Pell  Grant 
has  not  kept  pace  with  the  cost  of  attendance.     While  grateful 
for  the  increase,   I  believe  students  could  be  better  served  if 
the  award  were  funded  at  or  closer  to  its  authorized  level  of 
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$4,300. 

PSU,   located  in  an  urban  setting,  has  had  the  opportunity  to 
benefit  Oregonians  through  the  Title  XI--  Urban  Community 
Services  Grant,  which  allows  the  University  to  work  directly  with 
the  community  on  their  campus .     PSU  has  focused  on  endangered 
children  and  youth  to  provide  the  intervention  needed  to  improve 
students'   school  performance  and  motivate  them  to  stay  in  school. 
Additionally,  Title  III  grants  in  my  district  continue  to  help 
developing  institutions  strengthen  and  improve  upon  programs  and 
services  they  provide  for  students.     I  encourage  you  to  continue 
support  of  these  programs  in  that  funding  levels  will  ensure  that 
colleges  can  continue  to  improve  their  communities. 

Rebecca  Moon  Wolfe  of  Portland,  Oregon  received  her  Bachelor  of 
Fine  Arts  in  painting  on  Friday  May  10,   from  the  Pacific 
Northwest  College  of  Art.     Rebecca  received  financial  aid  which 
included  aid  in  the  form  of  Stafford  Loans,   Work  Study,  Federal 
Supplemental  Educational  Opportunity  Grant  and  a  Pell  Grant. 
When  I  spoke  to  Rebecca  about  the  role  of  financial  aid  she  said, 
"I  have  a  little  brother  who  will  be  in  college  in  about  two 
years.     I  hope  these  programs  survive;  without  them,  he'll  never 
get  the  opportunity  I  did." 

In  my  district,   3,837  students  who  are  attending  one  of  the  many 
public  and  private  schools  receive  a  State  Need  Grant.  Continued 
funding  of  State  Student  Incentive  Grants  is  essential  because  it 
provides  needed  financial  aid  dollars  to  low-  and  working  class 
students.     As  education  institutions  continue  to  withstand  the 
funding  limits  of  Oregon's  Measure  5,  the  presence  of  federal 
matching  dollars  has  assured  that  Oregon  can  maintain  its 
commitment  to  providing  state  aid  for  students. 

TRIO  programs  have  a  long  history  of  success.     In  community 
colleges  and  four-year  institutions,  TRIO  programs  instill  the 
dream  of  a  college  degree  in  young  students  who  would  otherwise 
not  think  about  higher  education.     TRIO  programs  help  the  low- 
income  and  first  generation  student  with  college  admissions 
tests,   tutoring  and  career  and  academic  planning. 

In  my  district  alone,   1,830  students  participate  in  TRIO 
programs.     The  Upward  Bound  program  at  Linfield  College  has  been 
providing  opportunities  to  disadvantaged  youth  for  24  years  and 
has  been  responsible  for  assisting  over  570  Yamhill  County  high 
school  students  in  pursuing  their  dreams  of  seeking  a  college 
education.     The  college  completion  rate  is  four  times  as  high  for 
Upward  Bound  students  as  those  students  from  similar  backgrounds 
who  did  not  participate  in  TRIO.     This  is  important  because 
Yamhill  County  has  a  very  low  undergraduate  degree  rate. 

I  want  to  mention  another  program  that  has  a  proven  track  record 
in  my  district-- Job  Corps.     The  Tongue  Point  Job  Corps  center  in 
Astoria,  Oregon  serves . approximately  765  of  our  most 
disadvantaged  young  people.     It  provides  them  with  the  education 
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and  training  they  require  for  their  future,  along  with  the 
structure  and  support  they  need  in  order  to  believe  that  they  can 
overcome  the  many  obstacles  they  face.     Last  year,   82%  of  these 
students  achieved  success  by  obtaining  jobs  or  continuing  on  to 
higher  education.     Along  the  way,  they  improved  their  reading  and 
math  abilities  by  nearly  two  grade  levels. 

Results  like  these  are  best  exemplified  by  more  student  success 
stories.     I  would  like  to  take  a  moment  to  tell  you  about  two 
young  people  and  how  Job  Corps  changed  their  lives.     Troy  Miller 
of  Clackamas  is  22  years  old.     He  is  employed  as  an  Apprentice 
Plasterer  for  Cascade  Acoustics  in  Tigard  where  he  earns  $18  per 
hour.     Life,  however,  has  not  always  gone  so  well  for  Troy.  It 
was  only  a  few  years  ago  that  he  enrolled  at  the  Tongue  Point  Job 
Corps  center;  a  young  man  without  the  education  and  training  to 
get  and  hold  a  good  job.     The  story  is  similar  for  Robin  Ely  of 
Portland.     She  entered  the  Tongue  Point  center  in  need  of  an 
opportunity.     She  worked  hard,  completed  her  business/clerical 
training  and  is  now  employed  as  a  placement  assistant  for  the 
Management  and  Training  Corporation.     She  even  plans  to  pursue  a 
Masters  degree  in  Business  Administration. 

Troy  and  Robin  are  but  two  of  the  many  outstanding  graduates  of 
the  Tongue  Point  Job  Corps  center  in  Astoria.     This  center 
recently  distinguished  itself  by  winning  two  awards  from  the 
National  Director  of  Job  Corps.     One  is  for  outstanding 
performance  during  the  last  year.     The  other  is  for  sustaining  a 
record  of  excellence  during  the  last  three  years.     I  am  proud,  as 
are  the  people  of  my  district,  to  have  such  an  exceptional 
facility  as  part  of  our  community. 

Again,   I  want  to  thank  the  Committee  for  the  opportunity  to  share 
the  impact  that  federal  financial  aid  has  had  on  Oregon's  First 
Congressional  District.     I  urge  the  Committee  to  continue  their 
commitment  to  providing  the  resources  which  enable  our  youth  to 
have  the  best  academic  future  they  strive  for.     The  education  of 
our  children  is  the  best  investment  we  can  make.     As  Congress, 
states  and  local  governments  prepare  to  size  budget  and  make 
difficult  decisions,   it  is  my  hope  that  we  continue  to  make  these 
sound  investments  in  education  funding  which  have  proven, 
meaningful  returns.       Thank  you. 
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Wednesday,  May  15,  1996. 

WITNESS 

HON.  JERROLD  NADLER,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  NEW  YORK 

Mr.  Bonilla.  At  this  time,  we  would  be  pleased  to  hear  from 
Jerry  Nadler  of  New  York,  who's  here  to  speak  to  us  about  some 
very  important  issues  involving  some  medical  research  in  the  New 
York  area. 

Mr.  Nadler? 

Mr.  Nadler.  Well,  thank  you  very  much,  Mr.  Chairman. 

I  appreciate  the  opportunity  to  testify  before  you  today,  to  bring 
your  attention  to  some  of  the  budget  concerns  for  my  district  in  the 
1997  fiscal  year. 

I  am  here  today  to  talk  about  the  very  critical  need  for  increased 
funding  for  breast  and  cervical  cancer  prevention  and  research  and 
for  AIDS  research,  treatment  and  prevention.  Breast  cancer  contin- 
ues to  be  one  of  the  most  prevalent  and  deadly  forms  of  cancer  in 
women  in  the  United  States.  According  to  the  National  Cancer  In- 
stitute, more  than  230,000  American  women  will  be  diagnosed  with 
breast  and  cervical  cancers  this  year,  and  more  than  50,000  will  die 
of  it. 

Until  we  find  out  how  to  prevent  these  diseases,  early  detection 
and  prompt  treatment  provide  a  good  weapon  in  reducing  suffering 
and  death.  With  improved  access  to  appropriate  screening  and  fol- 
low-up, nearly  every  one  of  the  cervical  cancer  deaths  and  30  per- 
cent of  the  breast  cancer  deaths  could  be  prevented  with  our  cur- 
rent medical  knowledge. 

It  is  crucial  to  increase  Federal  funding  for  the  Centers  for  Dis- 
ease Control  and  Prevention's  Breast  and  Cervical  Cancer  Control 
program,  which  provides  public  health  services  such  as  community 
based  breast  and  cervical  cancer  screening,  education  and  outreach 
for  medically  underserved  and  low  income  women.  At  the  current 
funding  level  of  $125  million,  only  a  limited  number  of  low  income 
and  elderly  women  who  face  significant  barriers  to  obtaining  such 
health  services  can  be  provided  with  appropriate  diagnostic  serv- 
ices. 

An  appropriation  of  $200  million  would  ensure  that  a  significant 
number  of  medically  underserved  women  in  all  50  states  who  need 
breast  and  cervical  cancer  screenings  will  have  effective  access  to 
them.  Without  access  to  screening,  women  face  dramatically  higher 
risks  for  delayed  diagnosis,  advanced  stage  breast  cancer,  increased 
mortality  and  higher  treatment  costs,  much  higher  treatment  costs, 
which  will  be  borne,  of  course,  by  the  taxpayers  ultimately. 

Early  detection  is  the  one  mechanism  that  can  help  to  save  lives 
while  also  saving  health  care  resources.  I  urge  you  to  increase 
funding  to  $200  million  for  this  CDC  program  and  you  can  then 
probably  decrease  funding  for  some  treatments  a  year  or  two  later. 

I  also  urge  support  of  $575  million  for  breast  cancer  research  at 
the  National  Cancer  Institute.  This  level  of  funding  would  allow 
the  NIH  to  expand  and  intensify  a  broad  range  of  breast  cancer  re- 
search, including  further  studies  on  genetic  epidemiology  and  envi- 
ronmental and  occupational  risk  factors  associated  with  breast  can- 
cer. 
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While  I  understand  that  tough  choices  must  be  made  in  this  time 
of  strict  budget  constraints,  I  believe  that  in  order  to  reduce  suffer- 
ing and  deaths  due  to  breast  and  cervical  cancers  we  must  ensure 
adequate  funding  for  prevention  and  research  in  these  areas. 

For  more  than  a  decade,  the  devastation  of  the  AIDS  epidemic 
has  reached  every  American  community  and  has  touched  many  of 
us,  most  of  us,  in  some  way  personally.  The  rate  of  infection  and 
its  unchecked  spread  that  cuts  across  gender,  ethnic  and  social 
lines  is  alarming  and  unacceptable. 

And  I'll  skip  some  of  the  statistics  here,  I'll  give  you  the  state- 
ment, because  I  know  a  vote  is  coming  up.  My  district  in  New  York 
City  is  in  many  ways  at  the  epicenter  of  the  AIDS  epidemic.  In 
New  York  City,  we  have  over  81,000  cases  of  AIDS,  the  highest 
number  of  any  city  in  the  country. 

I  strongly  support  and  urge  your  support  of  the  President's  fiscal 
year  1997  budget  request  to  increase  funding  for  AIDS  programs. 
We  must  maintain  a  coordinated  effort  and  continue  to  commit  to 
increase  funding  for  AIDS  research,  prevention  and  treatment. 

I  would  urge  that  the  committee  specifically  honor  the  Presi- 
dent's request  for  increases  to  $807  million  in  AIDS  care  to  $617 
million  for  prevention,  and  $1.4  billion  for  the  NIH  research  fund- 
ing. The  increased  resources  being  recommended  represent  merely 
the  growing  need. 

As  the  number  of  people  living  with  HIV  and  AIDS  continues  to 
rise,  and  access  to  private  health  care  remains  a  major  barrier, 
Ryan  White  Comprehensive  AIDS  Resource  Act  funds  are  more 
critical  than  ever.  I  urge  the  committee  to  support  the  President's 
request  for  $807  million  for  Ryan  White  CARE. 

As  we  continue  to  search  for  the  cure  for  AIDS,  prevention  is  the 
only  real  weapon  we  have  to  combat  this  disease.  Mr.  Chairman, 
experience  has  shown  that  interventions  which  involve  intensive, 
one-on-one  counseling,  multiple  sessions  and  community  level  ap- 
proaches are  effective  in  reducing  the  risk  of  HIV  infection.  I  urge 
the  committee  to  support  the  President's  request  of  $617  million, 
an  additional  $33.6  million  over  the  current  fiscal  year,  for  HIV/ 
AIDS  prevention  efforts  at  the  Centers  for  Disease  Control. 

Finally,  while  our  current  medical  research  efforts  have  made 
some  important  strides  in  trying  to  understand  the  pathogenesis  of 
AIDS  and  to  identify  promising  treatments,  much  more  must  be 
done  to  advance  our  knowledge  of  this  deadly  disease  in  order  to 
find  a  cure  for  people  with  AIDS. 

I  urge  the  committee  to  appropriate  the  President's  request  for 
a  $21.4  million  funding  increase  for  the  NIH,  bringing  the  total  for 
the  Office  of  Aids  Research  to  $1.4  billion.  This  increase  could  help 
us  to  gain  a  better  understanding  of  AIDS  and  move  us  closer  to 
a  cure. 

While  I  am  all  too  aware  of  the  competing  Federal  budget  de- 
mands we  face  in  the  Congress,  AIDS  is  an  epidemic  which  is  on 
the  rise.  It  is  tearing  at  the  fabric  of  our  communities.  The  impact 
is  felt  by  almost  everyone  in  every  walk  of  life.  I  urge  the  members 
of  the  committee  to  exert  leadership  on  this  issue  and  to  support 
increased  funding  to  a  level  adequate  to  effectively  address  the  ter- 
rible crisis,  and  with  research  and  prevention  efforts,  to  reduce  the 
cost  in  future  years  of  treatment  costs. 
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And  I  want  to  mention  that  we're  on  the  verge  of  converting 
AIDS  to  a  large  extent  into  a  chronic  disease,  which  means  that 
until  we  find  a  cure,  it's  just  going  to  mean  a  huge  increase  in  costs 
for  ongoing  treatment  of  a  chronic  disease. 

I  want  to  thank  the  committee  for  allowing  me  to  testify  today 
on  these  very  important  issues  which  affect  the  entire  Nation,  and 
thank  you  for  your  consideration  of  these  funding  requests. 

[The  prepared  statement  follows:] 
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REPRESENTATIVE  JERROLD  NADLER 
TESTIMONY  BEFORE  THE 
APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR. 
HEALTH  AND  HUMAN  SERVICES.  EDUCATION 

May  13 ,  1996 


Thank  you,  Mr.  Chairman.     I  am  Representative  Jerrold  Nadler 
of  New  York.     I  appreciate  the  opportunity  to  testify  before  you 
today  to  bring  to  your  attention  some  of  my  budget  concerns  for 
the  1997  fiscal  year.     I  am  here  today  to  impress  upon  you  the 
dire  need  for  additional  increases  in  funding  for  breast  and 
cervical  cancer  prevention  and  breast  cancer  research,  and 
increased  funding  for  AIDS  research,  treatment,  and  prevention. 

The  number  of  American  women  who  die  from  breast  and 
cervical  cancer  is  alarming.     Breast  cancer  continues  to  be  one 
of  the  most  prevalent  forms  of  cancer  in  women  in  the  United 
States.     According  to  the  National  Cancer  Institute,  more  than 
230,000  American  women  will  be  diagnosed  with  breast  and  cervical 
cancers  this  year,  and  more  than  50,000  will  die. 

Until  we  find  out  how  to  prevent  these  diseases,  early 
detection  and  prompt  treatment  provide  a  good  weapon  in  reducing 
suffering  and  death.     According  to  the  Centers  for  Disease 
Control  and  Prevention  (CDC) ,  with  improved  access  to  appropriate 
screening  and  follow-up,  nearly  every  one  of  these  cervical 
cancer  deaths  and  30  percent  of  the  breast  cancer  deaths  could  be 
prevented . 


It  is  crucial  to  increase  federal  funding  for  the  Centers 
for  Disease  Control  and  Prevention's  Breast  and  Cervical  Cancer 
Control  Program  (BCCCP)  which  provides  vital  public  health 
services,  such  as  community-based  breast  and  cervical  cancer 
screening, . education,  and  outreach  for  medically  underserved  and 
low-income  women.     At  the  current  funding  level  of  $125  million, 
only  a  limited  number  of  low-income  and  elderly  women  who  face 
significant  barriers  to  obtaining  such  health  services  can  be 
provided  with  appropriated  diagnostic  services.     An  appropriation 
of  $200  million  would  ensure  that  a  significant  number  of 
medically  underserved  women  in  all  50  states  who  need  breast  and 
cervical  cancer  screenings  have  access  to  them. 

Without  access  to  screening,  women  face  dramatically  higher 
risks  for  delayed  diagnosis,  advanced  stage  breast  cancer, 
increased  mortality  and  higher  treatment  costs.     Early  detection 
is  the  one  mechanism  that  can  help  to  save  lives  while  also 
saving  health  care  resources.     We  urge  you  to  increase  funding  to 
$200  million  for  this  CDC  program. 
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I  also  urge  your  support  of  $575  million  for  breast  cancer 
research  at  the  National  Cancer  Institute  (NCI) .     These  funds 
would  allow  the  National  Institutes  of  Health  to  expand  and 
intensify  a  broad  range  of  breast  cancer  research,  including 
further  studies  on  genetic  epidemiology  and  environmental  and 
occupational  risk  factors  associated  with  breast  cancer. 

While  I  understand  that  tough  choices  must  be  made  in  this 
time  of  strict  budget  constraints,  I  believe  that  in  order  to 
reduce  suffering  and  deaths  due  to  breast  and  cervical  cancers, 
we  must  ensure  adequate  funding  for  prevention  and  research. 

For  more  than  a  decade,  the  devastation  of  the  AIDS  pandemic 
has  reached  every  American  community  and  has  touched  each  of  us 
in  some  way  personally.     The  rate  of  infection  and  its  unchecked 
spread  that  cuts  across  gender,  ethnic,  and  social  lines  is 
alarming  and  unacceptable. 

AIDS  is  the  leading  cause  of  death  among  all  American  men 
and  women  aged  25  and  44.     Over  half  a  million  Americans  have 
been  diagnosed  with  AIDS  and  over  300,000  have  died.     What  is 
even  more  alarming  is  that  there  are  more  than  1  million  people 
who  are  believed  to  be  HIV-positive  in  the  U.S.,  who  have  not  yet 
contracted  AIDS.     Since  AIDS  was  first  identified  in  the  early 
1980 's  there  is  still  no  cure  in  sight  —  our  work  to  find  a  cure 
for  AIDS  has  just  begun. 

My  district  in  New  York  City  is,  in  many  ways,  at  the 
epicenter  of  the  AIDS  epidemic.     In  New  York  City,  we  have  over 
81,000  cases  of  AIDS  —  the  highest  number  of  any  city  in  the 
country . 

I  strongly  support  the  President's  FY  1997  budget  request  to 
increased  funding  for  AIDS  programs.     We  must  maintain  a 
coordinated  effort  and  continue  to  commit  to  increase  funding  for 
AIDS  research,  prevention,  and  treatment. 

I  would  urge  that  the  Committee  honor  the  President's 
requests  for  increases  to  $807  million  in  AIDS  care,  to  $617 
million  for  prevention,  and  $1.4  billion  for  the  National 
Institutes  of  Health  (NIH)  research  funding.     The  increased 
resources  being  recommended  truly  represent  the  growing  need. 

AIDS  CARE-    As  the  number  of  people  living  with  HIV  and  AIDS 
continues  to  rise,  and  access  to  private  health  care  remains  a 
major  barrier,  Ryan  White  Comprehensive  AIDS  Resources  Act  funds 
are  more  critical  than  ever.     I  urge  the  Committee  to  support  the 
President's  request  for  $807  million,  a  99.1  million  increase 
over  expected  FY  1996  levels,  for  Ryan  White  CARE.     This  increase 
would  help  to  maintain  and  increase  access  to  a  number  of 
programs  which  assist  in  early  intervention,  and  health  care  for 
thousands  of  Americans. 
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Prevention-    As  we  continue  to  search  for  the  cure  for  AIDS, 
prevention  is  the  only  real  weapon  we  have  to  combat  this 
disease.     Mr.  Chairman,  experience  has  shown  that  interventions 
which  involve  intensive,  one-on-one  counseling,  multiple 
sessions,  and  community-level  approaches  are  effective  in 
reducing  the  risk  of  HIV  infection. 

I  urge  the  Committee  to  support  the  President's  request  of 
$617  million,  an  additional  $33.6  million,  for  HIV/AIDS 
prevention  efforts  at  the  Centers  for  Disease  Control. 

AIDS  Research-    While  our  current  medical  research  efforts 
have  made  some  important  strides  in  trying  to  understand  the 
pathogenesis  of  AIDS  and  to  identify  promising  treatments,  much 
more  must  be  done  to  advance  our  knowledge  of  this  deadly  disease 
and  to  find  a  cure  for  all  people  with  AIDS. 

I  urge  the  Committee  to  honor  the  $24.1  million  funding 
increase  recommended  by  the  President  for  the  NIH,  bringing  the 
total  for  the  Office  of  AIDS  Research  to  $1.4  billion.  This 
increase  could  help  us  to  gain  a  better  understand  of  AIDS, 
moving  us  closer  to  a  cure. 

While  I  am  all  too  aware  of  the  competing  federal  budget 
demands  we  face  in  the  Congress,  AIDS  is  an  epidemic  which  is  on 
the  rise.     It  is  tearing  at  the  fabric  of  our  communities.  The 
impact  of  this  epidemic  is  felt  by  everyone,   in  every  walk  of 
life.     I  urge  the  Members  of  this  Committee  to  exert  your 
leadership  on  this  issue  and  support  increased  funding  to  a  level 
adequate  to  effectively  address  this  terrible  crisis. 

I  want  to  thank  the  Committee  for  allowing  me  to  testify 
today  before  you  on  these  very  important  issues  which  not  only 
affect  my  district,  but  also  the  nation.     Thank  you  for  your 
consideration  of  my  funding  requests. 
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Mr.  Bonilla.  Thank  you,  Mr.  Nadler.  The  issues  that  you  out- 
lined are  important  to  the  entire  Nation,  and  rest  assured  that  this 
subcommittee  is  working  hard  to  try  to  do  all  we  can  for  them. 

Mr.  Nadler.  I  appreciate  that.  Thank  you. 

Mr.  Bonilla.  The  committee  will  stand  adjourned  until  10:00 
a.m.  tomorrow. 


Thursday,  May  16,  1996. 


WITNESS 

HON.  RALPH  M.  HALL,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  TEXAS 

Mr.  Istook  [presiding].  We  will  call  the  hearing  to  order. 

Chairman  Porter  is  unable  to  be  here  and  asked  that  I  chair  on 
his  behalf.  We  are  continuing  this  morning  to  receive  testimony 
from  Members  of  Congress.  We've  got  a  large  number  of  members 
testifying  and  we  have  allotted  five  minutes  for  each  one.  So,  as 
best  you  can,  we  do  ask  that  everyone  hold  their  presentation  down 
to  five  minutes  and  then  submit  anything  you  need  to  for  the 
record. 

Congressman  Hall,  we're  glad  you  are  here.  The  time  is  yours. 

Mr.  Hall.  Mr.  Chairman  and  members,  I  thank  you  for  the  op- 
portunity to  appear  before  you.  I  do  have  a  statement  and  I  hope 
I  read  from  a  printed  page  well  because  I  have  not  had  a  chance 
to  even  read  my  statement  before  now.  So,  as  I  say,  I  am  being  fair 
with  the  committee,  I'm  reading  it  to  you  for  the  first  time  that  I 
read  it  to  myself.  But  I  do  know  what  I  want  to  say  about  the  sup- 
port of  the  Job  Corps. 

We  have  a  Job  Corps  in  our  district.  I  think  Congressman  Ray 
Roberts  was  instrumental  in  having  it  come  to  McKinney.  I'll  take 
part  of  my  time  just  to  tell  you  a  political  story  that  happened  be- 
tween Lyndon  Johnson  and  Ray  Roberts  when  the  Civil  Rights  Act 
came  up.  He  asked  Ray  to  support  it  and  Ray  said,  you  know,  I 
have  the  old  Rayburn  district  and  that's  a  redneck  district  and  I 
can't  support  that.  I  was  there,  I  listened.  Lyndon  said,  well  you 
better,  Ray.  And  Ray  said,  why,  what  are  you  talking  about  Mr. 
President?  And  Lyndon  said,  do  you  enjoy  having  the  veterans  hos- 
pital there  in  McKinney  in  your  district?  And  Ray  says,  oh,  I  know 
you  wouldn't  move  that.  And  Lyndon  said,  Ray,  you  better  vote  for 
the  Civil  Rights  Act.  Jake  Pickle  was  there  too  and  he  turned  to 
Jake  and  said,  Jake,  are  you  going  to  vote  for  it?  And  Jake  shook 
his  head,  you  know  like  Jake  did,  and  he  said,  oh,  Mr.  President — 
and  Lyndon  said,  don't  Mr.  President  me,  this  is  old  Lyndon  you're 
talking  to.  You  better  vote  for  that  Civil  Rights  Act.  Ray  Roberts 
didn't  vote  for  it  and  in  six  weeks  there  was  a  study  of  the  feasibil- 
ity of  moving  the  Veterans  Administration  office  and  a  400-bed  hos- 
pital to  Dallas,  and  in  six  months  they  moved  it.  Lyndon  kept  his 
word. 

So  that's  the  way  we  have  the  Job  Corps  there.  That's  where  this 
facility  is  now.  I'm  not  happy  that  they  moved  the  veterans  hos- 
pital out  of  my  district  and  out  of  the  city  of  McKinney,  but  we  are 
pleased  to  have  the  Job  Corps  there  because  it  has  meant  an  awful 
lot  to  a  lot  of  families,  to  a  lot  of  youngsters  that  would  not  have 
had  an  opportunity  but  for  the  training  that  they  get  there. 
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So  I  am  here  today  to  voice  my  support  for  Job  Corps.  The 
Fourth  District  of  Texas,  that  I  represent,  is  fortunate  to  host  the 
North  Texas  Job  Corps  Center  in  McKinney,  Texas.  McKinney  is 
a  city  about  15  or  18  miles  north  of  Dallas  and  is  experiencing 
great  spill-over  from  Dallas.  It  is  a  rapidly  growing  area  with  a  lot 
of  needs.  This  is  the  center  that  was  recently  selected  by  the  Na- 
tional Job  Corps  Coalition  to  receive  the  first  national  Alpha  Award 
for  outstanding  community  support. 

The  North  Texas  Center  is  a  prime  example  of  how  a  private- 
public  partnership  can  work  for  the  benefit  of  local  communities 
and  at-risk  youth.  The  North  Texas  Center  serves  approximately 
900  students  from  low-income  families  each  year.  Mayor  John  Gay 
has  been  one  of  the  center's  strongest  backers,  and  McKinney's 
civic  leaders  and  citizens  are  involved  in  the  center's  community  re- 
lations council.  They  assist  in  locating  resources  to  address  special 
needs  of  students.  They  provide  leisure  time  employment  for  stu- 
dents, and  they  frequently  serve  as  mentors  and  motivational 
speakers  for  these  youngsters.  This  very  close  relationship  with  the 
community  I  think  has  been  a  key  to  the  North  Texas  Center's  suc- 
cess. 

The  real  key  to  it  though  is  how  they  run  these  centers  and  get- 
ting the  right  people  to  run  these  centers  whose  heart  is  in  the 
right  place  and  also  have  the  business  sophistication  to  make  it 
work.  The  Job  Corps  is  committed  to  the  vocational,  academic,  and 
social  development  of  its  students.  The  North  Texas  director,  John 
Henry  Young,  now  works  very  closely  with  the  corporate  sponsor, 
which  is  the  Vinnell  Corporation  of  Fairfax,  Virginia,  and  commu- 
nity leaders  to  ensure  the  program's  success. 

Students  receive  basic  education  as  well  as  training  in  a  variety 
of  vocations.  They  live  in  campus  dormitories  and  receive  living 
and  clothing  allowances,  medical  and  other  benefits.  They  have 
pretty  much  the  run  of  the  city.  They  are  sought  out  there  to  co- 
mingle  with  our  city.  They  have  an  opportunity  to  participate  in  a 
wide  variety  of  activities  and  a  quality  placement  service  helps  lo- 
cate employment  for  them.  That's  the  key  to  whether  or  not  they 
are  successful  or  unsuccessful.  I  think  this  wholesome  living  and 
educational  environment  provides  a  safe  harbor  for  these  students 
and  gives  them  hope  for  a  brighter  future.  The  North  Texas  Center, 
along  with  more  than  100  Job  Corps  centers  across  the  country,  is 
an  example  of  what  can  be  done  to  help  at-risk  youth  become  more 
responsible,  employable,  and  productive  citizens. 

Actually,  you  can  tell  a  lot  about  a  facility  when  you  walk  in.  I 
take  the  opportunity  to  go  over  there  to  the  center,  I  try  to  go  quar- 
terly but  I  don't  always  get  there  that  often,  and  I  see  a  happy  fa- 
cility and  I  see  a  good  communications  with  those  that  run  the  cen- 
ter and  those  who  avail  themselves  of  it,  coupled  with  support  by 
the  mayor,  the  council,  the  Chamber  of  Commerce.  It  is  a  facility 
that  they  are  very  proud  of  and  they  show  their  pride  by  support- 
ing it.  I  certainly  think  this  program  administered  by  the  Depart- 
ment of  Labor  is  a  program  that  works  because  it,  like  the  WPA 
and  other  programs  of  the  New  Deal,  a  lot  them  didn't  work  but 
the  ones  that  did  work  were  the  ones  that  dealt  with  the  dignity 
of  work,  that  gave  people  an  opportunity.  Opportunity  spawns  dig- 
nity, and  that  is  what  this  program  is  all  about.  With  that,  I  thank 
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the  committee  and  would  hope  that  you  don't  have  any  questions 
for  me. 

[The  prepared  statement  follows:] 
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SUBCOMMITTEE  ON  LABOR,  HHS,  AND  EDUCATION 

i 

May  15,  1996 

HON.  RALPH  M.  HALL 

In  Support  of  Job  Corps  Program 


MR.  CHAIRMAN.   I  am  here  today  to  voice  my 
support  for  Job  Corps.  The  Fourth  District  of  Texas, 
which  I  represent,  is  fortunate  to  host  the  North 
Texas  Job  Corps  Center  in  McKinney.  This  is  the 
Center  that  was  recently  selected  by  the  National  Job 
Corps  Coalition  to  receive  the  first  national  Alpha 
Award  for  outstanding  community  support. 

The  North  Texas  Center  is  a  prime  example  of 
how  a  public-private  partnership  can  work  for  the 
benefit  of  local  communities  and  at-risk  youth.  The 
North  Texas  Center  serves  approximately  900 
students  from  low-income  families  each  year.  Mayor 
John  Gay  has  been  one  of  the  Center's  strongest 
backers,  and  McKinney's  civic  leaders  and  citizens  are 
involved  in  the  Center's  Community  Relations  Council. 
They  assist  in  locating  resources  to  address  special 
needs  of  students.  They  provide  leisure  time 
employment  for  students,  and  they  frequently  serve 
as  mentors  and  motivational  speakers.  This  close 
working  relationship  with  the  community  has  been  a 
key  to  the  North  Texas  Center's  success. 

As  you  know,  Job  Corps  is  committed  to  the 
vocational,  academic,  and  social  development  of  its 
students.  The  North  Texas  director,  John  Henry 
Young,  works  closely  with  both  the  corporate  sponsor 
--  the  Vinnell  Corporation  of  Fairfax,  Virginia  -  and 
community  leaders  to  ensure  the  program's  success. 
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Students  receive  basic  education  as  well  as  training  in 
a  variety  of  vocations.  They  live  in  campus 
dormitories  and  receive  living  and  clothing 
allowances,  medical  and  other  benefits.  They  have 
an  opportunity  to  participate  in  a  wide  variety  of 
activities,  and  a  quality  placement  service  helps  them 
locate  employment. 

This  wholesome  living  and  educational 
environment  provides  a  safe  harbor  for  these  students 
--  and  gives  them  hope  for  a  brighter  future.  The 
North  Texas  Center  --  along  with  the  more  than  100 
Jobs  Corps  Centers  across  the  country  ~  is  an 
example  of  what  can  be  done  to  help  at-risk  youth 
become  more  responsible,  employable,  and  productive 
citizens. 

Mr.  Chairman,  this  program  administered  by  the 
Department  of  Labor  is  a  program  that  works,  and  I 
urge  your  continued  support. 
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Mr.  ISTOOK.  Well,  I  did  have  one  simple  one,  but  I  can  hold  it. 

Mr.  Hall.  I  believe  I  could  try  to  answer  that. 

Mr.  Istook.  I  was  just  curious.  I  have  a  Job  Corps  center  in  my 
district  and  it  seems,  and  I  haven't  checked  recently,  it  seems  that 
most  of  the  siudents  there  tend  to  come  from  Louisiana  to  Guthrie, 
Oklahoma  for  that.  I  was  just  wondering,  if  you  are  able  to  keep 
up  with  it,  from  what  areas  do  the  students  at  the  McKinney  cen- 
ter usually  tend  to  come? 

Mr.  Hall.  You  know,  I  don't  have  that  recent  information.  But 
many  of  our  students  came  from  Houston  at  one  time.  I  do  not 
know  the  mix  at  this  time,  but  I  certainly  will  find  out,  Mr.  Chair- 
man, and  send  it  to  you  and  let  you  distribute  it  to  the  committee. 

Mr.  Istook.  That  would  be  fine.  It  is  nothing  crucial.  It  was  just 
a  point  of  curiosity.  Mr.  Stokes,  did  you  have  any  questions? 

Mr.  Stokes.  No  questions,  Mr.  Chairman.  I  appreciate  the  gen- 
tleman's testimony.  I  have  been  privileged  to  have  one  of  the  Job 
Corps  centers  in  my  Congressional  district  since  the  inception  of 
the  program.  I  can  testify,  as  you  have,  to  the  kind  of  contribution 
it  has  made  to  the  lives  of  young  people  who  otherwise  would  have 
no  where  else  to  turn  either  for  the  kind  of  social  services  they  get 
or  the  type  of  job  training  they  get.  Additionally,  I  wanted  to  thank 
you  for  sharing  with  us  the  Lyndon  B.  Johnson  story.  We've  heard 
a  lot  of  them  over  the  years  but  I'd  never  heard  this  particular  one. 

Mr.  Hall.  Can't  you  just  see  Jake  Pickle  scratching  his  head, 
now  wait  a  minute,  Mr.  President. 

Mr.  Stokes.  Oh,  I  can  see  it.  It  was  a  good  story. 

Mr.  Hall.  I  thank  you.  Like  I  said,  I've  known  this  facility  when 
I  didn't  have  a  lot  of  pride  in  and  the  key  to  it  is  the  leadership 
and  the  operation  of  it,  the  input  and  the  background,  the  ability 
and  the  heart  that  whoever  is  running  it  puts  into  it.  We  have  that 
operation  going  in  McKinney  today.  Thank  you,  Mr.  Chairman. 

Mr.  Istook.  Very  good.  Mr.  Riggs,  did  you  have  any  questions? 

Mr.  Riggs.  No  questions,  Mr.  Chairman. 

Mr.  Istook.  Okay.  Thank  you  very  much,  Congressman  Hall. 


Thursday,  May  16,  1996. 

witnesses 

HON.  DON  YOUNG,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  ALASKA 

HON.  DOUG  BEREUTER,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  NEBRASKA 

Mr.  Istook.  We  have  next  I  believe  a  joint  presentation,  Con- 
gressman Young  and  Congressman  Bereuter.  I  believe  you  had  a 
presentation  of  the  Close  Up  program.  We  would  allot  each  of  you 
the  five  minutes.  So  if  you  can  stay  within  that,  that  would  help 
us  make  sure  we  get  everyone  in. 

Mr.  YOUNG.  Mr.  Chairman,  if  I  may,  I  would  like  to  submit  for 
the  record  my  written  testimony.  But  one  of  the  things  I  would  like 
to  suggest  is  the  Allen  J.  Ellender  Fellowship  program  adminis- 
tered by  the  Close  Up  Foundation  is  probably  the  best  investment 
of  money  we  can  get.  I  have  been  very  supportive  of  this  operation 
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for  many  years,  helped  raise  money  for  it  through  different  people 
in  the  private  sector. 

To  give  you  some  idea  though  of  the  participation  over  the  last 
24  years,  we  have  had  over  8,400  Alaskan  students  attend  this  pro- 
gram. I  have  file  after  file  of  comments  by  the  students  saying  this 
is  the  best  week  they  have  ever  spent  in  their  lives  in  learning 
about  Washington,  D.C.,  what  Congress  does,  what  the  executive 
branch  does,  and  what  the  judicial  branch  does,  and  just  under- 
standing Government.  I  have  had  cases  where  students  that  were 
actually  problem  students  came  to  this  program  and  ended  up 
graduating  from  college  because  it  gave  them  incentive  to  go  forth. 
I  have  had  students  from  the  rural  areas  of  Alaska,  which,  most 
of  you  may  not  know,  are  areas  that  have  absolutely  no  connection 
with  the  outside  world  other  than  television.  No  physical  access 
other  than  airplanes,  and  I'm  talking  about  getting  in  an  airplane 
and  flying  400  miles  to  go  to  a  grocery  store,  and  have  them, 
through  their  one  school  with  six  or  seven  or  eight  students,  pick 
one  student,  raise  the  money  locally,  send  the  student  down  here 
to  participate  in  this  program  for  a  week,  and  have  them  go  back 
and  become  leaders  not  only  in  the  village,  but  actually  leaders  in 
the  State. 

So  I  can't  speak  highly  enough  of  this  program  and  the  results 
of  the  program.  It  is  one  of  the  classic  examples  of  what  can  be 
done  with  a  little  amount  of  money  and  the  results  being  people 
having  more  faith  in  this  Government,  and  that's  one  thing  this 
country  needs  right  now  is  to  gain  the  faith  and  insight  into  this 
Government  of  ours  that  we  have  in  this  country  that  is  necessary 
for  them  to  continue  to  believe  in  the  great  United  States. 

My  written  testimony  is  a  little  more  complex  and  I  have  a  lot 
of  figures  in  it.  I  would  like  to  submit  it  for  the  record  and  just  tell 
you  that  this  is  one  program  that  we  can  ill  afford  to  lose.  Also, 
I  would  suggest  that  it  is  probably  the  best  investment  per  dollar 
that  we  have  today  in  the  Congress.  I  yield  the  rest  of  my  time  to 
Mr.  Bereuter. 

Mr.  Istook.  Mr.  Bereuter. 

Mr.  Bereuter.  Thank  you,  Mr.  Chairman  and  members  of  the 
subcommittee.  Thank  you  for  the  opportunity  to  testify  in  behalf  of 
the  Close  Up  program.  I  have  done  this  before  because  I  feel  so 
strongly  about  the  Close  Up  program.  You  have  just  heard  my  col- 
league give  his  comments  from  the  heart  about  it.  I  think  I  was  in 
my  second  year  in  Congress  when  I  was  asked  to  speak  to  some 
of  the  administrators  and  teachers  who  were  here  accompanying 
students.  They  have  a  very  separate  educational  program;  they  are 
not  chaperons.  At  that  time,  my  State  was  not  participating.  There 
were  43  States  that  were  participating  at  that  time.  Today,  we 
probably  have  about  the  highest  per  capita  participation  in  the 
country.  I  have  given  a  lot  of  effort  to  working  with  the  Close  Up 
program  to  make  sure  that  even  students  from  the  smallest  schools 
and  most  remote  schools  have  an  opportunity  to  join  with  other 
schools  and  participate. 

I  think  it  is  the  outstanding  education  program  that  brings 
Americans  to  the  Nation's  Capital  regardless  of  age  group.  I  think 
that  it  makes  a  difference  in  these  students'  lives.  I  think  they  are 
much  more  likely  to  become  active  and  involved  citizens  the  rest 
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of  their  life.  And  certainly  for  some  of  them  it  provides  the  stimula- 
tion necessary  for  them  to  successfully  complete  their  high  school 
education  and  to  move  on  into  technical  or  collegiate  studies  be- 
yond. 

The  Ellender  program,  of  course,  is  the  element  that  provides  the 
scholarships  for  the  low-income  and  minority  students  to  partici- 
pate here.  Last  year,  because  of  severe  pressures  on  this  sub- 
committee and  the  appropriations  committees  generally,  the  House 
zeroed  out  the  $3  million  requested.  I  am  pleased  to  say  it  was 
eventually  funded  at  $1.5  million.  There  is  a  great  deal  of  corporate 
and  private  support  for  Close  Up,  but  the  Ellender  program,  for  ex- 
ample, has  moved  from  bringing  in  2,499  students  in  the  1987-88 
school  years  to  5,938  during  the  1994r-95  school  year.  These  are 
just  scholarship  students  that  are  helped  by  the  Ellender  program. 
Without  that  program,  I  think  many  disadvantaged  students  sim- 
ply would  not  be  able  to  attend.  That's  despite  the  fact  that  many 
schools  in  my  district  provide  over  half  of  the  cost  themselves  out 
of  their  own  budget  for  minority  students.  This  program  has  been 
very  influential,  for  example,  in  bringing  Indian  students,  Native 
Americans  from  my  district  who  would  otherwise  not  have  at- 
tended. The  same  is  true  of  minorities  in  our  urban  areas.  And  it 
provides  special  programs  for  handicapped  students.  I  have  spoken 
to  groups  of  students  that  were  almost  all  hearing  impaired  as  a 
part  of  their  effort  to  reach  out  to  students. 

Mr.  Chairman  and  members  of  the  committee,  I  would  like  an 
opportunity  to  put  my  entire  statement  in  the  record.  Congressman 
Tim  Roemer,  who  could  not  be  here  today,  also  asked  for  similar 
treatment  for  his  testimony. 

I  wanted  to  mention  particularly  to  the  Chairman  that  the  presi- 
dent and  founder  of  the  Close  Up  program,  Steve  Janger  is  here 
today  and  he  is  a  native  Oklahoman  and  extraordinarily  proud  of 
that  fact.  We  have  a  little  contest  from  year  to  year  between  Mr. 
Janger  and  myself  about  football. 

Mr.  Istook.  I  understand  that  and  I  can  certainly  understand 
why  Mr.  Janger  and  others  from  Oklahoma  feel  it  necessary  to  ex- 
press their  pride  in  the  Sooner  State  to  you  and  your  compatriots. 

Mr.  Bereuter.  Thank  you  for  hearing  my  testimony. 

Mr.  Istook.  Certainly.  And  we  will  also  have  Congressman  Roe- 
mer's  statement  included  in  the  record  as  well.  Thank  you  for  your 
testimony,  Congressman  Young,  Congressman  Bereuter.  Do  we 
have  questions  from  members? 

Mr.  Stokes.  No  questions,  Mr.  Chairman. 

Mr.  Istook.  Mr.  Riggs? 

Mr.  Riggs.  No  questions. 

Mr.  Istook.  Very  good.  Thank  you  very  much.  I  hope  you  can  de- 
cide which  of  your  States  actually  has  the  highest  per  capita  par- 
ticipation. [Laughter.] 

Mr.  RlGGS.  That  was  the  one  point  on  which  you  disagreed. 
[Laughter.] 

[The  prepared  statements  follow:] 
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STATEMENT  OF  THE  HONORABLE  DON  YOUNG 
SUBMITTED  TO  THE 
HOUSE  COMMITTEE  ON  APPROPRIATIONS 
SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
EDUCATION  AND  RELATED  AGENCIES 
MAY  16,  1996 


Mr.  Chairman,  members  of  the  Subcommittee,  I  am  delighted  to  be  here  today  to  offer  my 
strong  support  for  the  Allen  J.  Ellender  Fellowship  Program,  administered  by  the  Close  Up 
Foundation.  I  have  been  a  long  time  supporter  of  Close  Up,  so  it  is  a  great  pleasure  for  me  to 
appear  before  this  Subcommittee  to  discuss  the  virtues  of  the  fellowship  program. 

Close  Up  is  very  effective  in  getting  students  involved  in  the  future  of  this  great  nation. 
Students  should  care  about  civic  issues,  but  all  too  often  the  issues  seem  cloaked  in  difficult  terms 
or  complicated  processes.  Speeches  by  elected  officials,  whether  they  are  on  the  House  floor  or 
at  a  Presidential  news  conference,  can  sound  like  they  are  in  a  foreign  language. 

Close  Up  works  to  make  government  relevant  to  high  school  students.  Students  are  more 
interested  in  classes  that  are  relevant.  As  their  elected  officials,  it  should  be  our  goal  to  raise 
student  interest  in  government,  because  the  future  of  this  nation  depends  on  their  civic 
involvement. 

Since  1979,  Close  Up  has  brought  approximately  8,500  Alaskan  students  and  teachers  to 
Washington  for  hands-on  civic  learning  experiences.  Students  coming  to  Washington  learn  to 
look  at  government  in  a  new  way.  They  learn  that  people  in  positions  of  authority  will  answer 
their  questions.  They  learn  that  they  can  affect  public  policy,  and  that  doing  so  is  part  of  the 
responsibility  of  citizenship. 

The  Allen  J.  Ellender  Fellowship  Program  makes  the  Close  Up  civic  learning  opportunity  a 
reality  for  students  who  would  otherwise  not  be  able  to  afford  the  trip  to  Washington  In  Alaska, 
students  from  families  of  limited  means  have  the  additional  hurdle  of  very  high  travel  costs, 
especially  those  living  in  remote  areas.  The  Ellender  funds  help  defray  all  of  the  costs  of 
participation.  In  other  areas  of  the  country,  Ellender  funds  make  it  possible  for  low-income 
students  from  the  inner  city  or  depressed  rural  areas  to  have  the  same  learning  opportunities  as 
those  who  are  more  well-off. 

Ellender  funds  also  ensure  that  a  diverse  student  population  is  able  to  experience  their 
government  and  their  citizenship  personally.  In  Alaska  alone,  there  are  many  different  indigenous 
groups.  Close  Up  has  successfully  reached  out  to  all  of  them,  to  bring  these  students  together 
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with  other  students  from  inner-city  Chicago  and  rural  Georgia,  where  they  are  bound  to  learn 
from  one  another.  The  Ellender  program  brings  many  different  types  of  people  and  views 
together  in  a  sense  of  common  citizenship.  I  believe  that  by  bringing  these  young  people  to  work 
together,  we  will  not  only  instill  the  responsibility  of  citizenship  but  we  will  educate  them  to  go 
back  to  their  communities  and  strengthen  the  country. 

Since  fiscal  year  1994,  funding  for  the  Ellender  Fellowship  Program  has  decreased  by  64 
percent.  Close  Up  has  tried  to  continue  to  reach  a  large  number  of  students  through  private 
fundraising  but  the  resources  are  very  scarce.  Next  year  is  going  to  be  particularly  hard,  since 
Ellender  funds  were  cut  from  $3.0  million  in  fiscal  year  1995  to  $1.5  million  in  fiscal  year  1996. 
This  will  cause  a  dramatic  drop  in  the  number  of  Close  Up  students  we  will  meet  with,  particularly 
those  of  us  whose  constituents  face  geographic  or  economic  isolation. 

The  8,500  Alaskan  students  and  teachers  who  have  participated  in  Close  Up  programs 
have  made  a  difference  to  the  state  of  Alaska.  For  instance,  I  know  of  an  Alaska  Native  student 
who  attended  an  alternative  school  that  focuses  on  keeping  students  in  school.  Close  Up  helped 
this  woman  stay  in  school,  and  make  the  decision  to  attend  college.  She  is  now  working  as  a 
school  district  secretary.  Instead  of  dropping  out,  she  is  giving  back  to  her  community. 

It  is  difficult  to  sum  up  the  total  effect  Close  Up  has  on  its  participants,  and  indeed  on  our 
country.  Peter  Burchell,  a  teacher  at  Mat-Su  school  in  Wasilla,  Alaska  came  close  when  he 
wrote,  "Close  Up  has  become  a  focus  in  our  community  each  year  and  has  helped  students  set  a 
goal,  work  together  and  ultimately  achieve  success  all  of  our  students  who  participate  in  the 
program  grow  and  mature.  It  teaches  them  to  dream.  Subsequently,  they  have  attained  self 
respect  and  go  on  to  fulfill  their  civic  responsibilities.  I  know  that  we  are  facing  tremendously 
difficult  budgetary  decisions,  however,  the  Allen  J  Ellender  Fellowship  Program  is  worth  the 
small  cost  for  the  large  return  the  nation  receives  on  this  investment 

Mr.  Chairman  and  colleagues,  I  request  that  you  continue  to  fund  the  worthwhile  Ellender 
Fellowship  Program,  administered  by  Close  Up.  Thank  you  for  allowing  me  this  time  to  speak. 
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CLOSE  UP  PANEL  STATEMENT 

BY  THE 
HONORABLE  DOUG  BEREUTER 
BEFORE  THE 

APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR,  HHS  AND  EDUCATION 
MAY  16,  1996 


Mr.  Chairman,  thank  you  for  giving  me  the  opportunity  today  to  express 
my  strong  support  for  an  appropriation  of  three  million  dollars  for  the  Close 
Up  Foundation.    As  you  know,  the  Close  Up  Foundation  sponsors  important 
citizenship  education  programs  for  students  which  promote  civic  awareness, 
civic  achievement,  and  civic  action. 

I  am  aware  of  the  difficult  choices  facing  your  subcommittee.    And  I 
also  know  that  the  House  zero-funded  this  program  last  year  and  so  I  am 
pleased  that  the  final  conference  report  on  H.R.  3019  included  an 
appropriation  of  $1.5  million  in  fiscal  year  1996  to  support  the  El lender 
Fellowship  program.    Of  course,  this  cut  means  that  fewer  students  will  be 
offered  fellowships. 

As  you  know,  the  El lender  Fellowships  allow  low- income  students  to 
participate  in  the  highly  successful  Washington  Close  Up  program.    These  funds 
enable  students,  regardless  of  their  financial  status  or  academic  ability,  to 
participate  in  this  weeklong  study  trip  to  Washington,  D.C.    There  has  been  a 
steady  increase  in  the  number  of  El lender  student  fellowships:    from  2,499 
during  the  1987-88  school  year  to  5,938  during  the  1994-95  school  year. 
Additionally,  no  other  civic  education  program  makes  more  financial  assistance 
available  to  disadvantaged  students.    Without  the  El lender  Fellowships,  the 
Close  Up  program  simply  will  not  reach  many  disadvantaged  students  such  as 
those  on  Indian  reservations,  in  low-income  rural  areas  and  inner-city  "at 
risk"  schools  that  currently  participate  in  the  program. 

Over  the  past  eleven  years,  more  than  3,500  students  from  the  1st 
Congressional  District  of  Nebraska  have  participated  in  the  Close  Up  program. 
Nationally,  since  1971  over  450,000  students  and  teachers  have  participated  in 
the  Washington  Close  Up  Program.    Almost  94,000  of  those  participants  received 
full  or  partial  fellowships. 

Mr.  Chairman,  I  am  absolutely  convinced  that  Close  Up  is  the  best 
citizen  education  program  of  the  many  that  bring  any  age  of  citizen  to 
Washington  D.C.  to  study  our  governmental  system.    It  is  a  successful  program 
that  provides  many  students  with  an  extraordinary  opportunity  to  learn  how  our 
government  works.    It  trains  and  inspires  teachers  to  take  new  ideas  and 
curricula  back  to  their  classrooms  and  communities,  thereby  multiplying  many 
times  the  number  of  students  and  other  citizens  affected  by  the  program.  I 
strongly  urge  you  to  support  the  very  meager  requested  appropriations  for  the 
Close  Up  program. 
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Thursday,  May  16,  1996. 

WITNESS 

HON.  JAMES  L.  OBERSTAR,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  MINNESOTA 

Mr.  Istook.  Congressman  Oberstar,  if  you  would  like  to  go  next. 
We  appreciate  your  taking  the  time  to  come  and  testify  this  morn- 
ing. I  am  just  reminding  everyone  since  we  have  so  many  members 
to  get  in,  we're  trying  to  ask  each  witness  to  hold  their  presen- 
tation down  to  within  five  minutes  as  best  you  can.  So,  welcome 
and  please  proceed. 

Mr.  Oberstar.  Thank  you  very  much,  Mr.  Chairman.  That's 
been  the  practice  of  this  subcommittee  for  decades  and  understand- 
ably so  given  the  volume  of  interest.  I  know  the  many  requests 
that  you  have  to  sort  through  and  try  to  come  to  the  level  of  appro- 
priation for  each  that  is  appropriate.  It's  good  to  see  you.  It  says 
Mr.  Porter  up  there.  You're  better  looking.  [Laughter.] 

Mr.  Oberstar.  He's  my  neighbor  down  the  hall.  I  can  kid  him 
about  that. 

Mr.  Istook.  Believe  me,  I  don't  get  statements  from  many  people 
that  I'm  better  looking  than  anyone.  So  I'm  very  pleased  by  it. 

Mr.  Oberstar.  Mr.  Stokes  is  my  neighbor  on  the  other  side. 

I  come  again  to  this  committee  to  ask  for  funding  for  breast  can- 
cer research.  Last  Friday  would  have  been  my  wife,  Jo's  sixtieth 
birthday.  She  had  a  long  struggle  of  eight  and  a  half  years  against 
breast  cancer.  During  those  eight  and  a  half  years,  330,000  women 
died  of  breast  cancer.  The  research  level  is  far  higher,  far  more  in- 
tense now  than  it  was  at  the  onset  of  her  disease  and  that  is  due 
to  the  research  funding  this  committee  has  provided  and  to  the 
support  it  has  given  the  National  Cancer  Institute.  That  level  has 
been  steadily  increased  from  when  she  started  with  her  disease 
and  I  began  a  very  personal  and  motivated  interest  in  this  issue. 
Then,  it  was  only  at  a  level  of  $50  million  and  now  it  is  well  over 
$360  million.  It  needs  to  go  up  another  $100  million. 

I  know  there  are  people  who  will  say,  oh,  you  can't  throw  money 
at  problems.  That's  not  throwing  money  at  problems.  It  takes 
money  to  fund  the  research  work.  It  takes  money  to  buy  the  labora- 
tory animals  on  which  the  research  is  conducted.  It  takes  money 
to  buy  chemicals  that  are  used  in  the  research.  It  takes  money  to 
pay  the  best  minds  in  America  and  in  the  world  to  undertake  that 
research.  It  can't  happen  without  some  financial  assistance.  Money 
is  a  means  to  the  research. 

We  have  three  daughters.  They  are  at  great  risk  of  being  struck 
with  breast  cancer.  Their  grandmother  had  breast  cancer,  their 
mother  died  of  breast  cancer.  They,  as  third  generation,  are  in  the 
highest  risk  category.  We  know  that  in  the  human  genome  re- 
search project  at  the  National  Cancer  Institute,  which  I  have  vis- 
ited many  times,  talked  with  its  top  researchers,  that  somewhere 
in  their  enormous  research  archives  and  in  the  future  lies  an  an- 
swer to  this  problem.  The  work  that  Doctor  Steve  Rosenberg  is 
doing  at  the  National  Cancer  Institute,  as  he  has  said,  has  cracked 
a  small  wedge  in  the  bleak  stone  face  of  cancer.  Our  task  now  is 
to  widen  that  wedge,  widen  that  opening  to  lead  us  to  answers. 
This  committee  has  it  within  its  power  to  do  exactly  that. 
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I  also  come  to  ask  the  committee  to  increase  funding  for  the  Low 
Income  Energy  Assistance  program.  We  have  just  gone  through  the 
coldest  winter  on  record  in  northern  Minnesota.  During  the  time 
when  we  on  the  House  floor  were  considering  amendments  the  ef- 
fect of  which  was  to  cut  Low  Income  Energy  Assistance,  I  was  re- 
ceiving calls  from  elderly  widows  in  my  hometown.  Mary  Aronson, 
85  years  old,  the  same  age  as  my  mother,  owned  a  little  grocery 
store  just  a  few  blocks  from  our  house.  Her  husband  died,  she  was 
trying  to  live  on  their  meager  savings  of  $600  a  month — $100  for 
health  care,  $100  for  food,  $200  for  rent,  and  a  big  energy  bill. 

When  we  started  this  program  it  was  right  here  in  this  room, 
right  here  in  this  committee  room.  I  was  chair  then  of  Northeast- 
Midwest  Congressional  Coalition.  We  found  resources  from  the 
windfall  profits  tax.  And  under  the  leadership  of  Mr.  Natcher,  Mr. 
Porter,  over  time  those  resources  were  applied  to  a  Low  Income  En- 
ergy Assistance  program  of  heating  in  the  winter  and  cooling  in  the 
summer.  You  may  recall  last  summer  some  400  people  died  in  Chi- 
cago because  they  had  no  way  to  cool  their  apartments.  This  is  a 
very  humane  program.  I  know  that  this  time  of  year  in  our  little 
home  in  Chisholm  my  mother  will  consume  over  250  gallons  of  fuel 
oil  just  to  heat  the  home  during  this  month.  It's  supposed  to  be  a 
warm  month.  It's  supposed  to  be  spring.  We've  got  30  inches  of  ice 
still  on  the  lakes  on  the  U.S.-Canadian  border  in  my  district. 

We  are  at  a  level  of  funding  for  the  Low  Income  Energy  Assist- 
ance program  at  half  of  what  it  was  ten  years  ago.  That's  not  fair; 
it's  not  right.  The  choice  for  older  Americans  who  have  fixed  in- 
comes and  can't  go  out  and  earn — we  passed  that  legislation  not 
long  ago  that  says  you  can  earn  more  money  if  you're  over  65  and 
on  social  security  without  losing.  Mother  can't  go  out  and  work, 
Mary  Aronson  can't  go  out  and  work.  They  are  stuck  with  that 
$600  or  that  $700  a  month,  but  the  price  of  fuel  oil  keeps  going  up. 
The  choice  is  they  live  in  their  homes  where  they  can  take  care  of 
themselves  and  where  their  health  will  be  better,  or  they  will  be 
driven  out  of  their  home  into  the  equivalent  of  the  county  poor 
farm.  We  don't  want  to  see  that  happen.  We  have  it  within  our 
reach  to  do  something  useful  by  increasing  the  funding  at  least  to 
the  level  of  $1.6  billion,  which  is  still  less  than  where  it  was  a  dec- 
ade ago. 

Rural  health,  I  have  a  district  about  the  size  of  the  eastern  sea- 
board from  here  to  Connecticut  where  there  are  wide  open  spaces, 
remote  communities  who  need  assistance  just  to  keep  their  little 
clinics  open.  There  isn't  much  of  a  population  base  or  economic  ac- 
tivity to  support  those  communities.  Take  Grand  Marais  up  the 
North  Shore  of  Lake  Superior,  it  is  110  miles  to  the  nearest  large 
size  hospital  in  Duluth.  If  Grand  Marais  clinic  closes,  those  people 
are  110  miles  away  from  any  kind  of  useful  comprehensive  health 
care. 

The  Community  Health  Centers  program  and  the  Primary 
Health  Care  Cluster  program  have  provided  funding  to  Grand 
Marais,  to  Cook  Hospital  in  northern-central  part  of  my  district  to 
help  people  to  continue  to  live  in  the  small  communities  where 
quality  of  life  is  good,  where  they  don't  have  to  reach  out  for  public 
assistance,  where  they  can  be  with  family  and  friends  in  surround- 
ings that  they  know,  and  where  they  can  maintain  a  better  quality 
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of  health  life  as  well.  This  is  a  relatively  modest  amount  of  assist- 
ance. Nationwide  it  is  a  sizeable  number,  $620  million  for  Commu- 
nity Health  Centers,  I  hope,  for  fiscal  year  1997,  and  $757  million 
for  the  Primary  Health  Care  Cluster  program.  But  when  you  drib- 
ble that  out  in  little  pieces  all  across  America,  it  is  a  small  amount, 
but  for  them  it  is  big  and  it  allows  them  to  remain  a  community. 

Either  we  continue  to  maintain  small  rural  communities  with  a 
modest  amount  of  help,  or  you  are  going  to  have  another  mass  mi- 
gration from  the  countryside  to  the  cities  that  we  saw  in  1930s 
where  26  million  Americans  left  the  countryside  to  move  into  the 
cities  and  now  you  have  all  those  problems  of  aggravation  with  peo- 
ple living  on  top  of  each  other.  This  is  a  modest  investment  in  real 
quality  of  life,  where,  if  we  believe  in  a  family-friendly  country,  this 
is  the  way  to  keep  families  together  and  keep  them  friendly. 

Impact  Aid  was  a  program  that  is  a  trade-off.  If  the  Federal  Gov- 
ernment is  going  to  continue  to  hold  large  tracts  of  land  in  public 
trust  for  the  benefit  of  all  Americans,  then  we  ought  to  compensate 
those  who  live  near  and  whose  livelihoods  are  dependent  upon 
those  public  lands.  These  Impact  Aid  programs  have  provided  just 
that  little  bit  of  an  increment  to  keep  local  government  providing 
services  that  otherwise  would  come  from  private  property  tax  dol- 
lars. Take  Cook  County  again,  it  is  nearly  1  million  acres;  94  per- 
cent in  public  ownership,  Federal,  State  tax  forfeit  land,  6  percent 
of  the  land  has  to  provide  all  the  tax  base  for  3,600  people  in  the 
winter  and  15,000  tourist  in  the  summer.  Impact  Aid  is  what 
makes  the  difference  between  them  having  to  close  the  doors  on 
Government  and  move  out  or  staying  in  operation. 

And  finally,  this  committee  has  done  a  superb  job  over  the  years 
of  providing  funds  for  the  Adoption  Opportunities  program  to  assist 
in  adoption.  We  just  passed  a  very  landmark  bill  last  week.  Our 
first  child  is  adopted.  Fifteen  years  ago  I  introduced  what  I  thought 
was  rather  generous  legislation,  up  to  $1,000  tax  deduction  to  help 
with  the  cost  of  adoption.  We  passed  a  bill  last  week  to  provide 
$5,000  tax  credits  which  is  vastly  greater  than  I  ever  anticipated. 
But  this  program  helps  families  adopt  hard-to-place  children,  those 
who  are  a  little  older,  those  who  may  have  physical  or  mental  dis- 
abilities. I  urge  the  committee  to  continue  its  funding.  You  were 
successful  last  year  in  exceeding  what  was  ultimately  appropriated, 
cut  back  in  conference  by  some  $2  million.  Do  your  best  to  at  least 
restore  the  $13  million  that  was  in  our  budget  last  year.  Thank 
you,  Mr.  Chairman  and  members. 

[The  prepared  statement  follows:] 
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STATEMENT  OF  HON.  JAMES  L.  OBERSTAR 
before  the 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION 
COMMITTEE  ON  APPROPRIATIONS 
May  16, 19% 

Mr.  Chairman,  and  members  of  the  Subcommittee,  I  am  very  pleased  to  come  before  you  once  again 
to  request  funding  for  vital  federal  programs  that  help  millions  of  Americans  meet  their  most  basic  human 
needs. 

I  support  President  Clinton's  commitment  to  significant  changes  in  our  federal  budget  priorities  for 
this  country.  We  must  target  limited  resources  to  investment  programs  to  improve  the  lives  of  our  most 
vulnerable  members  of  society. 

I  respectfully  ask  the  Subcommittee  to  maintain  funding  for  programs  that  have  been  targeted  by  the 
House  Appropriations  Committee  for  reductions  (LEHEAP,  Impact  Aid)  and  make  increases  where  you  are 
able  at  a  time  when  the  Subcommittee  faces  considerable  budget  constraints. 

FUNDING  FOR  WOMEN'S  HEALTH 

Last  Friday,  May  1  Oth,  would  have  been  my  wife  Jo's  60th  birthday.  During  her  eight  year  fight  and 
since  her  death  to  breast  cancer,  I  have  fought  for  additional  resources  for  breast  cancer  research  to  find  a  cure 
for  this  devastating  disease  that  afflicts  one  woman  in  nine. 

Every  three  minutes,  a  woman  is  diagnosed  with  breast  cancer,  and  the  potential  genetic  link  means 
that  my  three  daughters  are  at  risk  for  contracting  this  disease.  Due  to  past  efforts  of  the  Subcommittee  to 
direct  the  National  Cancer  Institute  to  increase  funding  for  research  targeted  on  breast,  ovarian,  and  cervical 
cancer,  research  for  breast  cancer  was  increased  from  $263  million  to  $403  million  for  fiscal  year 
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1996.  I  am  very  pleased  with  this  increase  in  funding,  but  it  is  imperative  to  expand  our  efforts  to 
eradicate  this  dreaded  disease,  and  I  fully  support  a  funding  level  of  $475  million  for  fiscal  year  1997. 

I  also  firmly  believe  that  we  must  provide  sufficient  funding  to  continue  the  Women's  Health 
Initiative.  This  long-term  study,  which  is  the  largest  clinical  trial  in  the  United  States,  will  expand  our 
ability  to  impede  the  advancement  of  cardiovascular  disease,  cancer,  and  osteoporosis,  the  three  most 
common  causes  of  death  and  disability  in  women  over  the  age  of  50.  Last  year,  $57  million  was  provided 
to  continue  the  study,  and  I  urge  the  Subcommittee  to  maintain  funding  at  this  leveL 

LIHEAP 

I  also  want  to  express  my  strong  support  for  the  Low-Income  Home  Energy  Assistance 
Program  (LIHEAP),  and  to  request  that  this  program  be  funded  at  $1.6  billion,  to  restore  funding  to 
the  fiscal  year  1991  leveL  I  was  disturbed  that  the  fiscal  year  1995  rescissions  legislation  reduced  funding 
for  LIHEAP  by  $300  million  and  that  an  additional  $  1 00  million  was  rescinded  from  the  advanced  fiscal 
year  1996  LIHEAP  budget  I  strongly  urge  the  Subcommittee  to  refrain  from  recommending  the  elimination 
of  this  vital  program  that  assists  our  nation's  most  vulnerable  citizens. 

It  is  imperative  for  LIHEAP  to  receive  adequate  funding  because  the  need  for  energy  assistance  has 
not  diminished.  The  dramatic  increase  in  oil  prices  makes  the  need  for  energy  assistance  more  urgent  than 
ever.  In  addition,  our  nation  has  experienced  considerable  extremes  of  life-threatening  weather  in  the  last 
year.  Mr.  Chairman,  you  may  recall  that  last  summer  the  Chicago  area  experienced  a  heat  wave  that 
claimed  the  lives  of 465  Chicago  area  residents  according  to  the  Center  for  Disease  Control.  At  the  other 
extreme,  the  city  of  Tower,  Minnesota  in  my  congressional  district  reached  an  all-time  low  temperature  for 
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the  stale  of  Minnesota  when  the  mercury  fell  to  60  degrees  below  zero;  that  temperature  did  not  include  the 
wind  chill  factor.  My  district  continues  to  experience  winter  weather,  and  the  vast  majority  of  lakes  in  my 
district  are  still  frozen.  It  is  not  uncommon  for  senior  citizens,  like  my  mother,  to  use  Vt  a  tank  of  heating  oil 
to  just  get  through  the  spring  season. 

Despite  the  strong  bipartisan  support  for  energy  assistance,  LIHEAP  has  taken  more  than  its  fair 
share  of  cuts.  A  decade  ago,  LIHEAP  was  funded  at  $2  billion;  the  current  budget  only  provides  $900 
million  for  this  safety-net  program  that  helps  low-income  children  and  families  as  well  as,  the  elderly  and 
disabled  meet  a  most  basic  need.  Far  too  often,  low-income  residents  must  choose  between  heating  and 
other  necessities  because  their  incomes  are  insufficient  to  meet  both  needs.  For  these  reasons,  I  urge  the 
subcommittee  to  restore  funding  for  LIHEAP  to  $1.6  billion. 

RURAL  HEALTH 

The  Eighth  Congressional  District  of  Minnesota  covers  some  25,000  square  miles.  If  laid  over  the 
Eastern  Seaboard,  my  district  would  stretch  from  Washington,  D.C.  to  Connecticut,  and  encompass  parts  of 
six  states.  Many  of  my  constituents  live  in  small,  isolated  communities-many  of  them  in  wilderness  areas- 
that  are  several  hours  away  from  urban  medical  centers.  Rural  health  clinics  are  often  the  sole  provider  of 
medical  care  for  hundreds  of  square  miles. 

The  Cook  County  Community  Clinic  in  Grand  Marais  is  one  such  rural  health  care  provider.  The 
clinic  serves  an  area  of  1400  square  miles  and  a  population  of  4, 1 00.  The  majority  of  the  land  is  publicly 
owned  wilderness  and  marshlands.  The  local  economy  depends  on  tourism.  It  is  a  popular  location  for 
canoeing,  fishing,  camping  and  other  outdoor  activities.  It  is  also  a  popular  area  for  summer  homes.  The 
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clinic  provides  vital  medical  services  to  visitors  and  year-round  residents. 

For  the  past  thirteen  years,  the  clinic  has  received  federal  funding  under  the  Community  Health 
Centers  program,  Section  330.  Without  the  CHC  grant,  the  clinic  could  not  continue  to  operate.  The 
nearest  health  care  facility  is  76  miles  from  Grand  Marais,  and  considerably  further  from  other  points  in  the 
county.  The  nearest  hospital  is  1 1 0  miles  from  Grand  Marais.  Loss  of  the  clinic's  services  would  have  a 
major  impact  on  the  residents  of  the  county. 

The  Cook  County  Community  Clinic  is  just  one  of  many  such  facilities  serving  small  communities 
and  rural  populations  in  Minnesota  and  other  states.  Many  of  these  clinics  cannot  stay  open  without  the  help 
of  federal  funding.  I  urge  the  Subcommittee  to  fund  the  Community  Health  Centers  program  at  $620 
million  for  fiscal  year  1997  and  the  Primary  Health  Care  Cluster  at  $757  million  for  fiscal  year  1997. 
An  increase  is  necessary  because  thousands  of  individuals  who  have  lost  their  jobs  and  their  health 
insurance  are  increasingly  turning  to  community  health  centers  for  basic  health  care. 

IMPACT  AID 

Mr.  Chairman,  Cook  County,  Minnesota,  in  my  district,  is  covered  in  great  part  by  Superior 
National  Forest  It  also  contains  state  forests,  Indian  trust  land,  and  Grand  Portage  National  Monument  Of 
the  county's  1 ,456  square  miles,  only  1 1  percent  is  taxable. 

Impact  Aid  provides  school  districts  denied  local  tax  revenue  from  federal  landholdings  with  critical 
resources.  Without  Impact  Aid,  schools  in  Cook  County  and  elsewhere  in  my  district  could  not  survive. 
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I  realize  that  this  is  a  time  of  fiscal  restraint  However,  Impact  Aid  has  far  exceeded  its  share  of  cuts. 
The  program  funding  for  Fiscal  Year  1995  was  actually  the  same  as  it  was  in  Fiscal  Year  1981— that  is  14 
years  without  any  consideration  for  inflation  or  the  increased  costs  of  education  Also,  funding  for  FY  96 
was  reduced  even  further  in  the  final  budget  agreement  I  urge  you,  Mr.  Chairman,  to  provide  $728 
million  for  Impact  Aid  for  fiscal  year  1997. 

ADOPTION  OPPORTUNITIES 

Last  week,  the  House  of  Representatives  approved  significant  adoption  legislation,  and  as  an 
adoptive  parent,  I  strongly  support  federal  efforts  to  expand  opportunities  for  families  to  adopt  I  firmly 
believe  that  additional  resources  should  be  targeted  to  the  Adoption  Opportunities  Program  to  support  efforts 
to  recruit  prospective  adoptive  families  and  to  provide  assistance  with  post-legal  adoption  services.  For  fiscal 
year  1995,  the  Subcommittee  successfully  fought  for  a  $890,000  increase  for  the  Adoption  Opportunities 
Program,  and  the  program  received  $  1 3  million.  I  was  disappointed  that  this  modest  program  was  cut  by  $2 
million  last  year,  and  I  would  encourage  the  Subcommittee  to  restore  the  $2  million  reduction  to  reach 
the  fiscal  year  1995  level  of  $13  million. 

Mr.  Chairman,  this  concludes  my  remarks,  and  I  would  be  happy  to  respond  to  any  questions  you 
may  have. 
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Mr.  Istook.  Thank  you,  Congressman.  You  mentioned  the  people 
in  northern  Minnesota  110  miles  from  a  hospital.  Congressman 
Don  Young  was  just  here  before  you  and  talked  about  folks  in  Alas- 
ka 400  miles  from  a  grocery  store.  So  you  may  want  to  get  together 
with  him.  I  want  to  express  my  sympathy  regarding  your  loss  of 
your  wife.  She  would  have  been  about  the  same  age  when  she  died 
of  breast  cancer  as  my  mother  was  when  she  died  of  breast  cancer. 
So  I  certainly  sympathize  with  you  and  thank  you  for  sharing  that. 

Do  we  have  anything  from  any  of  the  members? 

Mr.  Stokes.  No  questions.  I  just  appreciate  Mr.  Oberstar's  testi- 
mony. He  covered  some  very  important  issues  here.  As  he  said,  for 
many,  many  years  this  particular  committee  has  dealt  with  issues 
of  that  kind  and  tried  to  make  a  difference  in  people's  lives  in  this 
country.  Your  testimony  certainly  helps  us.  Thank  you. 

Mr.  Istook.  Mr.  Riggs? 

Mr.  RiGGS.  I  just  want  to  pose  a  question  to  Congressman  Ober- 
star  because  he  is  a  senior  member  of  the  Congress,  he  is,  I  believe 
the  ranking  member  on  the  Transportation  and  Infrastructure 
Committee  so  he  certainly  understands  the  difficulty  of  being  in  a 
leadership  position  and  having  to  make  some  difficult  decisions 
and,  hopefully,  responsible  decisions.  But  I  just  wanted  to  convey 
to  our  colleague  that,  as  he  well  knows,  the  Chairman  and  other 
members  of  this  subcommittee  strongly  support  the  mission  of  the 
National  Institutes  of  Health  and  CDC,  and  I  think  that  was  re- 
flected by  the  overall  close  to  6  percent  funding  increase  for  this 
current  fiscal  year  to  NIH  and  CDC.  But  that  money  to  increase 
that  funding  had  to  be  found,  as  the  gentleman  well  knows,  from 
somewhere  else  within  this  particular  appropriations  subcommit- 
tee. We're  operating  under  that  sort  of  fiscal  discipline.  Obviously, 
that  funding  came,  in  part,  from  programs  such  as  LIHEAP  and 
from  education  and  job  training  programs.  I  would  suggest  to  the 
gentleman  that  isn't  a  particularly  pleasant  dilemma  to  be  in  on 
this  subcommittee  when  we're  forced  to  make  those  kinds  of 
choices.  So  I  wanted  to  convey  that  point. 

Secondly,  I  wanted  to  ask  Congressman  Oberstar  if  he  has  some 
ideas  of  where  we  could  find  additional  funding  for  the  NIH  with- 
out having  to  tap  programs  again  like  LIHEAP  and  education  and 
job  training  programs  for  further  reductions? 

Mr.  Oberstar.  First  of  all,  I  don't  sit  in  the  gentleman's  place 
and  I  don't  see  the  overall  appropriation  or  the  602-b  allocation 
that  is  given  to  this  subcommittee  and  all  of  its  detail.  So  I  am  not 
in  the  same  position  as  the  gentleman  or  other  members  of  the 
subcommittee.  I  go  through  that  process  in  our  Committee  on 
Transportation  and  Infrastructure  where  we  try  to  evaluate  all  of 
the  projects  and  decide  on  their  merits  which  ones  deserve  to  be 
authorized  and  those  that  we  can't  find  the  funding  for.  I  know  this 
is  a  matter  of  choices.  That's  why  we're  here,  to  make  those 
choices. 

I  think  you  need  to  have  a  bigger  602-b  allocation  for  this  func- 
tion. I  will  support  the  members  to  the  extent  that  I  can.  We  have 
a  budget  resolution  on  the  floor  today.  I  would  hope  that  budget 
resolution  would  envision  a  larger  allocation  for  the  functions  over 
which  this  subcommittee  has  jurisdiction.  But  when  you  finally  get 
your  602-b,  you're  stuck.  I  understand  that.  It  is  a  matter,  again, 
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of  making  choices.  I  can't  tell  you  because  I  don't  have  that  whole 
picture  before  me.  But  when  that  time  comes,  I  will  be  glad  to  sit 
with  the  gentleman  and  say,  well,  here's  where  I  think  you  might 
shave  and  where  I  think  you  might  add. 

Mr.  Riggs.  I  appreciate  it.  Thank  you,  Mr.  Chairman. 

Mr.  ISTOOK.  Thank  you,  Mr.  Oberstar. 


Thursday,  May  16,  1996. 

WITNESS 

HON.  FRANK  PALLONE,  JR.,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  NEW  JERSEY 

Mr.  ISTOOK.  There's  going  to  be  a  vote.  We're  trying  to  hold  with- 
in the  five  minute  time  frame.  I  think  Congressman  Pallone  was 
next.  If  you  wanted  to  go  ahead  and  get  in  before  we  have  to  leave 
for  the  vote,  that's  fine.  Congresswoman  Meek  I  know  is  waiting. 

Mr.  Pallone.  Mr.  Chairman,  I  will  be  very  brief.  I  have  a  full 
statement  that  I  would  like  to  include  for  the  record.  Basically,  I 
will  summarize  by  saying  that  I  am  requesting  your  assistance  for 
Federal  funding  of  $5  million  for  the  Jersey  Shore  Medical  Center 
ambulatory  care  construction  project,  number  one.  And  second,  I'm 
requesting  that  you  fund  the  Impact  Aid  program  at  a  level  higher 
than  the  fiscal  year  1995,  which  I  guess  is  the  same  as  fiscal  year 
1996,  at  $728  million. 

Let  me  just  say  very  briefly,  as  far  as  the  Jersey  Shore  Medical 
Center  and  their  ambulatory  care  program,  this  is  a  construction 
project  for  outpatient  care  that  would  reduce  Federal  spending  on 
medicare  and  medicaid.  I  have  many  of  my  hospitals,  including  this 
one,  where  the  majority  of  the  patients  and  the  majority  of  the 
money  that  is  coming  in  is  essentially  from  medicare  and  medicaid. 
The  idea  is  to  consolidate  the  hospital's  ambulatory  care  activities 
under  one  roof.  We've  shown,  for  example  that  ambulatory  surgery 
costs  18  percent  less  than  surgery  in  the  acute  care  setting,  just 
as  an  illustration  of  why  you  can  actually  save  money  with  this 
type  of  project. 

Also,  the  trustees  of  the  hospital  have  already  raised  about  $11 
million  of  the  needed  $16.5  million  for  this.  They  are  looking  for 
the  $5  million  difference  from  the  Federal  Government.  So  this  is 
a  situation  basically,  Mr.  Chairman  and  members  of  the  committee, 
where  some  Federal  money  provides  an  incentive,  if  you  will,  for 
private  monies  to  be  used  and,  overall,  hopefully  will  reduce  the  ac- 
tual cost  that  the  Federal  Government  spends  on  medicare  and 
medicaid. 

On  the  Impact  Aid  program,  I  just  wanted  to  say  very  briefly 
that  the  problem  in  New  Jersey  I  think  is  even  more  acute  because 
we  have  the  highest  property  taxes  in  the  Nation.  And  many  times 
the  towns  where  the  soldiers  and  their  families  live,  in  my  case  we 
have  a  naval  base  as  well  as  an  army  base,  are  not  the  same  towns 
that  benefit  from  having  the  location  of  the  service  bases  nearby. 
So  we  have  a  unique  situation  here  where  the  soldiers  and  the  sail- 
ors at  the  naval  weapons  base  and  also  at  Fort  Monmouth  create 
for  certain  towns,  particularly  Tinton  Falls,  a  large  burden  on  the 
system  in  terms  of  education  of  the  children  but  they  are  getting 
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very  little  money,  if  you  will,  from  the  bases  and  certainly  also 
from  Impact  Aid.  It  basically  creates  a  lot  of  tension  locally  where, 
unfortunately,  there  isn't  as  much  support  for  the  military  a  lot  of 
times  as  I  think  there  should  be. 

I  was  hoping  that  we  could  do  a  little  better  on  the  Impact  Aid 
situation  this  year.  I  know  that  is  of  concern  to  a  lot  of  members 
of  this  committee  and  it  is  always  part  of  the  overall  budget  con- 
cerns that  you  have.  But  I  think  it  is  time,  if  possible,  to  try  to  in- 
crease that  more  than  it  has  been  in  the  last  couple  of  years. 
Thank  you. 

Mr.  ISTOOK.  Thank  you  Congressman.  Did  we  have  anything 
from  any  of  the  committee  members? 
Mr.  Stokes.  No  questions,  Mr.  Chairman.  Thank  you. 
Mr.  ISTOOK.  Okay.  Very  good. 
Mr.  Pallone.  I  appreciate  it.  Thank  you. 

Mr.  ISTOOK.  Certainly.  And  we  will  be  happy  to  include  your  en- 
tire written  statement  in  the  record. 
[The  prepared  statement  follows:] 
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STATEMENT  OF  THE  HONORABLE 
FRANK  PALLONE,  JR. 
SUBCOMMITTEE  ON  LABOR,   HEALTH  AND  HUMAN  SERVICES  AND  EDUCATION 
COMMITTEE  ON  APPROPRIATIONS 

JERSEY  SHORE  MEDICAL  CENTER 
AND 
IMPACT  AID 

MAY  16,  1996 


MR.   CHAIRMAN  and  MEMBERS: 

Thank  you  for  giving  me  the  opportunity  to  testify  before  your 
subcommittee  today.  Understanding  the  fiscal  concerns  of  this 
Congress,  I  am  here  today  to  request  federal  funding  to  make  a 
small  investment  that  will  create  a  large  return  and  later  save  the 
taxpayers'  dollars.  In  addition,  I  am  also  supporting  the  fullest 
possible  level  of  funding  for  the  Impact  Aid  program. 

The  first  item  that  I  believe  will  save  future  health  care 
dollars  and  taxpayer  monies  is  the  request  for  federal  funds  for  an 
important  project  that  would  greatly  improve  the  quality  of  health 
care  services  for  a  significant  portion  of  New  Jersey's  population. 
The  Jersey  Shore  Medical  Center  ( JSMC) ,  a  non-profit  teaching 
hospital,  is  seeking  federal  assistance  to  help  construct  an 
Ambulatory  Care  Center.  Construction  of  this  needed  out-patient 
center  would  reduce  federal  spending  on  Medicare  and  Medicaid 
recipients . 

Fifty  percent  of  the  patients  who  turn  to  the  JSMC  for  the 
many  vital  services  are  covered  by  either  Medicare  or  Medicaid. 
With  respect  to  its  current  ambulatory  care  population,  the  medical 
center  serves  Medicaid,  elderly  and  disabled  patients.  Providing 
ambulatory  care  efficiently,  however,  has  historically  been  a 
complicated  task,  but  has  proven  to  be  an  effective  way  of 
decreasing  federal  expenditures  by  reducing  federally  reimbursed 
hospital  stays. 

-  In  today's  managed  care  environment,  many  hospitals  are 
consolidating  facilities  and  seeking  ways  to  provide  patients  with 
lower  cost  high  quality  care.  This  exciting  project  will 
consolidate  JSMC's  ambulatory  care  activities  under  one  roof 
enabling  the  JSMC  to  offer  state  of  the  art  care  at  lower  costs  to 
both  patients  and  the  taxpayers . 

As  the  only  licensed  regional  trauma  center  serving  a  majority 
of  central  New  Jersey  and  one  of  only  two  facilities  representing 
the  entire  region  as  an  affiliate  of  the  Cancer  Institute  of  New 
Jersey,  the  JSMC  has  taken  steps  to  become  the  leading  ambulatory 
care  facility  for  its  local  and  regional  communities  totalling  over 
one  million  people. 
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This  40,000  square  foot  facility  will  house  an  outpatient 
cancer  center,  a  "Same-Day"  surgical  center,  a  full  array  of 
outpatient  radiology/diagnostic  imaging  services,  and  many  other 
innovative  approaches  to  providing  health  care  at  a  lower  cost. 
Preliminary  estimates  have  illustrated  that  ambulatory  surgery 
costs  18  percent  less  than  surgery  in  the  acute-care  setting.  It 
makes  good  sense  to  assist  in  this  endeavor  of  offering  quality 
health  care  at  lower  costs.  The  Ambulatory  Center  at  the  JSMC  is 
21st  century  health  care. 

The  JSMC  has  been  recognized  by  the  New  Jersey  Commissioner  of 
Health  who  has  approved  the  JSMC's  Ambulatory  Care  Certificate  of 
Need  application.  The  JSMC's  Board  of  Trustees,  moreover,  has 
raised  a  substantial  amount  of  its  cash  reserves  for  the 
construction  of  this  new  facility  --  $11.5  of  the  needed  $16.5 
million.  The  $5  million  difference  is  the  only  obstacle  blocking 
the  JSMC's  effort  to  establish  a  consolidated  Ambulatory  Care 
Center. 

It  is  my  firm  belief  that  a  consolidated  Ambulatory  Care 
Center  at  the  JSMC  would  significantly  will  save  health  care 
dollars  and  will  save  Medicare  and  Medicaid  dollars.  I  would 
respectfully  urge  the  Subcommittee  to  give  full  consideration  to 
this  project  and  consider  $5  million  as  a  small  investment  that 
will  save  the  taxpayers  monies  in  the  coming  years.  I  am 
requesting  inclusion  of  a  $5  million  Federal  grant  in  the  FY97 
Labor,  Health  and  Human  Services,  and  Education  appropriations  and 
would  be  happy  to  work  with  the  committee  to  find  ways  to  fund  this 
important  project. 

The  other  item  that  I  would  like  to  discuss  concerns  the 
Impact  Aid  program.  Over  the  last  several  years,  the  Impact  Aid 
program  has  suffered  from  harmful  budget  cuts.  I  would,  therefore, 
like  to  ask  that  the  Committee  fund  the  Impact  Aid  program  at  a 
higher  level  than  the  FY  95  level  of  $728  million.  As  you  know, 
Mr.  Chairman,  the  Impact  Aid  program  provides  funding  for  the 
education  of  the  children  of  our  military  personnel  and  children  on 
Indian  reserves;  due  to  the  lack  of  funds  caused  by  an  inability  to 
collect  state  or  local  taxes  on  federally  owned  property,  local 
school  districts  responsible  for  educating  military  and  Indian 
children  are— highly  dependant  on  the  federal  impact  aid  funding 
which  helps  offset  this  loss  of  revenue. 

In  my  district,  the  military  children  of  Naval  Weapons  Station 
Earle  in  Tinton  Falls  and  Fort  Monmouth  in  Eatontown  --  and  their 
parents  --  are  counting  on  the  government  to  provide  this  funding. 
As  they  do  every  year,  school  administrators  and  parents  from 
Tinton  Falls  and  Fort  Monmouth  have  contacted  me  to  express  their 
belief  that  the  federal  government  has  an  obligation,  just  as  state 
and  local  municipalities  do,  to  provide  educational  services  to  the 
children  who  reside  on  the  land  it  controls.  I  agree  with  them, 
Mr.  Chairman,   and  hope  the  Committee  will  too. 
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Indeed,  as  we  make  the  difficult  choices  we  need  to  make 
regarding  the  expenditure  of  federal  dollars,  we  must  ensure  the 
federal  government  continues  to  fully  meet  its  obligations.  Funding 
the  Impact  Aid  program  at  higher  level  than  the  $728  million  will 
allow  the  government  to  meet  its  obligation  with  respect  to 
educating  our  military  and  Indian  children. 

In  closing,  I  am  respectfully  requesting  your  assistance  for 
federal  funding  of  $5  million  for  the  JSMC  Ambulatory  Care 
construction  project  and  asking  that  you  fund  the  Impact  Aid 
program  at  a  level  higher  than  the  FY  95  level  of  $728  million  for 
FY  97.  I  appreciate  your  interest  in  my  concerns  and  look  forward 
to  working  with  you  on  these  issues. 
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Mr.  Istook.  Congresswoman  Meek,  we  have  the  votes  on.  I 
haven't  heard  the  second  bell  yet.  I  don't  know  if  it  is  something 
you  think  you  could  make  short  enough  that  we  could  still  make 
the  vote,  or  if  you  would  rather  begin  your  testimony  right  after 
we  conclude  these  couple  of  votes. 

Mrs.  Meek.  Fd  rather  come  back,  Mr.  Chairman. 

Mr.  Istook.  We'll  be  happy  to  do  it  that  way. 

The  subcommittee  will  recess  until  right  after  these  votes. 

[Recess.] 

Mr.  Istook.  We  will  call  the  hearing  back  to  order  and  resume 
with  the  witnesses. 


Thursday,  May  16,  1996. 

WITNESS 

HON.  CARRIE  MEEK,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  FLORIDA 

Mr.  Istook.  Congresswoman  Meek,  you  were  ready  to  testify. 
We're  sorry  we  had  to  take  the  break,  but  we're  pleased  to  hear 
your  testimony.  I  would  just  like  to  remind  people  that  it  helps  a 
lot  if  we  can  limit  individual  testimony  to  five  minutes  so  we  can 
get  everyone  in.  Mrs.  Meek,  the  time  is  yours.  Thank  you  for  your 
patience. 

Mrs.  Meek.  Thank  you,  Mr.  Chairman.  I  want  to  thank  the  com- 
mittee for  having  me  here  this  morning  and  to  thank  you  for  what 
you  have  done  in  the  past  to  reach  many  of  the  issues  on  which 
I  have  testified.  This  morning  I  am  going  to  limit  my  comments  to 
that  portion  of  the  bill  which  relates  directly  to  the  training  of  mi- 
nority health  professionals.  I  would  request  that  the  entire  state- 
ment be  placed  in  the  record  in  the  event  time  expires. 

As  a  Nation,  we  must  address  the  shocking  and  disturbing  dis- 
parities, Mr.  Chairman,  in  our  health  care  system.  My  first  point 
is  to  point  out  that  there  are  disparities  between  the  care  of  mi- 
norities and  the  general  population.  I  want  to  make  that  point  at 
the  very  beginning.  It  is  time  that  we  address  that.  Minority  com- 
munities have  a  higher  rate  of  infant  mortality,  cancer,  emphy- 
sema, stroke,  heart  disease,  AIDS,  Lupus,  and  other  disease. 

To  help  meet  these  challenges  head  on,  in  1990  this  Congress 
passed  the  Minority/Disadvantaged  Health  Professions  Improve- 
ment Act,  and  subsequently  reauthorized  it  in  1993.  I  am  sure  you 
understand  the  intent  of  that  legislation  was  to  improve  the  health 
of  individuals  in  disadvantaged  communities,  and  it  also  was  de- 
signed to  strengthen  educational  institutions  that  have  a  dem- 
onstrated commitment  to  improving  minority  health.  From  the  very 
start,  Mr.  Chairman  and  members  of  the  committee,  I  want  to  call 
your  attention  to  the  fact  that  from  the  beginning  these  efforts 
were  underfunded.  This  year  funding  was  cut  12  percent,  from  $91 
million  last  year  to  $80  million  this  year. 

Additional  funding  is  needed,  and  that's  why  I'm  here,  Mr. 
Chairman,  to  appeal  to  the  committee  to  do  your  very  best  to  add 
that  additional  funding  to  this  problem  of  minority  health,  not  only 
with  minority  populations,  but  with  minority  institutions  which 
train  health  care  professionals.  The  minority  centers  of  excellence 
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grant  program  really  has  a  need  to  expand  to  include  more  minor- 
ity health  profession  schools  because  they  feed  these  community 
health  programs  and  these  health  professional  programs  where  we 
need  them  back  in  those  communities  and  work  on  those  problems. 
It  is  imperative  that  these  predominantly  minority  institutions, 
which  train  a  disproportionate  number  of  minority  health  profes- 
sionals and  they  give  a  great  deal  of  care  to  minority  populations, 
be  adequately  funded  if  this  effort  is  to  be  successful.  The  statistics 
show,  Mr.  Chairman,  that  these  health  care  professionals  often- 
times go  back  to  these  rural  and  minority  communities.  There  is 
a  need  to  continue  that  program  as  well  as  expand  it. 

This  Disadvantaged  Minority  Health  Improve  Act,  those  pro- 
grams have  been  so  essential  but  they  have  many  times  not  been 
funded  enough  to  go  into  the  housing  projects  and  look  at  the 
health  problems  of  people  living  in  the  public  housing.  There  is  a 
great  need  to  increase  funding  for  the  scholarship  programs  for  dis- 
advantaged minority  health  students  and  grants  for  community- 
based  scholarships  programs.  Rest  assured  that  this  program  has 
been  funded  and  has  helped.  But  my  appeal  is  to  be  sure  to  bring 
it  up  to  at  least  last  year's  funding.  It  is  really  not  enough.  There's 
a  historical  shortage,  it  continues  and,  of  course,  the  problem  gets 
bigger.  It  didn't  develop  overnight. 

The  African-Americans  represent  12  percent  of  the  population  of 
this  country.  Only  about  3  percent  of  the  population  is  made  up  of 
health  care  professionals,  doctors,  dentists,  and  pharmacists.  So  it 
doesn't  take  a  long  record  of  statistics  and  history  to  demonstrate 
that  this  area  needs  better  funding.  HHS  had  a  task  force  on  black 
and  minority  health  and  they  documented  that  the  infant  mortality 
rate  of  African- Americans  is  almost  double  of  whites,  and  the  life 
expectancy  of  African-Americans  is  significantly  shorter  than  that 
of  whites.  All  that  points  up  what  I  have  been  talking  about — the 
life  expectancy  is  shorter,  the  fact  they  get  certain  diseases  and 
suffer  disproportionately  because  of  cancer,  diabetes,  pulmonary 
complications,  and  other  disorders.  When  you  compare  what  is 
going  on  in  the  minority  population,  particularly  African-Ameri- 
cans, there  is  an  annual  excess  of  600,000  deaths  per  year  among 
African- Americans  when  compared  to  white  with  diseases  and 
problems  which  I  have  indicated. 

Mr.  Chairman  and  members  of  the  committee,  it  goes  back  unfor- 
tunately in  part,  in  part  now,  because  of  the  chronic  underfunding 
of  this  program,  not  all  due  to  that  but  that's  a  big  part  of  it.  The 
disparity  in  health  status  between  African-Americans  and  other 
members  of  the  population  has  worsened.  So  I  am  appealing  to  this 
committee  to  please  try  to  fill  that  gap  which  is  there  of  the  high 
infant  mortality,  the  low  expectations  for  long  life,  and  the  fact 
that  if  it  weren't  for  the  few  minority  professionals  that  we  have, 
I  think  it  would  be  much  worse  than  it  is  now.  So  I  just  want  to 
say  that  if  we  kind  of  stick  to  some  of  the  recommendations,  don't 
cut  back  the  funding  because  you  weren't  funding  them  up  to  ca- 
pacity, up  to  the  needs  from  the  very  beginning. 

So  I  will  close,  Mr.  Chairman  and  members,  by  saying  I  thank 
you  for  what  you  have  done  in  the  past.  I  want  you  to  place  strong 
emphasis  on  the  care  of  minorities  in  terms  of  health  care  because 
it  affects  the  entire  Nation.  When  someone  becomes  ill,  when  a  mi- 
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nority  person  has  AIDS,  it  means  that  AIDS  can  spread  to  all  other 
communities.  So  it  is  important  that  you  think  of  it  not  as  some- 
thing that  you're  doing  just  for  minorities,  but  you're  doing  it  for 
the  whole  populace.  I  certainly  want  special  consideration  by  this 
committee  to  restore  the  cut  that  you  made  last  year.  That  would 
help  a  great  deal. 

And  I  have  one  more  thing,  Mr.  Chairman.  I  would  like  to  sub- 
mit for  the  record  testimony  from  the  University  of  Miami  regard- 
ing a  program  that  they  wish  you  would  pay  some  attention  to.  Ev- 
erything is  being  cut  back  in  the  area  of  health  research  for  institu- 
tions. They  are  very  concerned  about  that.  So  I  wish  to  submit  that 
statement  for  the  record.  Thank  you  for  your  time. 

Mr.  ISTOOK.  Certainly.  We  will  be  happy  to  have  that  placed  in 
the  record  also.  Thank  you,  Mrs.  Meek.  Aiiything  from  any  of  the 
subcommittee  members? 

Mr.  Stokes.  Mr.  Chairman,  I  don't  have  any  questions.  I  do 
want  to  make  just  a  comment  or  two.  I  want  to  commend  Mrs. 
Meek  for  the  excellent  testimony  she's  given  here  and  stress  the 
importance  of  her  testimony.  The  act  which  she  refers  to,  which 
was  passed  by  the  Congress  in  1990,  was  my  legislation  here  in  the 
House  and  was  sponsored  by  Senator  Kennedy  on  the  Senate  side. 
But  in  both  bodies  that  legislation  was  passed  by  strong  bipartisan 
support.  Your  testimony  today  comes  on  the  heels  of  testimony  that 
we've  heard  over  the  last  several  months  where  each  of  the  agency 
heads  have  come  before  us,  particularly  from  the  National  Insti- 
tutes of  Health,  and  have  testified  to  the  deplorable  disparity  be- 
tween minority  and  majority  health  in  this  country  and  the  excess 
deaths  that  occur  in  the  minority  community. 

Of  course,  the  cuts  that  took  place  last  year  in  this  area  in  terms 
of  minority  health  professions  made  a  major  impact  upon  some  of 
the  progress  we  were  making  in  this  area.  And  so  your  testimony 
was  very  important  and  we  appreciate  your  appearance. 

Mrs.  Meek.  Thank  you  very  much,  Mr.  Stokes. 

Mr.  ISTOOK.  Thank  you,  Mrs.  Meek. 

[The  prepared  statements  follow:] 


1495 


Testimony  of 
Hon.  Carrie  P.  Meek 
Member  of  Congress 
before  the 

Subcommittee  on  Labor,  Health  &  Human  Service 
House  Committee  on  Appropriations 
regarding 

Funding  for  Minority  Health  Programs 
May  16,  1996 


Mr,  Chairman,  I  thank  you  for  the  opportunity  to  share  with  the  Subcommittee 
my  views  on  the  fiscal  year  1997  Labor  Health  and  Human  Services  Appropriations 
bill.  This  morning  I  will  limit  my  comments  to  that  portion  of  the  bill  which  relates 
directly  to  the  training  of  minority. health  professionals. 

As  a  nation,  we  must  address  the  shocking  and  disturbing  disparities  in  our 
health  care  system.  Minority  communities  have  a  higher  rate  of  infant  mortality, 
cancer,  emphysema,  stroke,  heart  disease,  AIDS,  Lupus  and  other  diseases. 

To  help  meet  these  challenges  head  on,  in  1990  this  Congress  passed  the 
Minority/Disadvantaged  Health  Professions  Improvement  Act,  and  subsequently 
reauthorized  it  in  1 993.  The  intent  of  this  legislation  was  and  is  to  improve  the  health 
of  individuals  in  disadvantaged  communities  by  increasing  the  number  of 
minority/disadvantaged  health  professionals.  The  act  is  also  designed  to  strengthen 
educational  institutions  that  have  a  demonstrated  commitment  to  improving  minority 
health.  From  the  very  start,  these  efforts  have  been  woefully  underfunded  and  this 
year  funding  was  cut  1 2  percent  --from  $91  million  last  year  to  $80  million  this  year. 


Additional  funding  is  needed  to  adequately  fund  the  institutions  participating  in 
the  minority  centers  of  excellence  grant  programs  and  to  expand  the  program  to 
include  more  Minority  Health  Professions  Schools;  and  a  variety  of  other  institutions 
that  have  strong  programs  in  minority  health  training.  It  is  imperative  that  these 
predominately  minority  institutions,  which  train  a  disproportionate  number  of  minority 
health  professionals  and  provide  a  great  deal  of  care  to  minority  populations,  be 
adequately  funded  if  this  effort  is  to  be  successful. 

Overall,  the  Disadvantaged  Minority  Health  Improvement  Act  programs  have 
been  particularly  underfunded  in  the  areas  of  health  services  for  residents  of  public 
housing,  scholarship  programs  for  disadvantaged  minority  health  students,  and  grants 
for  community  based  scholarship  programs. 
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Mr.  Chairman,  the  federal  support  that  has  been  provided  to  these  institutions 
simply  is  not  enough.  There  exists  a  historic  shortage  of  minorities  in  all  of  the  health 
professions.  This  is  not  a  problem  that  developed  overnight,  and  the  solution  will 
most  likely  be  one  of  long  term  commitment.  Even  though  African  Americans 
represent  approximately  12%  of  the  U.S.  population,  only  about  3%  of  the  U.S. 
population  are  African  American  health  professionals:  physicians,  dentists,  and 
pharmacists. 

Studies  have  shown  that  when  minorities  are  trained  in  the  health  professions, 
they  are  much  more  likely  to  serve  in  medically  undeserved  areas.  Part  of  the  solution 
to  improving  the  health  status  of  African  Americans  and  other  minorities,  which  fall 
significantly  below  that  of  whites,  is  to  insure  that  minorities  are  serving  in 
undeserved,  minority  communities. 

The  1 985  HHS  Secretary's  Task  Force  Report  on  Black  and  Minority  Health 
documented  that  the  infant  mortality  rate  for  African  Americans  is  almost  double  that 
of  whites,  and  that  life  expectancy  for  African  Americans  is  significantly  shorter  than 
that  for  whites.  African  Americans  suffer  disproportinately  higher  incidents  of  cancer, 
diabetes,  pulmonary  complications,  and  other  disorders  that  result  in  an  annual  excess 
of  60,000  deaths  per  year  among  African  Americans  when  compared  to  whites. 

Unfortunately,  in  part  because  of  the  chronic  underfunding  of  this  program,  the 
disparity  in  health  status  between  African  Americans  and  whites  has  actually 
worsened.  The  life  expectancy  of  African  Americans  since  1985  has  decreased 
dramatically,  not  increased,  and  AIDS,  which  was  not  even  mentioned  in  the  1985 
report,  is  now  a  leading  cause  of  death  that  disproportinately  affects  African 
Americans  and  other  minorities.  African  Americans  and  other  minorities  constitute 
24%  of  the  population  but  45%  of-AIDS  related  deaths.  In  addition,  the  gap  in  infant 
mortality  between  African  American  babies  and  white  babies  continues  to  widen. 

If  it  were  not  for  the  efforts  of  a  handful  of  minority  health  professional  schools, 
the  health  care  of  African  Americans  and  other  minorities  would  be  even  further 
behind  the  general  population. 

A  recent  American  Council  of  Education  report,  One  Third  of  a  Nation,  pointed 
out  that  the  preparation  of  minorities  for  the  21st  century  must  be  a  national  priority 
or  our  nation  as  a  whole  will  suffer. 

The  support  of  this  subcommittee  in  providing  federal  resources  for  programs 
impacting  minority  students  and  institutions  committed  to  training  minority  health 
professionals  has  had  and  will  continue  to  be  absolutly  critical  if  we  are  ever  to  be 
successful.  If  this  Congress  ever  intends  to  change  the  dismal  statistics  which  I  have 
just  cited,  there  must  be  adequate  funding! 
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While  several  recent  reports  by  the  PEW  Charitable  Trust,  The  Institute  of 
Medicine,  the  Counsel  on  Graduate  Education,  and  other  organizations  predict  a 
general  over-supply  of  physicians  and  other  health  care  providers,  this  is  not  the  case 
at  all  among  minority  providers.  In  fact,  the  opposite  is  true.  The  national  need  for 
many  more  minority  physicians,  dentists,  pharmacists,  and  other  allied  health 
professionals  is  well  established. 

In  closing,  the  FY'97  budget  recommendation  for  the  Minority/Disadvantaged 
Health  Professions  Cluster  is,  at  best,  disappointing.  I  do  not  believe  that  President 
Clinton's  commitment  to  the  training  of  additional  minority  health  professionals  is 
adequatley  reflected  in  the  proposed  $16.3  mllion  cut  in  this  program.  I  urge  this 
committee,  to  restore  this  cuts,  America's  minorities  must  be  given  a  fair  chance  to 
pursue  careers  in  the  health  professions. 

Mr.  Chairman,  please  allow  me  once  again  to  offer  my  sincere  appreciation  to 
you  and  the  members  of  this  subcommittee  for  the  support  and  resources  that  this 
subcommittee  has  provided  to  this  important  effort.  Funding  provided  for  minority 
health  and  education  programs  is  indeed  a  critical  and  worthwhile  investment.  As  we, 
as  a  Nation,  continue  to  search  for  strategies  to  solve  minority  underreprestation  in  the 
health  professions  we  must  be  careful  not  to  eliminate,  paralyze  or  strangle  the 
programs  that  have  been  proven  to  work. 


#  #  # 
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TESTIMONY  SUBMITTED 
BY 

MR.    CYRUS  JOLLIVETTE ,   VICE  PRESIDENT  FOR  GOVERNMENT  RELATIONS 
THE  UNIVERSITY  OF  MIAMI 

AND 

DR.   RAYMOND  BYE,   ASSOCIATE  VICE  PRESIDENT  FOR  RESEARCH 
FLORIDA  STATE  UNIVERSITY  ' 


BEFORE  THE  SUBCOMMITTEE  ON  LABOR,   HEALTH  AND  HUMAN  SERVICES  AND 
EDUCATION  OF  THE  COMMITTEE  OF  APPROPRIATIONS, 
U.S.   HOUSE  OF  REPRESENTATIVES 
MAY  6,  1996 


Mr.  Chairman,  first,  we  want  to  thank  you  for  the  opportunity 
to  present  testimony  before  your  Subcommittee.  Let  us  briefly 
describe  for  you  the  unique  relationship  that  the  Florida  State 
University  and  the  University  of  Miami  have  entered  into  recently. 
We  have  formalized  an  agreement  between  the  two  institutions  to 
expand  the  cooperative  research  and  educational  activities  that 
exist     between     these     two     institutions.  Greatly  increased 

interactions  have  occurred  this  year  as  a  result  of  this 
partnership--  a  partnership  that  is  unique  because  of  the  public- 
private  nature  of  the  two  institutions.  We  envision  cooperative 
research  ventures,  expanded  educational  exchanges  and  programming, 
and  potentially  joint  course  offerings  and  degrees.  These  are 
rapidly-changing  times  that  require  innovative  approaches  to 
maximizing  strengths  in  more  efficient  ways,  as  well  as  seeking 
more  and  different  collaborations  within  higher  education  and  the 
business  communities. 

The  three  projects  that  we  wish  to  bring  to  your  attention  are 
joint  projects  that  will  be  undertaken  by  our  two  institutions. 
The  first  will  lead  to  the  creation  of  a  Risk  Assessment  and 
Intervention  Lyceum  that  will  have  strong  ties  between  the  medical 
and  scientific  faculties  at  the  institutions.  The  Lyceum  will  be 
devoted  to  identifying,  synthesizing,  and  understanding  the 
interrelationships  between  various  "members";  to  assessing  the 
contribution  of  these  "members"  to  both  predisposition  and 
prevention  of  pathologies;  to  assessing  the  effectiveness  and  cost- 
ef f ectiveness  of  various  interventions,  and  to  developing 
communications  and  educational  programs  on  effective  and  efficient 
strategies  for  professionals  and  the  lay  public. 
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Over  the  past  25  years,  tremendous  strides  have  been  made  in 
the  biomedical,  physical,  psychological,  and  social  science  arenas. 
Yet  the  next  breakthroughs  to  improving  the  quality  of  life  and 
reducing  both  the  economic  and  social  costs  will  occur  in  our  areas 
where  interdisciplinary  teams  of  scientists  will  work.  The 
biomedical  and  physical  sciences  have  identified  a  large  number  of 
physical  "markers"  which  predispose  individuals  and  groups  to  well- 
defined  health  risks;  social  scientists,  working  with  biomedical 
and  physical  scientists,  have  also  identified  behavioral  and 
environmental  "markers"  which  influence  both  health  risks  and 
social  pathologies.  Yet  while  vast  sums  have  been  spent  on  the 
identification  of  these  markers  and  the  knowledge  about  the 
physical,  social,  and  behavioral  factors  that  influence  health  and 
social  pathologies,  the  return  on  these  investments  has  not 
measured  up  to  expectations.  Thus,  there  should  be  increased 
assessments  and  evaluations  of  the  various  preventive  strategies 
currently  employed. 

A  common  preventative  strategy  suggested  for  various 
pathologies  involves  the  identification  of  specific  risk  behaviors 
associated  with  each,  identifying  individuals  and  groups 
predisposed  to  the  pathology,  assessing  their  role  in  the 
manifestation  of  the  pathology,  and  finally  developing  and  testing 
cost-effective  and  efficient  interventions.  In  addition  to 
developing  these  strategies,  the  FSU-UM  consortium  will  have  a 
heavy  emphasis  on  training  of  students  and  professionals.  This 
consortium  will  draw  together  individuals  with  diverse  interests 
and  orientations  which  have  traditionally  been  separated  by 
academic  discipline  and  institutional  barriers.  This  joint  venture 
has  the  potential  to  provide  new  strategies  which  will  result  in 
massive  direct  cost  reductions  for  health  care  to  both  the  public 
and  private  sectors.  Proportionately  greater  savings  could  be 
achieved  through  developing  successful  interventions  to  reduce  some 
types  of  crime,  juvenile  delinquency,  violence,  substance  abuse, 
teenage  pregnancy,  and  a  host  of  other  social  pathologies  which  are 
increasing  viewed  as  medical/public  health  problems.  With  a  strong 
evaluation  and  assessment  component  included  in  this  effort,  we  are 
convinced  that  this  Risk  Assessment  and  Intervention  Lyceum  will  be 
highly  effective  and  cost  efficient  investment.  We  envision  a  $6-8 
million  annual  federal  investment  growing  with  the  addition  of 
private  funding  that  will  be  secured  to  make  this  effort  truly  a 
public-private  partnership. 

A  second  area  that  we  wish  to  call  the  Committee's  attention 
toward  is  the  tremendous  medical  applications  possible  from 
advances  in  magnet  technologies.  For  years,  the  United  States  saw 
its  lead  in  magnet  technology  slip  off-shore.  This  decline  is  now 
beginning  to  be  turned  around  since  the  establishment  of  the 
National  High  Magnetic  Field  Laboratory  at  Florida  State  University 
in  1990.  From  the  groundbreaking  for  the  facility  in  1991,  the 
Laboratory  has  quickly  become  a  world  leader  in  magnet  science  and 
technology,  with  the  rapid  development  of  the  world-class 
infrastructure  to  supporting  vigorous  user  and  science  programs. 
One  of  the  science  areas  ripe  for  exploitation  is  nuclear  magnetic 
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resonance  (NMR) .  With  the  primary  facility  for  nuclear  magnetic 
resonance  (NMR)  research  in  Tallahassee,  it  is  planned  to  expand 
the  instrumentation  available  for  an  enhanced  user-oriented 
facility  in  this  key  area.  In  order  to  take  advantage  of  an 
existing  world-class  research  facility,  we  hope  to  continue  to 
attract  to  the  NHMFL  the  leading  experts  in  the  field  of  magnetic 
resonance.  With  enhanced  instrumentation  that  focuses  on  user 
needs,  the  NHMFL  will  continue  to  attract  users  for  its  high-field 
spectrometers,  its  employment  of  new  research  techniques, 
instruments  and  applications.  Specific  instrumentation  needs  in 
nuclear  magnetic  resonance  have  been  identified  in  order  to  push 
the  NHMFL  to  a  world-class  user  research  facility.  The  Nation's 
research  and  magnetic  technology  community  will  benefit  from  this 
enhanced  capability. 

A  third  area  we  wish  to  call  to  your  attention  is  PROJECT: 
BEGIN,  a  Centers  for  Disease  Control  program,  that  has  funded  14 
sites  nationally.  Two  of  the  sites  are  at  the  University  of 
Miami's  Debbie  Institute  and  Florida  State  University's  Center  for 
Prevention  and  Early  Intervention  Policy.  PROJECT:  BEGIN  (Bringing 
Early  Growth  and  Development  Into  Neighborhoods)  is  a  mult i- site, 
multi-year  research  project  to  investigate  the  impact  of  intensive 
early  intervention  in  reducing  poor  performance  and  school  failure 
in  children  born  to  mothers  with  less  than  12  years  of  education. 
UM  and  FSU  will  focus  on  urban  and  rural  populations  respectively, 
with  over  1,000  Florida  families  involved  and  benefitting  from  this 
nine -year  study. 

The  focus  of  the  FSU  effort  is  on  the  Panhandle  region  of 
Florida,  a  region  that  has  a  high  proportion  of  illiteracy  and 
poverty  that  has  encompassed  several  generations  of  residents.  The 
UM  focus  is  on  a  highly-urban  population  that  is  highly  mobile  and 
rapidly  growing  multicultural  in  its  composition.  Together,  these 
two  sites  combined  to  maximize  the  effects  to  better  understand  and 
serve  these  very  diverse  but  highly  representative  national 
populations.  In  our  view,  both  BEGIN  efforts  should  have  a  very 
high  priority  for  continued  support. 

Mr.  Chairman,  these  are  only  three  of  the  numerous 
collaborative  activities  that  the  University  of  Miami  and  the 
Florida  State  University  are  undertaking.  This  is  indeed  a  new  era 
that  we  are  in,  and  we  think  that  innovative,  effective,  and 
efficient  partnerships  such  as  this  one  between  the  Florida  State 
University  and  the  University  of  Miami  are  the  wave  of  the  future. 
We  appreciate  the  opportunity  to  present  this  information  to  the 
Committee . 
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Testimony  Presented  to  the  House  Appropriations  Subcommittee 

for 

Labor,  Health,   and  Human  Services,  and  Education 
by 

Cyrus  M.  Jollivette,  Vice-President  for  Governmental  Relations 
and  Executive  Assistant  to  the  President 
University  of  Miami 

May  10,  1996 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  appreciate  the 
opportunity  to  present  testimony  on  behalf  of  the  University  of 
Miami.  The  University  of  Miami  is  seeking  your  support  for  several 
initiatives  within  your  purview:  Project  BEGIN  at  the  Centers  for 
Disease  Control  and  Prevention;  transfer  of  the  NIH  Perrine, 
Florida  Campus  to  the  University  through  the  public  benefit 
discount  program;  continuing  support  for  the  Center  on  Minority 
Families;  and  programs  at  the  University's  Marine  and  Freshwater 
Biomedical  Sciences  Center. 

First,  I  wish  to  discuss  The  Centers  for  Disease  Control  and 
Prevention  Project  BEGIN  (Bringing  Early  Growth  and  Development 
Into  Neighborhoods) .  This  is  a  multisite,  multiyear  research  study 
to  investigate  the  effectiveness  of  an  early  intervention  program 
designed  to  prepare  children,  born  to  mothers  with  less  than  12 
years  of  education,  to  be  ready  to  learn  when  they  enter  the 
educational  system. 

The  program  is  divided  into  a  series  of  phases  over  nine 
years.  The  first  period,  Concept  Development,  is  underway.  Staff 
at  the  Centers  for  Disease  Control  and  Prevention  and  the  Research 
Triangle  Institute  are  developing  forms  and  training  materials  in 
collaboration  with  and  feedback  from  the  initial  14  sites  funded 
during  the  first  period.  The  second  phase  will  be  a  pilot  phase 
for  the  purpose  of  working  out  the  practical  details  of  the  study. 
The  third  phase  will  be  the  actual  implementation  of  the  three 
cohorts  of  children  and  families.  The  final  phase  will  be  a  study 
completion  phase  in  which  the  data  will  be  analyzed  and  findings 
reported . 

There  is  some  evidence  that  high  quality  early  intervention 
programs  can  reduce  poor  performance  and  school  failure  for  at  risk 
children.  There  are  14  sites  nationwide,  including  two  in  Florida: 
at  the  University  of  Miami  and  at  Florida  State  University;  ten 
sites  will  be  awarded  continuation  funding  to  implement  the  nine- 
year  project.  We  seek  your  support  to  assure  full  funding  for  this 
CDC  contract  initiative.  CDC  provides  funding  for  Project  BEGIN  in 
the  Chronic  and  Environmental  Health  account . 

Next,  the  University  of  Miami  is  seeking  your  support  in 
obtaining  title  to  the  National  Institutes  of  Health  (NIH)  Perrine, 
Florida  Campus  through  the  public  benefit  discount  program. 
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The  University  has  learned  that  the  National  Institutes  of 
Health  has  targeted  its  Perrine,  Florida  campus  for  surplus  through 
the  public  benefit  discount  program.  The  NIH  Perrine  campus  is 
adjacent  to  the  University  of  Miami's  South  Campus  in  South  Dade 
County,  Florida.  The  University's  South  Campus  is  utilized  solely 
for  research  and  educational  purposes. 

The  52 -acre  Perrine  Campus  has  been  managed  by  the  University 
of  Miami  for  the  NIH  over  the  past  15  years  as  a  site  for  primarily 
non-human  primate-based  medical  research.  The  principal  research 
facility  on  the  property  was  destroyed  in  Hurricane  Andrew  and 
subsequently  rebuilt  by  the  NIH.  The  NIH  has  determined  that  due 
to  budgetary  limitations,  it  is  unlikely  that  the  NIH  will  be  able 
to  continue  research  activities  at  Perrine.  The  NIH  has  determined 
that  the  property  has  no  significant  value  on  the  open  market;  its 
only  access  is  through  the  adjacent  South  Campus  owned  by  the 
University  of  Miami . 

When  the  NIH  formally  declares  the  property  excess,  the 
General  Services  Administration  will  make  a  decision  concerning  the 
campus'  disposition.  The  University  will  seek  to  obtain  the 
Perrine  Campus  through  the  public  benefit  discount  program  and  to 
continue  the  animal  based  research  and  training  activities  now 
located  there . 

The  University  obtained  the  adjacent  South  Campus  through  the 
public  benefit  discount  program  in  1981.  The  Department  of 
Education,  which  oversees  the  deed  restrictions  on  the  South 
Campus,  is  enthusiastic  in  supporting  the  transfer  of  title  to  the 
University . 

The  Perrine  Campus  was  designed  and  built  for  non-human 
primate  studies;  there  is  no  other  obvious  use.  The  cost  of 
maintaining  the  property  is  high  (up  to  $350,000  annually)  and 
there  are  endangered  species  on  the  property.  In  addition,  there 
is  considerable  maintainance  required  to  operate  a  USDA- licensed 
animal  facility  for  primates.  The  University  is  willing  and  able 
to  own  and  continue  to  operate  the  facility  in  the  best  interests 
of  the  public  good  as  a  research  facility  for  human  disease  study 
and  prevention  and  cure  by  the  use  of  animal  models. 

The  transfer  of  ownership  to  the  University  with  a  3  0 -year 
deed  restriction  would  eliminate  the  cost  to  the  government  of 
maintaining  the  property  while  assuring  its  continued  use  for 
research  and  education  purposes.  The  University's  continued  use  of 
the  property  would  be  overseen  by  the  Department  of  Education. 

As  a  501(c)(3)  not-for-profit  educational  institution,  the 
University  of  Miami,  through  its  internationally  recognized  School 
of  Medicine,  and  its  willingness  to  maintain  the  property,  is 
uniquely  positioned  to  receive  title  and  continue  the  present 
function  of  the  Perrine  Campus. 

The  University   is   convinced   that    transfer   of    title   to  the 
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Perrine  Campus  would  best  serve  the  interests  of  the  nation  and  the 
research  community.  The  University  of  Miami  seeks  to  convey  to  GSA 
that  it  is  uniquely  able  and  deserving  to  be  selected  to  receive 
title  to  the  Perrine  Campus. 

Third,  Mr.  Chairman,  we  seek  your  continuing  support  for  the 
Center  on  Minority  Families  which  you  established  in  FY  1994.  The 
Center  is  dedicated  to  the  provision  of  services  to  strengthen  and 
support  minority  families.  The  Center  is  concerned  with  a  broad 
range  of  substantive  problem  areas,  including:  community 
disorganization,  emotional  maladjustment,  family  conflict,  family 
violence/abuse,  inadequate  parenting  skills,  substance  abuse, 
unemployment  and  under- employment ;  premature  sexual  behavior, 
unsafe  sexual  behavior,  and  unwanted  pregnancies.  Also,  school 
failure;  juvenile  delinquency;  substance  abuse  spanning  from 
perinatal  addiction  to  youthful  experimentation  to  juvenile 
substance  abuse;  and  juvenile  violence.  In  addition  the  Center 
addresses  AIDS  transmission,  living  with  AIDS,  and  AIDS  orphans  and 
multisystems ,  multigenerat ional  and  family  kinship  interventions 
for  families  of  chronically  ill  children,   adults,   and  elderly. 

In  FY  19  95  you  urged  the  Department  of  Health  and  Human 
Services  to  provide  continued  funding.  Because  of  budget  problems 
in  FY  1995,  and  thus  far  in  FY  1996,  the  Department  has  failed 
either  to  continue  funding  or  accept  a  proposal  for  a  new  scope  of 
work  on  these  important  issues.  The  Center  on  Minority  Families 
wishes  to  maintain  this  important  effort  and  has  kept  the 
Department  informed  about  the  success  of  the  original  project  and 
the  proposed  new  scope  of  work. 

The  FY  1994  funding  was  utilized  to  conduct  three  major 
projects,  all  related  to  minority  families.  The  Center  is  seeking 
to  continue  the  efforts  on  developing  a  knowledge  base  about 
minority  families  and  particularly  extend  those  efforts  by  focusing 
on  the  development  of  relevant  academic  skills  and  competancies  in 
promising  young  minority  professionals  in  the  field  of  minority 
family  studies.  We  seek  $1  million  to  continue  this  initiative  for 
which  you  have  provided  unwavering  support . 

Finally,  we  call  to  your  attention  the  programs  at  the 
University's  Marine  and  Freshwater  Biomedical  Science  Center.  The 

Center  is  NIH-designated  as  a  national  resource  for  the  high 
quality  toxin  standards  it  produces  and  for  the  molecular  toxin 
probes  it  has  used  to  describe  the  molecular  aspects  of  toxin 
action.  The  toxins  under  study  represent  some  of  the  most  potent 
pharmacological  agents  known. 

Our  NIEHS-funded  Center  has  acted  in  a  resource  and  analysis 
capacity  for  the  FDA,  DOD,  NIH,  and  NMFS,  in  addition  to  the  World 
Health  Organization  and  other  international  involvement. 

In  FY  1994  you  recognized  the  need  to  establish  standards  for 
marine  food  safety;  our  Center  especially  has  the  relevant 
experience  and  expertise  to  meet  this  vital  national  need.     In  FY 
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19  95  you  recommended  that  NIEHS  support  research  to  study  and 
evaluate  natural  marine  toxins  and  their  effect  on  human  health. 

In  FY  1997,  we  ask  that  you  urge  NIEHS  to  establish  non-cancer 
endpoint,  disease-related  Environmental  Health  Sciences  centers 
targeting  the  increasing  problem  of  natural  seafood  toxins  and 
human  health.  Such  comprehensive  centers  should  integrate  aspects 
of  basic  science  focusing  on  molecular  studies  on  the  mechanisms  of 
human  toxicity,  applied  science  aimed  at  safety  assessment  of  food 
sources  and  clinical  diagnosis,  and  should  carry  out  domestic  and 
international  outreach  and  cooperation  to  disseminate  information 
to  public  health  officials  and  the  public. 

As  I  close  Mr.  Chairman,  on  behalf  of  my  colleagues,  both  at 
the  University  of  Miami  and  in  all  Florida,  I  express  deep 
appreciation  for  the  continuing  support  and  encouragement  you  and 
the  subcommittee  have  provided  over  many  years. 

We  hope  to  continue  to  merit  your  positive  consideration  and 
support . 


Thank  you . 
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Mr.  Istook.  I  would  like  to  say  since  we  do  have  several  mem- 
bers that  have  come  in  since  the  vote  and  are  stacked  up,  and  I 
know  the  value  of  your  time  for  each  of  you,  since  we  are  running 
behind,  I  wanted  to  let  you  know  we  want  to  go  ahead  and  take 
the  people  in  the  order  in  which  they  were  originally  scheduled.  I 
wanted  to  let  you  know  that  if  you  wanted  to  make  any  other  use 
of  your  time.  That  would  be  for  the  people  that  are  here,  then  Con- 
gressman Bunn,  Congressman  Burton,  Congressman  Mica,  Con- 
gressman Baldacci,  Congresswoman  Clayton,  and  Congressman 
Neal.  We  will  be  taking  those  members  in  that  order. 

And  again  a  reminder,  because  we  have  been  a  little  loose  and 
we  keep  slipping  on  the  time,  if  we  can  limit  each  person's  testi- 
mony to  five  minutes,  that  will  assist  in  making  sure  we  get  to  ev- 
eryone. So  if  any  of  you  need  to  run  make  phone  calls  or  whatever, 
I'll  certainly  preserve  your  place  in  the  order  that  I  just  read.  Or 
if  any  of  you  have  any  particular  problems  that  you  have  with 
needing  to  be  quicker,  we'll  try  to  accommodate  that. 


Thursday,  May  16,  1996. 

WITNESS 

HON.  JIM  BUNN,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE  STATE 
OF  OREGON 

Mr.  ISTOOK.  Mr.  Bunn,  welcome. 

Mr.  Bunn.  Thank  you,  Mr.  Chairman.  I'll  see  if  I  can  actually 
help  with  the  time  problem  a  little  bit.  I  would  ask  that  my  entire 
testimony  be  entered  in  the  record.  I  very  briefly  want  to  address 
the  SSIG,  State  Student  Incentive  Grant  program. 

As  you  probably  know,  the  Department  of  Education  has  rec- 
ommended that  the  program  be  eliminated.  I  would  disagree  with 
their  reasoning,  but  I  just  want  to  very  briefly  give  you  an  example 
of  what  we're  doing  with  other  programs.  Last  year  we  funded  this 
program  at  $31,375,000,  half  of  the  fiscal  year  1995  level.  If  we 
were  to  take  that  $35  million  and  eliminate  the  program  and  put 
100  percent  of  it  into  the  Pell  Grant  program,  for  example,  with 
zero  matching,  we  would  end  up  with  $10  per  grant  if  it  were 
spread  among  the  existing  grants,  or  21,000  new  grants.  If,  in- 
stead, we  were  to  eliminate  the  funds  and  put  it  in  the  SEOG  pro- 
gram with  25  percent  matching,  we  could  add  $40  per  grant  for 
that  program,  or  70,000  new  grants.  Or  if  we  leave  it  intact  where 
it  is  now  and  it  is  matched  on  the  average  10-to-l,  we  end  up  with 
$1200  per  grant  for  600,000  grants. 

So,  at  a  time  when  we're  looking  to  prioritize  as  we're  trying  to 
balance  the  budget,  this  program  is  one  that  is  well  leveraged.  It 
is  doing  a  good  job  for  us  in  helping  provide  access  to  higher  edu- 
cation. I  would  encourage  you  to  maintain  funding  for  the  SSIG 
grant.  Thank  you. 

Mr.  Istook.  Thank  you  very  much,  Mr.  Bunn.  Any  comments, 
questions  from  any  of  the  subcommittee  members? 

Mr.  Stokes.  No  questions. 

Mr.  Istook.  Very  good.  We  appreciate  it.  And  thank  you  for  the 
brevity  and  helping  all  of  us. 

[The  prepared  statement  follows:] 
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CONGRESSMAN  .TIM  BUNN'S  TESTIMONY 


BEFORE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE 
ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
EDUCATION  AND  RELATED  AGENCIES 


May  15,  1996 


Mr.  Chairman  :  I  come  before  you  to  bring  to  your  attention  a  program  that  is  working  very 
well  around  the  nation,  and  in  particular  in  my  state  of  Oregon.  This  program  is  the  State 
Student  Incentive  Grant  program  (SSIG)  which  was  funded  last  fiscal  year  at  $31,375 
million,  half  of  what  this  program  received  in  FY 1995.  I  would  like  to  urge  your  support 
for  the  SSIG  program  ~  a  grant  program  that  uses  the  least  federal  money  to  aid  the  most 
low-income  students. 


BACKGROUND 

As  you  know,  the  Department  of  Education  has  recommended  terminating  the  SSIG  program. 
In  their  reasoning,  the  Department  states  that  this  program  was  started  to  get  states  to  create 
their  own  need-based  grant  programs,  and  to  this  date  all  50  states  and  the  District  of 
Columbia  have  accomplished  this  original  goal.  This  reasoning  fails  on  two  counts. 

First,  SSIG  was  created  to  assist  states  in  making  grants  to  higher  education  students,  not 
just  start  programs  within  the  states.  Furthermore,  the  Department's  budget  justification 
ignores  the  fact  that  if  federal  monies  are  eliminated,  the  incentive  for  the  states  to  fund  their 
own  programs  will  also  be  eliminated.  So,  not  only  will  students  lose  $31  million  in  grants 
next  year  from  the  federal  share  of  the  program,  but  many  states  will  choose  to  eliminate 
their  programs  altogether.  I  can  tell  you  that  as  a  former  state  legislator,  one  of  the  main 
considerations  for  funding  of  the  Oregon  State  Need  Grant  program,  which  is  my  state's 
SSIG  matching  program,  is  how  much  it  would  take  to  effectively  leverage  federal  dollars. 
Without  the  maintenance-of-effort  requirements  of  the  SSIG  program,  I  have  been  told  that 
Oregon  would  probably  choose  to  fund  their  program  at  much  lower  than  the  current  level. 
It  is  a  classic  leverage  program  ~  we  dangle  a  $31  million  carrot,  and  we  entice  over  $750 
million  more  from  the  states. 
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SSIG  AS  THE  THIRD  FEDERAL  GRANT  LEG 

It  is  my  understanding  that  during  last  year's  debate  on  educational  funding  that  the 
Committee  did  everything  possible  to  fully  fund  the  Supplemental  Educational  Opportunity 
Grant  (SEOG)  program,  and  also  increased  the  maximum  Pell  Grant.  I  fully  supported  this 
direction.  But  we  must  not  forget  the  third  leg  of  the  federal  grant  program,  and  that  is 
SSIG.  Unlike  the  other  grant  programs,  SSIG  leverages  state  money.  SEOG  leverages 
institutional  money,  albeit  at  a  lower  level  than  the  SSIG  program,  and  the  Pell  grant 
program  is  entirely  federal  money.  SEOG  lends  itself  to  institutional  flexibility,  the  Pell 
Grant  program  lends  itself  to  student  flexibility,  and  the  SSIG  program  encourages  state 
flexibility.  Each  of  these  programs  are  very  important  to  ensure  that  low-income  students 
have  an  equal  opportunity  to  higher  education. 


SSIG  MONEY  USED  IN  THE  OTHER  GRANT  PROGRAMS 

SSIG  leverages  large  amounts  of  state  money,  as  much  as  60  to  1  in  some  cases,  making  the 
$31  million  go  much  further  than  any  other  federal  grant  program.  Some  have  even  argued 
that  because  SSIG  is  so  overmatched  by  the  states,  that  there  is  no  reason  for  the  federal 
government  to  continue  their  share.  But  overmatching  is  not  unique  to  the  SSIG  program. 
Colleges  routinely  overmatch  their  federal  campus-based  funds,  including  SEOG  funds.  This 
is  not  a  reason  for  dismantling,  but  rather  is  indicative  of  a  program  that  works. 

While  I  am  not  here  to  argue  that  the  SEOG  or  Pell  Grant  programs  should  be  reduced  to 
fund  the  SSIG  program,  that  is  the  last  thing  I  would  want  to  see  happen,  I  would  argue  that 
the  SSIG  money  is  used  very  effectively  by  states  for  low-income  students.  For  example,  if 
the  SSIG  money  were  to  be  added  to  the  SEOG  program,  the  additional  student  grant  monies 
that  would  be  available  after  institutional  matching  would  be  around  $40  million  more  than 
currently  granted.  This  money  would  then  be  distributed  either  by  adding  about  $40  to  each 
current  grant,  or  by  giving  out  about  70,000  new  grants  at  the  current  level.  If  the  SSIG 
money  were  added  to  the  Pell  grant  program,  which  is  not  matched,  we  could  either  add 
about  $10  to  each  of  the  current  grantees,  or  add  21,000  new  Pell  grantees  at  today's  levels. 
Each  of  these  choices  seem  to  help  a  number  of  students,  or  possibly  offer  a  bit  more  money 
for  the  current  grantees,  but  if  we  continue  to  fund  the  SSIG  program,  used  in  conjunction 
with  the  state  matching  funds,  over  600,000  students  receive  grants  with  the  average  grant 
being  over  $1,200.  To  me,  this  is  the  wisest  use  of  federal  dollars. 

CONCLUSION 

I  hope  the  committee  also  sees  the  value  of  this  program,  and  funds  it  at  a  level  that  will 
continue  to  encourage  states  to  match  the  limited  federal  dollars.  Possibly  in  the  future  we 
can  find  a  way  to  increase  the  funding  for  this  essential  program. 
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Thursday,  May  16,  1996. 

WITNESS 

HON.  DAN  BURTON,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  INDIANA 

Mr.  Istook.  Mr.  Burton,  welcome. 

Mr.  Burton.  Thank  you,  Mr.  Chairman.  I  have  about  a  20 
minute  speech  and  I  hope  that  won't  bother  anybody.  [Laughter.] 

Mr.  Istook.  We'll  be  happy  to  hear  that  tomorrow  afternoon  at 
3:00.  [Laughter.] 

Mr.  Burton.  Ill  submit  my  statement  for  the  record  and  abbre- 
viate it  and  try  to  get  through  here  in  just  a  couple  of  minutes. 

Mr.  Chairman,  as  you  know,  I  am  pretty  conservative  fiscally, 
some  people  say  a  little  too  conservative,  but  there  is  a  program 
called  "We  the  People,  the  Citizen  and  the  Constitution"  that  I 
think  is  a  very,  very  important  program  and  it  is  utilized  by  teach- 
ers around  the  country.  As  a  matter  of  fact,  I  think  70,000  teachers 
received  texts  from  this  organization  last  year.  It  stimulates  real 
interest  among  the  children  who  are  participating  in  the  Constitu- 
tion. I  think  everybody  who's  in  the  Congress  realizes  how  impor- 
tant it  is  that  people  understand  the  Constitution,  what  our  rights 
and  privileges  are.  There  is  a  real  problem  in  that  most  people  in 
this  country  are  not  aware  of  what  the  Constitution  says  and  what 
it  stands  for. 

So  I  think  this  is  a  very,  very  important  program.  This  program 
is  to  be  funded  at  a  level  of  about  $5  million.  For  every  $1  that  the 
Government  gives,  there  is  $10  that's  given  from  outside  sources. 
So  it  is  a  seed  program.  I  think  it  provides  a  very  valuable  service 
for  our  educators  around  the  country  as  well  as  the  students. 

I  think  I  have  in  Indiana  more  schools  that  participate  in  this 
program  than  any  district  in  the  country.  We  have  16  high  schools 
that  participate  and  the  teachers  and  students  who  participate  say 
it  is  just  a  wonderful  program.  There's  a  competition  that  takes 
place  every  year  and  I  think  the  end  of  the  competition  takes  place 
here  in  Washington.  One  of  my  schools,  Lawrence  Central  finished 
in  the  top  10  last  year  and  participated  in  that.  As  a  matter  of  fact, 
one  of  my  staffer's  sons  is  active  in  this  program,  and  my  press  sec- 
retary, who  is  back  here,  participated  in  the  first  program  that  took 
place  back  in  1988.  He  said  that  his  interest  in  the  Constitution 
and  in  Congress  was  stimulated  to  such  a  degree  that  he  wanted 
to  work  for  a  great  congressman — he  came  to  work  for  me.  I 
thought  that  was  pretty  interesting.  Don't  you  think  that's  interest- 
ing, Mr.  Chairman? 

Mr.  Istook.  I  think  it  is  nice  to  know  that  the  program  has  done 
something  like  that.  Some  may  question  the  judgement,  but  I'll 
agree  with  you.  [Laughter.] 

Mr.  Burton.  All  right,  Mr.  Chairman.  Anyway,  in  summary  let 
me  just  say  that  there  are  a  lot  of  programs  that  we  should  cut, 
a  lot  of  programs  that  we  should  eliminate  entirely,  but  there  are 
some  programs  that  are  very  meritorious.  This  provides  seed 
money,  as  I  said  before.  It  is  a  $10-to-$l  match  almost  from  outside 
sources.  I  think  it  is  an  essential  program.  If  we  really  care  about 
our  kids  knowing  what  this  country  is  all  about,  the  Constitution 
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and  the  Bill  of  Rights,  then  I  think  we  should  fund  it.  I  hope  you 
will  look  with  favor  upon  it.  Thank  you,  Mr.  Chairman. 

Mr.  ISTOOK.  Thank  you,  Mr.  Burton.  Anything  from  any  of  the 
subcommittee  members? 

Mr.  Stokes.  No  questions. 

Mr.  ISTOOK.  All  right.  Thank  you  very  much. 

[The  prepared  statement  follows:] 
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Statement  of  Rep.  Dan  Burton 
to  Chairman  John  Porter,  Labor  HHS  Subcommittee 

5/16/96 


MR.  CHAIRMAN, 

THANK  YOU  FOR  ALLOWING  ME  TO  TESTIFY  HERE  TODAY  AS  YOU  KNOW, 
I  AM  ONE  OF  THE  MOST  FISCALLY  CONSERVATIVE  MEMBERS  OF  THIS  BODY, 
AND  I  AM  VERY  INTERESTED  IN  CUTTING  WASTEFUL  GOVERNMENT  SPENDING 
IN  EVERY  AREA  POSSIBLE.  IT  IS  BECAUSE  OF  THIS  THAT  I  COME  BEFORE  YOU 
TODAY,  THE  "WE  THE  PEOPLE. ..THE  CITIZEN  AND  THE  CONSTITUTION- 
PROGRAM  !S  NOT  A  WASTE,  IT  IS  A  SHINING  EXAMPLE  OF  WHAT  CAN  BE  DONE 
WHEN  TEACHERS  WANT  TO  TEACH  AND  CHILDREN  WANT  TO  LEARN. 

MR.  CHAIRMAN,  YOUR  SUBCOMMITTEE  IS  CONSIDERING  FUNDING 
LEVELS  FOR  EDUCATION  PROGRAMS,  AND  I  AM  HERE  TODAY  TO  REQUEST 
THAT  YOU  FUND  THE  CENTER  FOR  CIVIC  EDUCATION'S  "WE  THE  PEOPLE- 
PROGRAM  AT  A  LEVEL  OF  $5  MILLION. 

MR.  CHAIRMAN,  MY  PRESENCE  SHOULD  BE  TESTAMENT  TO  THE  VALIDITY 
OF  THE  "WE  THE  PEOPLE"  PROGRAM,  BUT  I  WOULD  LIKE  TO  GO  INTO  SOME  OF 
ITS  OUTSTANDING  QUALITIES.  IT  IS  THE  MOST  EFFECTIVE  DEPARTMENT  OF 
EDUCATION  PROGRAM  AT  CHALLENGING  OUR  YOUTH  TO  LEARN  ABOUT  OUR 
CONSTITUTION.  EVERY  YEAR  THE  PROGRAM  CIRCULATES  UNIFORM  TEXTS  TO 
SOME  70,000  TEACHERS,  WHO  IN  TURN  CHALLENGE  THEIR  STUDENTS  TO 
LEARN  IN  CREATIVE  AND  INNOVATIVE  WAYS... WAYS  THAT  MAKE  LEARNING 
FUN...  AND...  WAYS  THAT  HELP  STUDENTS  RETAIN  WHAT  THEY  HAVE  LEARNED. 
THE  PROGRAM  CULMINATES  IN  A  NATIONAL  CONTEST  TO  ALLOW  THE 
STUDENTS  TO  SHOWCASE  AND  PRESENT  THEIR  INTERPRETATION  OF  THE 
MATERIAL  ON  A  LOCAL,  STATE,  AND  NATIONAL  LEVEL.  THE  PROGRAM  HAS 
SEEN  MANY  OF  ITS  GRADUATES  MOVE  ON  TO  BE  SUCCESSFUL  COLLEGE 
STUDENTS  AND  EVEN  CONGRESSIONAL  AND  SENATORIAL  STAFFERS  HERE 
ON  THE  HILL. 

THE  "WE  THE  PEOPLE"  PROGRAM  HAS  HAD  A  DIRECT  IMPACT  ON  MY 
DISTRICT  IN  CENTRAL  INDIANA,  WHICH  HAS  THE  MOST  PARTICIPATING 
SCHOOLS  OF  ANY  CONGRESSIONAL  DISTRICT  IN  THE  COUNTRY.  16  SCHOOLS 
IN  MY  DISTRICT  PARTICIPATED  IN  THE  PROGRAM  LAST  YEAR,  MR.  CHAIRMAN.  IN 
FACT,  THIS  PAST  MONTH,  LAWRENCE  CENTRAL  HIGH  SCHOOL,  FROM 
INDIANAPOLIS,  INDIANA,  MADE  IT  TO  THE  FINAL  TEN  SCHOOLS  IN  THE 
COUNTRY.  ONE  OF  THE  TEAM  MEMBERS  FROM  THAT  SCHOOL  IS  THE  SON  OF 
ONE  OF  MY  DISTRICT  STAFFERS.  DREW  HORVATH,  THE  TEACHER  OF  THE 
LAWRENCE  CENTRAL  STUDENTS  TOLD  ME  WHAT  A  POSITIVE  EXPERIENCE  THE 
PROGRAM  HAS  BEEN  FOR  THE  KIDS  IN  HIS  CLASS.  HE  SAID,  "BECAUSE  OF 
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EXPERIENCES  LIKE  'WE  THE  PEOPLE,"  THE  FUTURE  LOOKS  BRIGHTER  FOR  ALL 
OF  US."  I  HAVE  SEEN  FIRST-HAND  THE  POSITIVE  IMPACT  THIS  PROGRAM  HAS 
HAD  ON  THESE  STUDENTS,  AND  IT  IS  SOMETHING  THAT  GOES  BEYOND  THEIR 
HIGH  SCHOOL  YEARS.  MY  PRESS  SECRETARY  WAS  A  MEMBER  OF  THE  FIRST 
"WE  THE  PEOPLE"  TEAM  FROM  INDIANA  BACK  IN  1988.  HE  HAS  SAID  THAT  HIS 
INTEREST  IN  GOVERNMENT  AND  POLITICS  CAME  FROM  WHAT  HE  LEARNED 
DURING  THE  "WE  THE  PEOPLE"  PROGRAM. 

THIS  PROGRAM  IS  NOT  A  WASTE.  IT  IS  SOMETHING  THAT  IS  BENEFICIAL, 
AND  DESERVES  THE  SEED  FUNDING  THE  FEDERAL  GOVERNMENT  PROVIDES. 
MR.  CHAIRMAN,  FOR  EVERY  DOLLAR  IN  FEDERAL  FUNDS,  THE  PROGRAM 
RECEIVES  MORE  THAN  TEN  DOLLARS  IN  FUNDS  FROM  OUTSIDE  SOURCES. 
THIS  IS  A  MODEL  FOR  HOW  OTHER  GOVERNMENT  PROGRAMS  COULD  AND 
SHOULD  BE  ADMINISTERED. 

MR.  CHAIRMAN,  I  COMMEND  YOU  AND  YOUR  COLLEAGUES  FOR  DOING  A 
GREAT  JOB  IN  REDUCING  WASTEFUL  GOVERNMENT  SPENDING.  YOU  DID  A 
TREMENDOUS  JOB  LAST  YEAR,  AND  I'M  CONFIDENT  YOU  WILL  DO  THE  SAME 
THIS  YEAR.  WHEN  YOU  PUT  PEN  TO  PAPER,  I  ASK  YOU  REMEMBER  THE  MERITS 
OF  THE  "WE  THE  PEOPLE"  PROGRAM,  AND  FUND  IT  ACCORDINGLY.  THANK  YOU. 
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Thursday,  May  15,  1996. 

WITNESS 

HON.  JOHN  L.  MICA,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  FLORIDA 

Mr.  iSTOOK.  Mr.  Mica,  pleased  to  have  you  with  us. 

Mr.  Mica.  Thank  you,  Mr.  Chairman  and  committee  members.  I 
am  asking  the  committee  to  consider  an  initiative  that  would  estab- 
lish 10  to  20  demonstration  projects  to  study  the  effects  of  provid- 
ing low-income  parents  and  those  eligible  with  financial  assistance 
which  would  enable  them  to  select  for  their  children  a  preschool 
program  of  their  choice.  These  parents  would  be  able  to  select  an 
existing  Head  Start  agency  if  they  choose  or  a  private  or  parochial 
preschool  program. 

I  have  a  complete  statement  which  I  would  ask  to  be  made  part 
of  the  record. 

Mr.  ISTOOK.  Certainly. 

Mr.  Mica.  This  is  a  $30  million  request  out  of,  I  understand,  $31 
billion  in  Head  Start.  Let  me  tell  you  what  motivated  this.  I  have 
always  supported  Head  Start.  It's  a  good  program.  But  after  get- 
ting elected  to  Congress,  I  looked  at  the  Head  Start  programs  in 
my  communities,  and  I  serve  at  least  three  counties,  one  or  two  of 
them  are  running  fine,  one  or  two  of  them  are  just  absolutely  hor- 
rible. Let  me  tell  you  how  the  money  is  spent  and  why  I  am  asking 
for  this  flexibility. 

I  have  a  Head  Start  program  that  services  two  counties.  It  has 
378  children  in  the  program.  There  is  $2  million  from  the  Federal 
Government  and  over  $550,000  in  State  funds.  That's  $7,325  per 
student.  I  could  send  them  to  the  best  private  school  in  my  commu- 
nity for  that.  The  program  that  I  am  talking  about  has  been  found 
deficient  by  HHS  in  service  to  our  children  over  the  past  two  years. 
I  went  to  them  and  asked  how  can  we  change  this  and  started  look- 
ing at  it.  The  program  is  an  absolute  disaster.  This  is  a  list  of  their 
employees.  They  have  almost  one  administrator  for  every  teacher, 
almost  twenty-five  people  in  administration  of  various  forms  and 
twenty-five  teachers.  There  is  not  one  certified  teacher  in  the  pro- 
gram. The  teachers  in  this  Head  Start  program  make  between 
$11,000  and  $15,000;  the  administrators  make  from  $20,000  to 
$40,000.  This  is  an  absolute  abuse  and  misuse  of  public  funds  for 
the  people  that  need  it  most.  So  I  have  a  disastrous  program.  I 
went  to  Atlanta  to  try  to  change  this  and  you  can't  change  it  be- 
cause of  Federal  regulations.  They  have  to  have  all  these  people  in 
place.  And  that's  $7,300  per  student.  Think  about  it.  That  doesn't 
include  the  overhead  in  Tallahassee,  our  State  capital,  in  Atlanta, 
or  Washington  for  bureaucracies  that  v/e're  paying  for. 

So  all  I  am  asking  for  is  a  little  bit  of  leeway  in  a  program  to 
allow  10  to  20  demonstration  projects  across  the  country  to  give 
these  parents  the  option  of  putting  their  children  in  a  school  that 
isn't  just  a  minority  grouping  with  a  deficient  learning  program 
and  gives  them  absolutely  no  head  start.  That's  the  proposal.  I 
think  it  makes  sense.  I  would  be  glad  to  answer  any  questions. 
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Mr.  ISTOOK.  Thank  you  very  much,  Mr.  Mica.  Do  we  have  any 
questions  from  the  committee  members? 
Mr.  Stokes.  No  questions,  Mr.  Chairman. 
Mr.  ISTOOK.  Very  good.  Thank  you  very  much. 
[The  prepared  statement  follows:] 
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STATEMENT  BY  CONGRESSMAN  JOHN  L.  MICA 

Before  the  House  Appropriations  Subcommittee 
on  Labor,  HHS  and  Education 

In  Support  of  Funding  for  a 
Low-Income  Head  Start  Choice  Demonstration  Project 
May  16,  1996 


Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  this  opportunity 
to  testify  in  support  of  Fiscal  Year  1997  funding  for  a  low-income  Head  Start  choice 
demonstration  program.  This  $30  million  request  will  study  the  effects  of  providing 
America's  neediest  families  and  their  children  with  financial  assistance  to  select  greater 
preschool  choices  for  their  children. 

Washington  has  spent  over  $3 1.2  billion  on  the  Head  Start  program  and  increased 
funding  for  the  program  between  1990  and  1995  by  128  percent.  Since  1989,  Head  Start 
has  grown  186  percent  from  $1.2  billion  to  $3.5  billion  in  1995.  This  growth  is  almost 
five  times  as  fast  as  the  growth  in  the  number  of  children  served.  Even  though  the 
program  was  designed  30  years  ago,  there  is  little  evaluation  of  the  program's 
effectiveness.  What  evalutation  there  is  suggests  a  sloppily  managed  program  with  only 
temporary  academic  gains  made  by  children  in  the  program. 

A  Department  of  Health  and  Human  Services  (HHS)  Inspector  General  report  in 
1993  found  that,  by  the  end  of  the  second  year  of  grade  school,  Head  Start  children 
received  no  educational  advantage  when  compared  to  non-Head  Start  children. 
Numerous  independent  studies  confirm  that  the  present  Head  Start  program  has  short- 
term  benefits  for  poor  children.  The  fact  is  that  education  of  our  youngest  children  has 
reached  a  critical  point,  and  we  simply  cannot  throw  more  and  more  money  at  the  present 
system. 

The  HHS  report  also  found  that  Head  Start  Agencies  frequently  do  not  identify  or 
address  families'  social  service  needs  and  that  their  files  and  records  are  incomplete, 
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inconsistent  and  difficult  to  review.  Despite  the  internal  examination  of  Head  Start  for 
quality  and  accountability,  and  despite  President  Clinton's  efforts  last  year  to  tighten  the 
evaluation  process  of  local  Head  Start  Agencies,  programs  throughout  this  country  are 
still  not  meeting  the  needs  of  our  most  needy  children  and  families. 

My  initiative  would  establish  10  to  20  demonstration  projects  to  study  the  effects 
of  providing  low-income  parents  and  their  children  with  financial  assistance  to  enable 
them  to  select  a  pre-school  program  of  their  choice.  These  parents  would  be  able  to 
select  an  existing  Head  Start  Agency  if  they  choose,  or  a  private  or  parochial  pre-school 
program.  Only  those  parents  who  currently  can  afford  to  send  their  children  to  these 
private  institutions  have  had  this  option,  but  with  this  demonstration  program  low-income 
parents  also  would  have  this  choice.  The  funds  granted  by  my  initiative  would  provide 
assistance  to  children  from  the  lowest-income  homes. 

Increasing  educational  opportunities  for  Head  Start  eligible  children  does  not  force 
choice  on  anyone  but  would  be  purely  voluntary.  My  initiative  also  incorporates  very 
strict  civil  rights  protections  to  ensure  participating  preschool  programs  do  not 
discriminate.  We  also  require  a  thorough  evaluation  of  the  demonstration  program. 
There  has  been  a  lack  of  conclusive  evidence  on  the  effectiveness  of  Head  Start  Agencies 
when  compared  to  other  similar  programs.  This  proposal  addresses  that  need  with 
objective  data  and  will  give  us  a  baseline  to  conduct  our  discussions  and  debates. 

It  is  time  that  low-income  families  have  greater  choices  when  it  comes  to  their 
child's  education,  particularly  in  early  development.  The  suggested  funding  for  this 
Low-Income  Head  Start  Choice  Demonstration  Project  is  S30.000.000  and  I  urge  the 
Subcommittee  tQ  fully  support  this  limited  demonstration  project. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  your  time  and 
consideration  of  this  matter. 


*** 
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Thursday,  May  16,  1996. 

WITNESS 

HON.  JOHN  ELIAS  BALDACCI,  A  REPRESENTATIVE  IN  CONGRESS 
FROM  THE  STATE  OF  MAINE 

Mr.  Istook.  Mr.  Baldacci,  I  believe  you  were  next.  Welcome.  We 
will  be  happy  to  hear  your  testimony.  Certainly  your  written  state- 
ment will  be  included  in  the  record. 

Mr.  Baldacci.  So  noted  and  I  will  reduce  my  remarks  pursuant 
to  the  request.  I  appreciate  the  opportunity  to  testify  today.  What 
I  am  going  to  speak  about  is  something  that  you  have  been  very 
supportive  of  and  the  committee  has  been  very  supportive  of,  and 
that's  the  Job  Corps  program. 

As  you  know,  the  American  worker  of  today  is  not  the  American 
worker  of  our  parent's  or  grandparent's  generation.  The  average 
high  school  and  college  graduate  can  expect  to  change  jobs  seven 
or  eight  times  in  the  course  of  their  lifetime.  With  the  current  pace 
of  technological  change  in  many  employment  categories,  many  of 
today's  unemployed  and  part-time  workers  find  themselves  ill-pre- 
pared to  meet  the  new  demands  for  the  job  market. 

So  we  must  move  quickly  to  retrain  our  unemployed  and  dis- 
placed workers  with  competitive  and  technological  skills.  That's 
why  I  have  been  a  strong  advocate  for  the  worker  training  and  re- 
training programs.  The  Department  of  Labor's  Job  Corps  program 
is  such  a  program.  Established  in  1964,  it  has  served  more  than 
1,700,000  disadvantaged  youth  between  the  ages  of  16  and  24,  pro- 
viding academic,  vocational,  and  social  skills  training,  and  job 
placement  services.  Many  of  the  graduates  of  Job  Corps  are  former 
welfare  recipients  or  high  school  drop-outs,  who,  without  the  train- 
ing at  Job  Corps,  would  have  been  utilizing  Government  assistance 
programs  instead  of  contributing  to  the  tax  base. 

We  are  fortunate  to  have  in  Maine  one  of  the  most  successful,  in- 
novative Job  Corps  operators  in  the  Nation — the  Training  and  De- 
velopment Corporation  (TDC).  TDC  is  a  non-profit,  Maine-based 
education  and  training  organization  that  operates  the  broadest 
array  of  DOL  programs  of  any  organization  nationally.  They  have 
a  proven  track  record  in  my  State  through  the  operation  of  the  Pe- 
nobscot Job  Corps  center  in  Bangor,  Maine. 

It  was  established  in  1980  as  a  community-based  center.  The 
center  has  proven  itself  as  an  effective  model  for  addressing  the 
needs  of  at-risk  youth  in  Maine  and  New  England  by  integrating 
their  resources  with  those  of  other  job  training  programs  and  com- 
munity resources  in  our  State.  TDC's  community-based  concept  is 
important  because  it  helps  to  integrate  diverse  groups  of  students 
with  their  host  communities.  Students  at  the  center  are  provided 
counselling  through  the  psychology  department  at  the  University  of 
Maine,  students  with  children  are  provided  child  care  through  the 
area  Head  Start  program,  and  local  businesses  provide  hands-on 
training  to  supplement  the  training  students  receive  at  the  center. 

Due  in  large  part  to  the  success  of  the  center,  TDC  has  been 
awarded  the  Department  of  Labor  contract  to  operate  the  Lime- 
stone Job  Corps  center  in  northern  Maine.  It  was  a  base  closure 
and  it  is  a  revitalization,  at  the  same  time  it  is  giving  our  young 
people  an  opportunity  to  get  back  on  the  right  track.  And  as  a  tool 
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for  economic  development,  the  Loring  center  will  provide  a  highly 
skilled  workforce  for  Maine  and  New  England.  It  will  play  a  crucial 
role  in  the  area's  educational  and  economic  development  strategies 
with  the  University  of  Maine  at  Presque  Isle,  Northern  Maine 
Technical  College,  and  the  Maine  School  for  Science  and  Mathe- 
matics, positioning  the  region  as  a  center  for  educational  innova- 
tion and  excellence. 

The  State  of  Maine  has  had  a  very  positive  experience  with  the 
Department  of  Labor's  Job  Corps  program.  I  strongly  urge  you  to 
provide  adequate  funding  for  Job  Corps  so  that  others  may  benefit 
from  the  Maine  experience.  Thank  you  very  much,  Mr.  Chairman. 

Mr.  Istook.  Thank  you  very  much.  We  appreciate  your  testi- 
mony. Mr.  Stokes,  any  questions? 

Mr.  Stokes.  No  questions,  Mr.  Chairman. 

Mr.  Baldacci.  Thank  you. 

Mr.  ISTOOK.  Very  good.  Thank  you  for  taking  the  time. 
[The  prepared  statement  follows:] 
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I  would  like  to  thank  the  Chairman,  and  my  good  friend  Mr.  Obey,  for  providing 
this  opportunity  to  focus  on  areas  within  the  Labor,  Health  and  Human  Services 
appropriations  bi!i  which  are  of  importance  to  me. 

Most  of  us  here  are  parents,  and  I'm  sure  we  all  want  our  children  to  have  the 
same  opportunities  that  we've  had.  It  is  absolutely  critical  that  we  invest  in  our 
nation's  future  through  job  training  and  education. 

The  American  worker  of  today  is  not  the  American  worker  of  our  parents  or 
grandparents  era.  Today's  average  high  school  and  college  graduate  can  expect  to 
change  jobs  seven  or  eight  times  in  his  or  her  lifetime.  With  the  current  pace  of 
technological  change  in  many  employment  categories,  many  of  today's  unemployed 
and  part-time  workers  find  themselves  ill-prepared  to  meei  the  new  demands  of  the 
job  market. 

We  must  move  quickly  to  retrain  our  unemployed  and  displaced  workers  with 
competitive  and  technologically  relevant  skills.  That  is  why  i  have  been  a  strong 
advocate  for  wo^er  training  and  re-training  programs.  The  Department  of  Labor's 
Job  Corps  is  such  a  program.  Established  in  1964,  it  has  served  more  than  1.7 
million  disadvantaged  youth  between  the  ages  of  16  and  24,  providing  academic, 
vocational  and  social  skills  training,  and  job  placement  services.  Many  of  the 
graduates  of  Job  Corps  are  former  welfare  recipients  or  college  drop  outs,  who 
without  the  training  at  Job  Corps,  would  likely  be  utilizing  government  assistance 
programs  instead  of  contributing  to  the  tax  base. 

We  are  fortunate  to  have  in  Maine  one  of  the  most  successful,  and  innovative 
Job  Corps  operators  in  the  Nation:  The  Training  and  Development  Corporation 
(TDC).  TDC  is  a  non-profit,  Maine-based  education  and  training  organization  that 
operates  the  broadest  array  of  DOL  programs  of  any  organization  nationally.  They 
have  a  proven  track  record  in  my  state  through  the  operation  of  the  Penobscot  Job 
Corps  Center  in  Bangor,  Maine. 
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The  Penobscot  Center,  established  in  1980  as  a  community  based  center,  has 
proven  to  be  an  effective  model  for  addressing  the  needs  of  at-risk  youth  in  Maine 
and  New  England  by  integrating  their  resources  with  those  of  other  job  training 
programs  and  community  resources  in  the  state.  TDC's  community-based  concept  is 
important  because  it  helps  integrate  a  diverse  group  of  students  with  their  host 
communities.  Students  at  the  Penobscot  Center  are  provided  counseling  through  the 
psychology  department  at  the  University  of  Maine,  students  with  children  are  provided 
child  care  through  the  area  Head  Start  program,  and  iocal  businesses  provide  hands- 
on  training  to  supplement  the  training  students  receive  at  the  Center. 

Due  in  large  part  to  the  success  of  the  Penobscot  Job  Corps  Center,  TDC  has 
been  awarded  the  DOL  contract  to  operate  the  Limestone  Job  Corps  Center  in 
Northern  Maine.  TDC  will  utilize  their  proven  community-based  concept,  and  will 
contribute  a  great  deal  to  the  retraining  needs  of  Northern  Maine  and  New  England. 
The  Loring  Center,  by  design,  is  one  of  advanced  training,  so  it  will  become  a 
destination  point  for  high  skilled  training.  It  will  provide  vocational  training  a  grade 
above  that  which  is  normally  provided.  It  will  also  have  the  benefit  of  being  able  to 
work  in  conjunction  with  its  sister  facility,  the  Penobscot  Job  Corps  Center.  Also, 
through  TDC's  initiative,  both  the  Penobscot  and  Loring  Job  Corps  Centers  are  part 
of  the  State  of  Maine's  School  to  Work  Transition  plan. 

As  a  tool  for  economic  development,  the  Loring  Center  will  provide  a  highly 
skilled  workforce  for  Maine  and  New  England.  It  will  also  play  a  crucial  role  in  the 
areas'  educational  and  economic  development  strategies  with  the  University  of  Maine 
at  Presque  Isle,  the  Northern  Maine  Technical  College,  and  the  Maine  School  for 
Science  and  Mathematics,  positioning  the  region  as  a  center  for  educational 
innovation  and  excellence. 

The  State  of  Maine  has  had  a  very  positive  experience  with  DOL's  Job  Corps 
program.  I  strongly  urge  you  to  provide  adequate  funding  for  Job  Corps  so  that 
others  might  benefit  from  the  Maine  experience. 
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Thursday,  May  16,  1996. 

WITNESS 

HON.  EVA  CLAYTON,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  NORTH  CAROLINA 

Mr.  Istook.  Ms.  Clayton,  we  will  certainly  be  happy  to  hear  from 
you.  Thank  you  for  your  patience. 

Ms.  Clayton.  Thank  you,  Mr.  Chairman.  Mr.  Chairman  and 
members  of  the  subcommittee,  I  thank  you  for  this  opportunity  to 
testify  before  you  this  morning  on  a  subject  that  is  of  critical  im- 
portance to  the  African-American  community  and  to  the  Nation.  I 
understood  you  to  say  that  we  could  summarize  and  I  will  submit 
my  full  statement  for  the  record. 

Mr.  Istook.  Certainly.  Your  full  statement  will  be  included  in 
the  record  whether  you  read  it  or  not. 

Ms.  Clayton.  Thank  you.  Health  care  is  a  basic  need  of  all  citi- 
zens. Young  children  who  are  healthy  and  nourished  have  a  better 
opportunity  to  learn  in  school.  Healthy  parents  have  a  better 
chance  to  work  and  take  care  of  their  families.  And  those  who  are 
grandparents,  such  as  myself,  know  that  good  health  is  truly  a 
blessing  and  can  make  the  difference  in  our  daily  lives.  All  Ameri- 
cans need  health  care. 

At  the  same  time  as  we  talk  about  health  care,  we  understand 
that  some  of  us  have  a  greater  risk  than  others.  And  when  the  rest 
of  Americans  are  at  risk,  Mr.  Chairman  and  members,  the  minority 
Americans  are  at  greater  peril  and  at  greater  danger.  That  is  why 
it  is  important  that  we  hold  fast  to  our  commitment  to  make  sure 
that  minority  health  care  is  of  a  standard  that  assures  quality. 
That  can  best  be  accomplished  by  making  sure  the  minority  popu- 
lation have  adequate  access  to  health  care  facilities  and  personnel, 
and  can  best  be  accomplished  by  maintaining  sufficient  funding  for 
those  programs  that  support  the  development  of  minority  institu- 
.  tions  and  minority  health  professionals. 

It  is  well  known,  Mr.  Chairman,  that  minorities  at  every  stage 
of  life,  from  sunrise  to  sunset,  have  an  inferior  health  and  earlier 
death  than  those  of  the  majority  population.  There  are  indeed  pro- 
grams that  have  a  proven  record,  and  I  want  to  bring  them  to  your 
attention.  The  Office  of  Minority  Health  Research  is  one  such  pro- 
gram. This  office  emphasizes  the  important  areas  of  research  as  a 
means  of  closing  the  gap  in  Americans  health  care  among  its  citi- 
zens. The  research  seeks  to  expand  the  capacity  of  minority  com- 
munities to  address  health  care  issues  and  to  encourage  coopera- 
tion and  research  and  training  between  minorities  and  majority 
health  institutions. 

The  budget  request  of  the  Office  of  Minority  Health  Research  for 
fiscal  year  1997  is  $9,137,000.  I  urge  the  committee  to  keep  it  at 
that  level. 

Another  program  that  is  of  importance  is  called  the  Minority 
Health  Initiative.  The  budget  request  for  that  initiative  for  fiscal 
year  1997  is  $62  million.  Again,  I  urge  you  to  keep  that  program 
at  that  same  level.  Minority  Health  Initiative,  through  collabora- 
tion with  the  National  Institutes  of  Health,  has  a  range  of  pro- 
grams that  address  the  infrastructure  of  minority  institutions. 
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The  Healthy  Start  Initiative  is  another  vital  program  that  is  wor-  - 
thy  of  continued  help.  This  initiative  has  the  critically  important 
goal  of  reducing  infant  mortality  by  50  percent  in  five  years  in 
those  Healthy  Start  communities  that  have  been  targeted.  This 
goal  will  more  than  likely  be  met  if  the  fiscal  year  1997  budget  re- 
quest of  $74  million  is  provided. 

Finally,  Mr.  Chairman,  I  urge  the  subcommittee  to  concentrate 
funding  on  those  programs  that  help  produce  and  develop  more 
health  professionals  in  minority  communities.  As  an  example  of  a 
great  need  in  this  area,  African-Americans  represent  roughly  12 
percent  of  the  population,  they  represent  only  2  percent  of  the  na- 
tional health  care  professionals.  We  need  additional  health  care 
providers  and  professionals  in  the  minority  communities.  We  are 
now  facing  a  proposed  restructuring  of  the  health  care  system  as 
we  know  it.  I  hope  you  know  we  need  not  have  a  health  care  plan 
that  we  do  not  wish  to  know.  This  Nation  has  the  resources,  it  sim- 
ply needs  the  political  will  and  the  caring  enough  to  make  sure 
that  all  Americans,  including  minorities,  have  equal  access  to  qual- 
ity health  care.  Thank  you. 

Mr.  ISTOOK.  Thank  you  very  much,  Ms.  Clayton.  We  appreciate 
your  testimony.  Do  we  have  anything  from  any  of  the  subcommit- 
tee members? 

Mr.  Stokes.  Mr.  Chairman,  I  don't  have  any  questions.  I  do 
want  to  make  note  of  the  fact  that  Ms.  Clayton  gives  great  leader- 
ship in  this  area  of  health  to  which  she  has  addressed  her  concerns 
this  morning.  She  serves  as  one  of  the  co-chairs  of  the  Congres- 
sional Black  Caucus  Health  Brain  Trust  where  her  leadership  has 
been  pivotal  in  terms  of  the  kinds  of  issues  that  this  committee  is 
concerned  with  as  it  relates  to  minority  health.  Her  presence  here 
this  morning  is  very  important. 

Ms.  Clayton.  Thank  you.  Thank  you,  Mr.  Chairman. 

Mr.  ISTOOK.  Thank  you  again. 

[The  prepared  statement  follows:] 
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Statement  of 
Congresswoman  Eva  M.  Clayton 
Before  The 
Subcommittee  on  Labor,  Health  and  Human 
Services,  Education  and  Related  Agencies 
Washington,  D.C. 
Thursday,  May  16,   199  6 


Chairman  Porter  and  Members  of  the  Subcommittee,  thank  you  for 
this  opportunity  to  testify  before  you  this  morning  on  a  subject 
that  is  of  critical  importance  to  the  African  American  community 
and  to  the  Nation. 

Health  care  is  a  basic  need  of  all  citizens    young  children 

who  are  healthy  and  nourished  have  a  better  opportunity  to  learn 

in  school    healthy  parents  have  a  better  chance  to  work  and 

take  care  of  their  families.     And,  those  of  us  who  are 
grandparents  know  that  good  health  is  truly  a  blessing  and  can 
make  a  major  difference  in  our  daily  abilities.     All  of  us  need 
and  want  to  have  access  to  affordable  and  quality  health  care. 

Most  Americans  have  health  care  coverage.     For  many  who  are 
employed,   they  are  covered  through  their  employers.  However, 
there  are  a  growing  number  of  individuals,  employed  and 
unemployed,  who  have  no  health  insurance. 

For  the  elderly  there  is  Medicare,  with  supplementary  insurance 
in  some  instances.     For  those  who  receive  public  assistance 
through  AFDC  or  SSI,  Medicaid  provides  both  acute  care  and  long 
term  care  assistance.     Motivated  and  driven  by  the  need  to 
control  the  rising  cost  of  health  care  —  private  employers,  and 
in  some  cases  public  sector  employers,  have  stimulated  the  rapid 
development  of  capitated  or  managed  health  care  plans. 

When  we  were  discussing  health  care  reform  during  the  103rd 
Congress,   there  were  40  million  individuals  without  health 

insurance    that  number  has  increased  to  44  million  with  the 

large  number  of  layoffs  and  down-sizings  that  our  economy  has 
experienced.     At  the  very  same  time,  we  have  more  people  eligible 
for  Medicare  and  Medicaid  than  ever  before  —  estimates  stand  at 
45  million  and  36  million  respectively. 

The  combination  of  the  emergence  of  a  large  number  of  managed 
care  organizations  and  the  deep  cuts  in  the  public  health  care 
coverage,  namely  Medicare  and  Medicaid,  ensure  that  there  will  be 
a  period  of  great  uncertainty  in  the  health  care  industry  with 
growing  numbers  of  individuals  and  families  at  risk. 

Andf  when  the  rest  of  America  is  at  risk,  Mr.  Chairman,  Minority 
Americans  are  in  great  peril  and  grave  danger. 


1 


1523 


That  is  why  it  is  so  important  that  we  hold  fast  to  our 
commitment  to  make  sure  that  minority  health  care  is  of  a 
standard  that  assures  quality.     That  can  best  be  accomplished  by 
making  sure  that  the  Minority  population  have  adequate  access  to 
health  care  facilities  and  personnel.     And,   that  can  best  be 
accomplished  by  maintaining  sufficient  funding  for  those  programs 
that  support  the  development  of  minority  institutions  and 
minority  health  professionals. 

It  is  well  known,  Mr.  Chairman  that  minorities  at  every  stage  of 
life,   from  sunrise  to  sunset,  have  inferior  health  and  earlier 
deaths  than  those  in  the  majority  population.     Minorities  have 
greater  and  more  severe  incidences  of  infant  mortality,  heart 
disease,   cancer,  diabetes,   stroke,  AIDS,  emphysema  and  other 
diseases.     Yet,   the  problem  of  disparate  health  care  for 
minorities  is  not  a  minority  problem.     It  is  an  American  problem. 

There  are  programs,  with  proven  track  records,  that  have 
demonstrated  success  in  helping  to  ease  the  unacceptable 
differences  between  minority  and  majority  health  care. 

The  Office  of  Minority  Health  Research  is  one  such  program.  This 
Office  emphasizes  the  important  area  of  research  as  a  means  of 
closing  the  gap  in  America's  health  care  among  its  citizens.  The 
research  involves  minorities,   seeks  to  expand  the  capacity  of 
minority  communities  to  address  health  care  issues  and  encourages 
cooperation  in  research  and  training  between  minority  and 
majority  health  institutions.     The  budget  request  for  the  Office 
of  Minority  Health  Research  for  Fiscal  Year  1997  is  $9,134 
million  dollars.     This  Subcommittee  is  urged  to  set  a  mark  at 
least  at  that  level. 

Another  proven  program  is  the  Minority  Health  Initiative.  The 
budget  request  for  that  Initiative  for  Fiscal  Year  1997  is 
$62,597  million  dollars.     The  Subcommittee  is  urged  to  also  set  a 
mark  at  least  at  that  level.     The  Minority  Health  Initiative, 
through  collaboration  with  the  National  Institutes  of  Health,  has 
a  range  of  programs  that  address  the  infrastructure  of  minority 
institutions . 

The  Healthy  Start  Initiative  is  another  proven  and  vital  program 
that  is  worthy  of  continued  support.     This  Initiative  has  the 
critically  important  goal  of  reducing  infant  mortality  by  50%  in 
five  years  in  those  Healthy  Start  communities  that  have  been 
targeted.     This  goal  will  more  likely  be  met  if  the  Fiscal  Year 
1997  budget  request  of  $74,838  million  dollars  is  provided. 

And,   finally,  Mr.  Chairman,   I  urge  the  Subcommittee  to 
concentrate  funding  on  those  programs  that  help  produce  and 
develop  more  health  care  professionals  in  minority  communities. 
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As  an  example  of  the  great  need  in  this  area,  while  African 
Americans  represent  roughly  twelve  percent  of  the  population, 
they  represent  only  two  percent  of  the  Nation's  health  care 
professionals.     Much  research  has  demonstrated  that  minority 
health  care  professionals  are  much  more  likely  to  remain  in  their 
own  communities  and  much  more  likely  to  serve  medically 
underserved  areas.     Moreover,  African  American  institutions  have 
produced  50%  of  African  American  doctors  and  dentists,   60%  of 
African  American  Pharmacists  and  75%  of  African  American 
veterinarians.     Title  III,   Part  B,   Section  326  could  use  a 
funding  level  of  at  least  $20  million  dollars  to  continue  its 
success  at  minority  institutions. 

Mr.   Chairman,   the  future  of  health  care  in  this  Nation  is  at  a 
crossroads.     We  are  now  facing  a  proposed  restructuring  of 
America's  health  care  system  as  we  know  it. 

I  understand  and  support  a  balanced  budget,  and,   I  know  we  can 
balance  the  budget  in  seven  years.     But,  as  we  move  towards  a 
balanced  budget,  let  us  keep  our  priorities  in  balance. 

Since  1962,  the  infant  mortality  rate  in  America  has  declined  by 
sixty-nine  percent.     This  Nation  has  the  way,   if  it  has  the  will, 

to  make  a  difference  in  infant  mortality  among  minorities   

which  is  twice  that  of  the  majority    to  make  a  difference  in 

heart  disease,   cancer,  diabetes,   stroke,  AIDS,   emphysema  and 
those  other  diseases  that  disproportionately  prey  upon 
minorities . 

This  Nation  has  the  way,   if  it  has  the  will,  and  the  will  begins 
with  this  Subcommittee.     Minority  health  care  is  important  to  all 
of  us . 
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Thursday,  May  16,  1996. 

WITNESS 

HON.  RICHARD  NEAL,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
COMMONWEALTH  OF  MASSACHUSETTS 

Mr.  Istook.  We  have  next  Mr.  Neal.  Welcome. 

Mr.  Neal.  Thank  you,  Mr.  Chairman  and  members  of  the  sub- 
committee. I  hope  that  my  comments  can  be  inserted  in  the  record 
to  save  some  time. 

Mr.  Istook.  Absolutely. 

Mr.  Neal.  Mr.  Chairman,  I  am  here  to  speak  in  support  of  'We 
the  People,  The  Citizen  and  the  Constitution"  program  that  this 
subcommittee  has  generously  supported  and  funded  over  the  past 
many  years  and  to  ask  once  again  that  you  look  kindly  upon  this 
initiative.  It  occurs  to  me  that  it  is  very  hard  to  ask  young  people 
to  love  our  Constitution  when  the  truth  of  the  matter  is  that  very 
few  of  them  have  even  elementary  understanding  about  the  Con- 
stitution and  its  role  in  American  history. 

I  had  intended  to  use  the  anecdote  in  the  absence  of  John  Lewis, 
but  I  notice  that  he  has  arrived,  but  last  week  Congressman  Lewis 
succeeded  I  believe  in  convincing  a  committee  here  of  how  impor- 
tant it  was  to  highlight  the  corridor  at  Selma.  My  argument  to  you 
today  in  support  of  this  program  is  that  the  great  quarrel  that 
we're  having  right  here  now,  which  is  a  respectful  quarrel,  is  about 
the  role  of  the  10th  Amendment  and  what  it  really  means,  what 
the  States  ought  to  say  and  what  the  Federal  Government's  role 
ought  to  be.  That  is  not  much  different  than  the  Federalists  and 
the  anti-Federalists  at  the  dawning  of  America  and  what  they  ar- 
gued about.  My  point  is  that  there  are  literally  hundreds  of  thou- 
sands of  young  people  who  benefit  from  this  better  understanding 
of  the  Constitution,  a  living  Constitution,  that  makes  them  come 
to  grips  with  the  fact  that  it's  not  our  Constitution,  it's  their  Con- 
stitution. 

Many  years  ago,  I  stood  in  a  high  school  classroom  earning  part 
of  my  living  teaching  American  Government  and  American  history. 
I  think  one  of  the  great  tragedies  of  the  1960s  when  there  was  such 
social  activism  across  the  country  is  that  we  sacrificed  many  of 
those  history  courses  and  many  of  those  government  courses  in  the 
name  of  relevance.  Today,  many  of  those  courses  have  been  re- 
placed by  sociology  courses,  when  the  truth  is  I  think  that  many 
young  people  across  this  country  would  be  better  served  by  more 
rigorous  training  in  our  Constitution,  American  history,  and  Amer- 
ican Government.  I  have  a  community  in  Millbury,  Massachusetts, 
which  faithfully  participates  in  this  program.  They  have  been  here 
many  times  and  they  traditionally  win  the  state-wide  competition 
back  in  our  State. 

I  will  tell  you  today  that  a  Nation  needs  a  memory  and  America's 
memory  has  eroded  slowly  over  the  last  twenty-five  to  thirty  years. 
We've  had  a  great  argument  about  rights  in  America.  The  truth  is 
we  have  not  had  a  corresponding  argument  about  responsibilities. 
I  think  that  this  program  helps  to  nurture  a  sense  of  responsibility 
as  well  as  the  sense  of  what  the  Bill  of  Rights  means  to  all  of  us. 
I  point  out  as  frequently  as  I  can  that  the  great  thing  about  our 
First  Amendment  is  that  it  guarantees  a  second  opinion.  Those  are 
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very  important  ingredients  I  think  in  producing  an  informed  citi- 
zenry across  this  Nation.  I  hope  that  the  subcommittee  will  look  fa- 
vorably upon  the  "We  the  People"  program  and  I  hope  that  you  will 
fund  it  as  generously  as  you  have  in  the  past.  Thank  you. 

Mr.  ISTOOK.  I  thank  the  gentleman  for  his  testimony.  Any  ques- 
tions, comments  from  the  subcommittee? 

Mr.  Stokes.  No  questions,  Mr.  Chairman. 

Mr.  Istook.  Thank  you  for  that,  and  your  full  statement  will  ap- 
pear in  the  record. 
[The  prepared  statement  follows:] 
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RICHARD  E.  NEAL 

Second  District,  Massachusetts 


WHIP  AT-LARGE 


COMMITTEE  ON  WAYS  AND  MEANS 
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Statement  of  Congressman  Richard  E.  Neal  on  behalf  of: 
"WE  THE  PEOPLE.  The  Citizen  and  the  Constitution** 

Appropriations,  Lahor-rTHS  Subcommittee 
May  16, 19% 

First,  I  would  like  to  thank  Chairman  Porter  for  affording  me  the  opportunity  to  testify  before 
this  committee  today. 

I  am  here  this  morning  to  urge  your  support  of  a  program  that  is  very  close  to  my  heart  and  in 
my  opinion,  crucially  important  to  the  maintenance  and  understanding  of  our  form  of 
government.  This  program,  begun  in  1987,  is  called  "WE  THE  PEOPLE,  The  Citizen  and 
the  Constitution."  The  aim  of  the  program  is  to  educate  interested  elementary,  middle  and 
secondary  school  students  about  our  Constitution,  and  more  generally,  about  our 
Constitutionally  created  form  of  government.  This  program  is  not  a  federally  mandated 
course  of  study,  but  rather,  has  been  designed  as  a  complementary  course  for  those  students 
who  express  a  desire  to  learn  more  about  the  Constitution  than  is  available  in  a  typical  public 
or  private  school  curriculum. 

What  may  not  be  clear  to  the  members  of  this  committee,  is  why  I  feel  so  strongly  about  the 
continued  funding  of  this  program  —  let  me  explain.  As  a  former  teacher  of  history  and 
political  science,  and  the  parent  of  four  teenage  children,  I  am  keenly  aware  of  how  badly  the 
youth  of  America  needs  the  information  made  available  by  this  course  of  study.  With  so  many 
distractions  in  our  society,  it  seems  that  many  young  people  today  do  not  possess  even  the 
most  rudimentary  knowledge  of  our  laws,  our  government  or  even  of  who  their  elected 
officials  are.  As  evidence,  several  years  ago  a  survey  was  done  on  the  campus  of  one  of  the 
Ivy  League  colleges  in  New  England  to  determine  what  the  level  of  knowledge  about  current 
affairs  was  on  campus.  Among  the  questions  asked  was,  can  you  name  the  two  U.S.  Senators 
from  your  home  state?  Less  than  one-third  of  the  students  surveyed  were  able  to  answer  that 
question  correctly,  pointing  undeniably  to  the  need  for  this  type  of  study,  even  at  our  finest 
universities. 


"WE  THE  PEOPLE,  The  Citizen  and  the  Constitution"  has  been  very  successful,  during  its 
nine  years  of  existence,  in  combating  the  acknowledged  ignorance  that  exists  among  our 
youth,  regarding  government  and  the  Constitution.  In  my  view,  this  success  can  be  attributed 
to  the  effective  distribution  of  the  widely  acclaimed  textbooks  and  teaching  manuals  produced 
specifically  for  this  program.  These  materials  have  been  distributed  successfully  to  every 
single  one  of  our  Congressional  Districts  and  have  reached  22  million  students  since  the 
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inception  of  the  program.  The  success  of  the  program  can  also  be  felt  right  here  on  Capitol 
Hill.  At  present,  there  are  several  Capitol  Hill  staff  members  who  are  both  veterans  of,  and 
advocates  for  this  program.  Also,  independent  studies  performed  in  1988,  1990  and  1991  by 
the  Educational  Testing  Service  showed  that  students  enrolled  in  the  program  at  the  upper 
elementary,  middle  and  secondary  school  levels  significantly  outperformed  comparison 
students  in  every  area  of  the  test.  The  Educational  Testing  Service  thus  concluded  that  "the 
program  was  a  great  instructional  success  and  had  achieved  its  major  instructional  goal  of 
increasing  students  knowledge  of  the  Constitution  and  Bill  of  Rights." 

In  addition  to  the  instructional  materials  and  textbooks  which  aid  in  the  classroom  study  of  the 
Constitution,  there  is  an  exciting  and  competitive  component  to  the  program.  This  component 
includes  a  series  of  local  competitions  held  nationwide,  and  culminates  in  a  national 
competition,  which  is  hosted  by  the  program  organizers,  and  held  right  here  in  Washington, 
D.C.  All  of  the  program  participants  are  encouraged  to  participate  in  local  competitions  and  a 
single  group  representing  each  of  the  fifty  states  and  the  District  of  Columbia  is  invited  to 
participate  in  the  national  competition  in  Washington.  The  1996  competition  included 
representatives  from  forty-nine  of  the  states  and  the  District  of  Columbia.  The  format  of  the 
competition  is  a  series  of  simulated  congressional  hearings  in  which  each  group  must  be 
prepared  to  answer  detailed  questions  about  the  fundamental  ideals  and  values  of  a 
constitutional  democracy. 

This  year  a  group  from  my  district  won  the  state  competition  in  Massachusetts  and  thereby 
earned  the  right  to  represent  our  state  in  the  national  finals.  That  group,  hailing  from 
Millbury,  Massachusetts,  did  not  ultimately  win  the  competition,  but  they  acquitted 
themselves  quite  well,  and  served  as  excellent  representatives  of  their  school,  town  and  state. 
I  personally  had  an  opportunity  to  speak  to  the  group  on  the  floor  of  the  House  of 
Representatives  and  was  awed  by  the  knowledge  that  the  students  possessed  about  the 
abstract  concepts  which  serve  as  the  foundation  for  our  Constitution  and  Bill  of  Rights.  I  was 
filled  with  pride  after  speaking  to  the  group  from  Millbury  and  was  reassured  about  the 
quality  and  success  of  this  program  as  well  as,  the  future  of  our  democracy. 

Mr.  Chairman,  when  the  framers  of  the  Constitution  penned  that  remarkable  document  two- 
hundred  and  nine  years  ago,  they  created  a  form  of  government  unlike  any  that  existed  at  the 
time.  Their  efforts  have  inspired  imitation  all  over  the  globe  and  today  the  majority  of  the 
world's  nations  operate  under  forms  of  government  both  similar  to  and  obviously  modeled 
upon  our  own.  This  imitation  is  a  sure  testament  to  the  foresight  and  brilliance  of  the  framers. 

Mr.  Chairman,  it  would  be  a  great  shame  if  the  young  people  of  this  nation,  the  heirs  to 
framer's  legacy,  did  not  understand  the  concepts  which  underlie  the  laws,  the  government  and 
the  culture  of  this,  the  greatest  nation  on  Earth.  It  is  my  belief  that  the  program  "  WE  THE 
PEOPLE,  the  Citizen  and  the  Constitution"  is  a  wise  investment  in  the  future  of  our  nation.  If 
we  hope  to  hand  this  government  over  to  competent  younger  generations,  we  must  ensure  that 
they  have  a  sufficient  knowledge  of  our  founding  documents  and  the  spirit  in  which  they  were 
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written.  It  is  my  belief  that  this  program  encourages  such  understanding  and  therefore,  I  urge 
you  to  support  this  program's  continued  funding  during  the  Fiscal  Year  1997  appropriations 
process. 

Mr.  Chairman,  again,  thank  you  for  the  opportunity  to  testify  here  today. 
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Mr.  Istook.  We  have  Mr.  Richardson  and  Mr.  Lewis.  Gentlemen, 
we  have  been,  basically  proceeding  in  the  order  we  had  scheduled. 
I  know  Congressman  Richardson  arrived  first  and  Congressman 
Lewis  second.  If  it  doesn't  matter  to  either  of  you  how  we  proceed, 
since  Mr.  Richardson  is  already  at  the  witness  table,  well  go  out 
of  order  and  come  back  to  Mr.  Lewis  and  then  to  Ms.  Waters. 


Thursday,  May  16,  1996. 

WITNESS 

HON.  BILL  RICHARDSON,  A  REPRESENTATIVE  IN  CONGRESS  FROM 
THE  STATE  OF  NEW  MEXICO 

Mr.  Istook.  Mr.  Richardson,  we'll  be  pleased  to  hear  from  you. 

Mr.  Richardson.  Mr.  Chairman,  thank  you.  I'll  be  very  brief.  I 
am  here  not  only  to  endorse  what  Eva  Clayton  said  about  all  the 
minority  programs,  which  Mr.  Stokes  has  pioneered  over  the  years, 
but  my  main  comments  today  regard  the  current  funding  level  of 
the  National  Institutes  of  Health.  We're  asking,  Mr.  Chairman,  for 
6.5  percent  increase  over  the  NIH's  current  funding  level,  to  $12.7 
billion  in  fiscal  year  1997. 

I  am  a  co-chair  of  the  Congressional  Biomedical  Caucus.  NIH  is 
a  pioneer  in  world  class  research  which  finds  cures  to  life-threaten- 
ing diseases  like  AIDS,  cystic  fibrosis,  Lou  Gehrig  disease,  Alz- 
heimer's. NIH  saves  us  money  in  health  costs.  NIH  is  an  invest- 
ment in  the  future.  The  annual  contribution  of  the  NIH  to  the  U.S. 
economy  is  $44.6  billion  in  sales,  it  creates  over  726,000  jobs.  Over 
1,700  institutions  across  the  country  are  hard  at  work  pursuing  the 
knowledge  that  will  be  key  to  the  prevention,  diagnosis,  and  treat- 
ment of  disease. 

Mr.  Chairman,  I  respectfully  request  the  6.5  percent  increase  to 
NIH  funding. 

Mr.  Istook.  We  appreciate  the  testimony.  Mr.  Riggs,  Mr.  Stokes, 
any  comments,  questions? 

Mr.  Stokes.  Mr.  Chairman,  I  would  just  say  while  Mr.  Richard- 
son is  here,  he  happens  to  be  a  cosponsor  of  much  of  the  legislation 
that  this  particular  subcommittee  funds  as  it  relates  to  both  health 
and  particularly  minority  health  issues.  He  has  been  one  of  the 
leaders  here  in  the  Congress  on  many  of  these  initiatives.  So  we 
want  to  commend  him  and  thank  him  for  his  appearance. 

Mr.  Istook.  Point  well  taken. 

Mr.  RiGGS.  Mr.  Chairman,  I  would  like  to  ask  Mr.  Richardson  a 
question.  It  is  pretty  much  the  same  question  I  asked  Mr.  Oberstar 
earlier,  and  I  think  it  is  a  fair  one  to  ask.  Operating  under  the  fis- 
cal constraint  of  having  to  find  an  offset  somewhere  else  within  the 
same  appropriations  bill  to  pay  for  this  increase  in  funding  for 
NIH,  where  does  the  gentleman  think  that  particular  offset  should 
come  from? 

Mr.  Richardson.  Well,  Mr.  Richardson,  I  think  that's  your  re- 
sponsibility. 

Mr.  RiGGS.  That's  pretty  much  the  same  response  Mr.  Oberstar 
gave.  [Laughter.] 

Mr.  Richardson.  I  realize  it's  tough.  I  just  want  to  make  sure 
that  NIH  is  properly  funded.  I  suspect  that  this  increase  may  not 
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be  doable.  But  the  work  that  they  do  is  critically  important.  So,  I 
would  support  your  findings  for  offset  anywhere  you  see  fit. 

Mr.  RlGGS.  I  think  to  the  contrary.  I  think  it  might  be  doable  if 
we  can  build  the  bipartisan  support  for  an  increased  602-b  budget 
allocation  for  this  particular  subcommittee.  I  think  that's  really  the 
crux  of  the  challenge  before  us. 

Mr.  ISTOOK.  Thank  you.  Thank  you,  Mr.  Richardson. 

[The  prepared  statement  follows:] 
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CONGRESSMAN  BILL  RICHARDSON 
MAY  16,  1996 

TESTIMONY  BEFORE  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR, 
HEALTH  AND  HUMAN  SERVICES  .ANT)  EDUCATION 


Thank  you  Mr.  Chairman  and  distinguished  members  of  this  subcommittee  for  this 
opportunity  to  testify  before  you  regarding  the  National  Institutes  of  Health  (NTH). 

I  come  before  the  subcommittee  today  in  support  of  a  SI 2. 7  billion  appropriations  for 
the  National 'Institutes  of  Health  for  FY  1997.   This  funding  amount  is  a  6.5% 
increase  over  the  current  year's  NIH  budget.  This  slight  increase  in  funding  will  not 
only  allow  the  NIH  to  keep  up  with  the  current  rate  of  inflation,  but  will  allow  the 
Institutes  to  increase  research  projects  and  start  building  a  badly  needed  clinical 
research  center. 

As  the  subcommittee  members  may  know.  I  am  a  co-chair  of  the  Congressional  Bio- 
Medical  Caucus  and  have  long  been  very  supportive  of  biomedical  research.  I 
believe  the  biomedical  research  preformed  at  NIH  saves  lives,  saves  our  country- 
health  care  dollars  and  invests  in  our  future. 

Federal  dollars  invested  in  NIH  saves  lives.  Because  of  work  done  by  the  NIH,  we 
now  understand  how  cancer  is  formed  in  the  cells  of  the  body.  This  research  brings 
us  one  step  closer  to  having  a  treatment  or  a  cure  for  one  the  most  devastating 
diseases  of  our  time.  NIH  is  a  pioneer  in  world  class  research  which  finds  cures  to 
life  threatening  diseases  like  AIDS.  Cystic  Fibrosis.  Lou  Gehrigs  disease  and 
Alzheimer's  disease. 

NIH  saves  us  money  in  health  costs.  A  study  of  63  specific  medical  innovations 
found  that  these  63  innovations  have  saved  over  $69  billion  in  health  care  costs  for 
our  country.  Just  think  of  how  much  this  country  could  save  in  health  care  monies  if 
we  no  longer  had  the  threat  of  cancer  or  .AIDS.  Our  best  bet  to  controlling  the  rising 
costs  of  health  care  is  to  have  the  technology  to  prevent  disease. 

NIH  is  an  investment  in  the  future.  NIH  provides  hope  for  the  sick  and  disabled  and 
provides  strong  economic  returns  for  the  United  States.  The  annual  contribution  of 
the  NIH  to  the  U.S.  economy  is  $44.6  billion  in  sales.  $17.9  billion  in  employee 
income,  and  over  726,000  jobs. 

Today,  more  than  1.700  institutions  across  the  United  States  are  hard  at  work 
pursuing  the  knowledge  that  will  be  the  key  to  the  prevention,  diagnosis,  and 
treatment  of  disease  thanks  to  the  actions  of  this  subcommittee.   I  respectfully  request 
the  subcommittee  give  serious  consideration  to  increasing  the  NTH's  funding  by 
6.5%. 
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Thursday,  May  16,  1996. 

WITNESS 

HON.  JOHN  LEWIS,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  GEORGIA 

Mr,  Istook.  Mr.  Lewis,  we're  all  yours. 

Mr.  LEWIS.  Thank  you,  Mr.  Chairman  and  members  of  the  sub- 
committee on  Labor,  HHS,  and  Education  Appropriations.  I  am 
very  pleased  to  be  here  today  to  talk  about  Historically  Black  Col- 
leges and  Universities,  known  as  HBCUs. 

I  want  to  thank  my  good  friend  Mr.  Stokes  for  his  efforts  over 
the  years  to  support  these  colleges  and  universities.  HBCUs  have 
played  a  critical  role  in  expanding  education  for  African-Americans. 
Today,  HBCUs  educate  over  one-third  of  the  country's  black  college 
graduates — 75  percent  of  all  black  ph.d's,  46  percent  of  all  black 
business  executives,  50  percent  of  black  engineers,  80  percent  of 
black  Federal  judges,  85  percent  of  all  black  doctors,  50  percent  of 
the  Nation's  black  attorneys,  and  75  percent  of  black  military  offi- 
cials. 

In  short,  Mr.  Chairman,  HBCUs  are  at  the  very  heart  of  the  suc- 
cess of  the  black  community.  And  HBCUs  have  done  all  this  for 
less  than  the  cost  of  majority  institutions.  HBCUs  maintain  low 
tuition  in  order  to  provide  access  to  the  largely  economically  dis- 
advantaged students  they  serve.  It  was  not  so  long  ago  that  a  col- 
lege education  was  beyond  the  reach  of  many  low-income  minori- 
ties. 

I  grew  up  on  a  small  farm  in  rural  Alabama.  I  was  very  lucky 
to  have  attended  the  American  Baptist  Seminary,  and  later  re- 
ceived a  degree  in  Religion  and  Philosophy  from  Fisk  University. 
But  many  others  of  my  generation  were  not  so  lucky.  For  many  of 
them,  a  college  education  was  unthinkable.  Our  families  were  not 
rich.  Many  schools  did  not  accept  blacks.  For  so  many  bright  young 
people  living  in  poverty  or  whose  parents  had  never  attended  col- 
lege, higher  education  was  only  a  distant  dream.  But  HBCUs  help 
change  all  of  that.  Today,  HBCUs  offer  high  education  at  less  than 
half  the  average  cost  of  private  colleges  nationally.  These  colleges 
are  a  bargain.  For  a  small  investment,  they  teach  success. 

I  am  very  proud  today  to  represent  the  city  of  Atlanta,  home  of 
some  of  the  finest  Historically  Black  Colleges  and  Universities  in 
this  Nation — Morehouse  College,  Morris  Brown  College,  Spelman 
College,  Clark  Atlanta  University,  the  Interdenominational  Theo- 
logical Center,  Morehouse  School  of  Medicine.  Graduates  of  these 
schools  have  produced  the  city's  leaders  who  have  used  their  skills 
and  their  acquired  knowledge  to  bring  the  1996  Olympic  Games  to 
Atlanta.  Today,  many  members  of  the  Congress  are  graduates  of 
these  colleges  and  universities.  Nima  Warfleld,  the  Nation's  first 
African-American  Rhodes  Scholar,  and  my  good  friend,  mentor,  and 
colleague  during  the  Civil  Rights  Movement,  the  Reverend  Martin 
Luther  King,  Jr.  are  Morehouse  graduates.  Mr.  Hilliard,  from  my 
native  State  of  Alabama  who  will  testify  later,  is  a  graduate  of 
Morehouse  College.  Sanford  Bishop,  who  represents  parts  of  Geor- 
gia, is  a  graduate.  Major  Owens  of  New  York  is  a  graduate  of 
Morehouse  College.  Our  Nation's  greatest  leaders,  our  Nation's 
greatest  dreamers,  our  most  inspired  and  our  most  loved  were 
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guided  in  their  pursuit  of  knowledge,  in  the  pursuit  of  their  dreams 
at  these  schools. 

Spelman  College  for  Women,  also  located  in  Atlanta,  has  earned 
international  distinction  for  its  science,  engineering,  and  mathe- 
matics programs.  The  college  was  recently  recognized  by  the  Na- 
tional Science  Foundation  as  a  model  institute  for  excellence  in 
science  education.  Spelman's  achievement,  like  other  Historic  Black 
Colleges  and  Universities,  in  many  ways  are  unparalleled  and  do 
not  reflect  national  trends.  Today,  a  young  African-American  girl 
has  one  chance  in  21,000  of  ever  getting  a  ph.d.  Yet,  since  1988, 
Spelman  has  witnessed  a  57  percent  increase  in  the  number  of  its 
science  majors  in  their  graduate  programs.  Spelman  provides  hope 
and  opportunity  for  many  young  women  who  dream  of  becoming 
educated.  For  many  of  these  young  women  there  would  have  been 
just  no  other  way. 

Mr.  Chairman,  when  I  speak  to  young  people  in  my  own  district 
and  around  the  country  I  often  tell  them  don't  give  out,  don't  give 
up,  don't  give  in.  I  truly  believe  that  we  must  never  give  up  on  the 
young  people  of  this  Nation — our  youth,  our  talent,  our  hope,  our 
future.  We  must  never  let  our  young  people  get  lost  in  a  sea  of  de- 
spair. We  must  help  them  find  a  way  up  and  a  way  out.  As  we  pre- 
pare for  the  challenges  of  the  21st  century,  we  cannot  afford  to  lose 
the  bright  minds  of  the  Nation's  young  African-Americans.  I  urge 
this  subcommittee  and  the  full  committee,  our  House,  this  Con- 
gress to  invest  in  Historic  Black  Colleges  and  Universities  in  1997. 
Thank  you,  Mr.  Chairman. 

Mr.  Istook.  Thank  you  very  much,  Mr.  Lewis.  I  appreciate  your 
pointing  out  your  fellow  members  who,  like  yourself,  are  graduates 
of  the  Historically  Black  Colleges  and  Universities.  Mr.  Stokes,  Mr. 
Riggs,  any  comments,  questions? 

Mr.  Stokes.  Mr.  Chairman,  if  I  can  just  make  a  quick  observa- 
tion. I  have  had  the  privilege  of  sitting  on  this  particular  sub- 
committee now  for  a  quarter  of  a  century.  So  I  have  had  the  benefit 
of  knowing  these  programs  and  knowing  the  significance  of  the 
Historically  Black  Colleges  and  Universities.  There  are  newer 
members  of  our  committee  who  have  not  had  this  kind  of  exposure 
to  the  historical  relationship  that  Historically  Black  Colleges  and 
Universities  have  had  to  the  progress  of  African-Americans  in  this 
country.  So  we  especially  appreciate  your  appearance  here  today 
and  the  eloquent  testimony  you  have  given  relative  to  the  signifi- 
cance that  Historically  Black  Colleges  and  Universities  play  in  the 
development  of  individuals  such  as  those  whom  you  have  named, 
Earl  Hilliard,  who  sits  behind  you  and  who  will  come  up  before  us 
in  a  moment,  yourself,  and  numerous  others  who  serve  here  in  the 
United  States  Congress  today  who  were  the  beneficiaries  of  having 
had  that  type  of  educational  background.  Coming  from  you  particu- 
larly,^^ a  hero  of  this  Nation  in  the  Civil  Rights  Movement  and 
a  distinguished  Member  of  Congress,  I  want  to  say  that  your  testi- 
mony is  very  significant. 

Mr.  Lewis.  Thank  you  very  much,  Mr.  Stokes. 
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Mr.  ISTOOK.  Thank  you.  Mr.  Riggs? 
Mr.  RlGGS.  No  question,  Mr.  Chairman. 
Mr.  Istook.  Mr.  Bonilla,  do  you  have  any  questions  for 
man  Lewis? 
Mr.  Bonilla.  No  questions,  Chairman. 
Mr.  Istook.  Okay.  Thank  you,  Mr.  Lewis. 
[The  prepared  statements  follow:] 


24-311  96-49 
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TESTIMONY  BY 
CONGRESSMAN  JOHN  LEWIS 
BEFORE  THE  SUBCOMMITTEE  ON  LABOR,  HEALTH 
AND  HUMAN  SERVICES,  AND  EDUCATION  APPROPRIATIONS 
ON  HISTORICALLY  BLACK  COLLEGES 
AND  UNIVERSITIES  (HBCUs) 
MAY  16,  1996 


Thank  you,  Chairman  Porter  and  Members  of  the  Subcommittee  on  Labor,  HHS,  and  Education 
Appropriations.  I  am  very  pleased  to  be  here  today  to  talk  about  Historically  Black  Colleges  and 
Universities,  known  as  HBCUs. 

HBCUs  have  played  a  critical  role  in  expanding  education  for  African  Americans.  Today, 
HBCUs  educate  over  one  third  of  the  country's  black  college  graduates  --  75  percent  of  all  black 
Ph.D's  ~  46  percent  of  all  black  business  executives  -  50  percent  of  black  engineers  -  80 
percent  of  black  federal  judges  -  85  percent  of  all  black  doctors  ~  50  percent  of  the  nation's 
black  attorneys  —  and  75  percent  of  black  military  officials. 

In  short,  HBCUs  are  at  the  very  heart  of  the  success  of  the  black  community.  And,  HBCUs  have 
done  all  this  for  less  than  the  cost  of  majority  institutions.  HBCUs  maintain  low  tuition  in  order 
to  provide  access  to  the  largely  economically  disadvantaged  students  they  serve.  It  was  not  so 
long  ago  that  a  college  education  was  beyond  the  reach  of  many  low-income  minorities. 

I  grew  up  on  a  small  farm  in  rural  Alabama.  I  was  very  lucky  to  have  attended  the  American 
Baptist  Seminary,  and  later  receive  a  degree  in  Religion  and  Philosophy  from  Fisk  University. 
But  many  others  of  my  generation  were  not  so  lucky.  For  many  of  them,  a  college  education  was 
unthinkable.  Our  families  were  not  rich.  Many  schools  did  not  accept  blacks.  For  so  many 
bright  young  people,  living  in  poverty,  or  whose  parents  had  never  attended  college,  higher 
education  was  only  a  distant  dream.  But,  HBCUs  helped  change  all  that.  Today,  HBCUs  offer 
higher  education  at  less  than  half  the  average  cost  of  private  colleges  nationally.  These  colleges 
are  a  bargain  --  for  a  small  investment,  ihey  teach  success. 

I  am  very  proud  today  to  represent  the  city  of  Atlanta,  home  of  some  of  the  finest  HBCUs  in  the 
nation  —  Morehouse  College  —  Morris  Brown  College  —  Spelman  College  -  Clark  Atlanta 
University  -  The  Interdenominational  Theological  Center  -  Morehouse  School  of  Medicine. 
Graduates  of  these  schools  have  produced  the  city's  leaders  -  leaders  who  have  used  their  skills 
and  their  acquired  knowledge  to  bring  the  1 996  Olympic  Games  to  Atlanta.  Today,  many 
Members  of  the  Congress  are  graduates  of  HBCUs.  Nima  Warfield,  the  nation's  first  African- 
American  Rhodes  Scholar  from  an  HBCU  ~  and,  my  good  friend,  mentor,  and  colleague  during 
the  Civil  Rights  Movement,  the  Reverend  Martin  Luther  King,  Jr.  -  are  Morehouse  graduates. 
Our  nation's  greatest  leaders  —  our  nation's  greatest  dreamers  —  our  most  inspired  and  our  most 
loved  -  were  guided  in  their  pursuit  of  knowledge  -  in  the  pursuit  of  their  dreams  -  at  these 
schools. 

Spelman  College  for  women,  also  located  in  Atlanta,  has  earned  international  distinction  for  its 
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science,  engineering  and  mathematics  program.  The  College  was  recently  recognized  by  the 
National  Science  Foundation  as  a  Model  Institute  for  Excellence  in  science  education. 

Spelman's  achievements  -  like  other  HBCUs  ~  in  many  ways  are  unparalleled  and  do  not  reflect 
national  trends.  Today,  a  young  African  American  girl  has  one  chance  in  2 1 ,000  of  ever  getting 
a  Ph.D.  Yet,  since  1 988,  Spelman  has  witnessed  a  57  percent  increase  in  the  number  of  its 
science  majors  entering  graduate  programs.  Spelman  provides  hope  and  opportunity  for  many 
young  women  who  dream  of  becoming  educated.  For  many  of  these  young  women,  there  would 
have  been  no  other  way. 

Mr.  Chairman,  when  I  speak  to  young  people,  I  often  tell  them  —  don't  give  out,  don't  give  up, 
don't  give  in.  And,  I  truly  believe  that  ~  for  all  of  us  -  we  must  never  give  up  on  the  young 
people  of  this  nation.  Our  youth  —  our  talent  —  our  hope  -  our  future.  We  must  never  let  our 
young  people  get  lost  in  a  sea  of  despair.  We  must  help  them  find  a  way  up  and  a  way  out. 

As  we  prepare  for  the  challenges  of  the  2 1  st  century,  we  cannot  afford  to  lose  the  bright  minds  of 
the  nation's  young  African  Americans.  I  urge  the  Subcommittee  to  invest  in  HBCUs  in  1997. 


Thank  you,  Mr.  Chairman. 
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TESTIMONY  BY 
CONGRESSMAN  JOHN  LEWIS 
BEFORE  THE  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
AND  EDUCATION  APPROPRIATIONS  SUBCOMMITTEE 
MAY  16, 1996 

Thank  you,  Mr.  Chairman,  for  the  opportunity  to  speak  today  about  Job  Corps.  I  would 
like  to  express  my  strong  support  for  this  program. 

Three  Job  Corps  centers  are  located  in  the  state  of  Georgia,  one  in  the  Fifth 
Congressional  District  of  Georgia,  which  I  represent.  This  center  serves  more  than  800  youth  in 
my  district  annually.  The  centers  in  Georgia  serve  more  than  3,300  young  people,  however,  this 
number  represents  only  2  percent  of  the  state's  impoverished  youth.  It  is  critically  important  that 
we  continue  to  invest  in  Job  Corps  for  the  sake  of  the  thousands  of  young  people  who 
desperately  need  help  in  getting  their  lives  together  and  on  track. 

Mr.  Chairman,  I  consider  Job  Corps  to  be  a  deficit  reduction  tool  because  it  has  a  solid 
return  on  taxpayer  investment.  It  encourages  work  over  welfare.  It  encourages  productivity  and 
responsibility  over  crime  and  violence.  Job  Corps  is  a  respected,  reliable  training  program  that 
serves  as  a  model  program  for  other  job  training  programs  in  the  country.  Every  dollar  invested 
in  Job  Corps  helps  young  people,  families,  communities,  states,  and  the  national  economy. 

Job  Corps  works  --  73  percent  of  Job  Corps  graduates  find  jobs,  join  the  military,  or  seek 
higher  education.  Job  Corps  students  jump  two  grade  levels  in  an  average  of  seven  months. 
Job  Corps  students'  wages  are  30  percent  higher  than  minimum  wage.  Nearly  80  percent  of 
these  young  people  never  had  a  job  before  enrolling  in  Job  Corps.  79  percent  of  Job  Corps 
students  are  high  school  dropouts,  and  42  percent  come  from  families  on  public  assistance,  yet 
Job  Corps'  success  rate  is  73  percent. 

I  could  not  be  prouder  of  the  young  people  at  the  Atlanta  Job  Corps  Center.  Last  year,  76 
percent  of  these  hardworking  and  dedicated  young  people  found  jobs,  joined  the  military,  or 
enrolled  in  college.  Overall,  reading  levels  jumped  2.6  grade  levels.  Math  levels  jumped  an 
outstanding  3.2  grades.  Without  a  doubt,  the  evidence  shows  us,  in  statistics  and  in  the  many 
personal  testiments  I  have  heard  from  students,  Job  Corps  works.  It  gives  young  people  a 
chance. 

The  Atlanta  Job  Corps  Center  is  closely  linked  with  the  community.  Spelman  College, 
located  in  Atlanta,  each  year  provides  a  scholarship  for  one  outstanding  Job  Corps  graduate  to 
continue  his  or  her  education.  This  year,  Job  Corps  graduate  Regina  Shackljord  is  attending 
Spelman,  thanks  to  the  College's  support  for  Job  Corps  and  its  students. 

For  twelve  years,  the  Atlanta  Job  Corps  Center  ~  one  of  the  oldest  centers  in  the  nation  ~ 
has  planned  a  much-needed  relocation.  Full  funding  for  Job  Corps  will  allow  centers  like  the 
Atlanta  center  to  move  to  better  locations  in  order  to  better  serve  its  students  and  young  workers. 


As  we  determine  our  budgetary  priorities,  I  believe  we  must  never  forget  our  people,  our 
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students  and  our  children  at  risk.  We  must  continue  to  invest  in  successful  programs  like  the  Job 
Corps  program  in  Fiscal  Year  1997.  We  must  give  more  young  people  a  way  out  and  a  way  up  - 
-  a  chance  to  hope,  to  dream,  to  succeed  and  to  become  productive  citizens.  Thank  you  for  your 
support  of  this  very  important,  and  very  special  program. 
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Thursday,  May  16,  1996. 

WITNESS 

HON.  MAXINE  WATERS,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  CALIFORNIA 

Mr.  Istook.  Next  we  have  Ms.  Waters  from  California.  Welcome. 

Ms.  Waters.  Thank  you  very  much,  Mr.  Chairman  and  mem- 
bers. I  am  grateful  for  the  opportunity  to  share  with  you  my  prior- 
ities for  funding  programs  within  the  Labor,  HHS,  Education  ap- 
propriations bill  for  this  fiscal  year.  There  are  so  very  many  impor- 
tant programs  within  this  subcommittee's  jurisdiction,  it  is  a  little 
difficult  to  focus  on  just  a  few,  but  I  will  try  to  do  that.  Let  me  just 
say,  Mr.  Chairman,  I  would  like  to  thank  Congressman  Stokes  for 
the  leadership  that  he  has  always  provided  in  working  with  this 
subcommittee  and  with  the  other  subcommittee  where  he  serves  as 
ranking  member,  and  for  the  mentoring  that  he  has  done  for  so 
many  in  this  process  of  how  the  budget  works  and  how  priorities 
are  set. 

I  really  do  come  this  morning  with  kind  of  a  general  theme  and 
to  say  to  all  of  you  that  I  think  that  the  budget  really  reflects  our 
priorities  and  what  we  care  about.  We  must  have  a  budget  that 
honors  work,  that  fights  for  children,  protects  families,  and  sup- 
ports responsibility  and  basic  fairness.  That's  how  I  would  like  to 
try  and  frame  my  testimony  to  you  today.  Those  are  the  general 
priorities  that  I  think  we  must  all  have  for  the  Nation. 

I  think  it  would  be  absolutely  wonderful  if  we  could  pay  a  lot  of 
attention  to  medicare  and  medicaid  in  this  budget  and  do  what  I 
think  we  must  do.  These  programs  are  not  simply  for  poor  people 
or  any  one  class  in  our  society.  People  have  become  middle  class 
because  they  have  been  supported  through  medicare,  for  example, 
and  they  have  not  had  to  take  all  of  their  savings  and  try  to  pay 
for  their  health  care.  So  I  think  this  is  a  program  that  has  bene- 
fitted this  entire  Nation.  It  is  important  not  only  to  the  Nation,  but 
to  the  State.  I  support  the  administration's  request  to  maintain  the 
entitlement  status  for  medicaid  as  well  as  its  request  for  $75  billion 
this  year.  As  long  as  these  programs  remain  an  entitlement,  this 
subcommittee's  role  in  funding  these  programs  will  remain  rel- 
atively small.  However,  if  that  changes,  which  I  hope  it  does  not, 
you  may  be  called  upon  to  allocate  a  greater  portion  of  these  funds 
to  States.  Medicaid  is  the  health  care  of  last  resort  for  millions  of 
low  income  and  elderly  Americans. 

I'd  like  to  speak  a  moment  about  the  Ryan  White  CARE  Act, 
$807  million.  The  AIDS  cases  continue  to  grow  nationwide.  I  think 
we've  got  a  handle  on  it.  It  would  be  worse  had  we  not  begun  to 
support  the  efforts  for  outreach  and  the  efforts  for  education.  In 
Los  Angeles  County,  we  have  31,719  reported  cases  of  AIDs.  This 
is  one-third  of  all  of  California  cases  and  7  percent  nationally. 

Title  X  for  teenage  pregnancy,  $199  million.  I  know  there  is  some 
controversy  about  this,  but  I  would  like  you  to  know  there  is  one 
little  program  in  my  district  as  a  result  of  funding  where  we  have 
touched  750  people  since  1994.  It  is  in  a  housing  project.  Not  one 
person  involved  in  our  program  has  had  a  second  pregnancy.  We 
are  very  proud  of  that.  We  work  with  young  men  and  women.  It 
is  very  important  for  us  to  pay  attention  to  how  we  can  prevent 
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teenage  pregnancy.  I  think  if  we  do  that,  we  can  get  a  handle  on 
a  lot  of  our  problems. 

Primary  Health  Care  Clusters,  $757  million.  It  helps  to  fund 
these  outreach  clinics  in  areas  such  as  the  Los  Angeles  South 
Central  area.  I  think  it  is  very  important  to  support  the  health  care 
families. 

Under  education  and  training,  we  will  not  turn  this  country 
around  until  education  and  training  is  made  a  priority.  Head  Start 
is  extremely  critical  to  that.  If  we  catch  young  children  at  a  very 
early  age,  we  will  be  able  to  involve  them  in  education  and  their 
families.  So  we  should  support  the  President's  request  on  that. 

Child  care,  we  must  have  to  help  people  get  off  welfare.  I  believe 
in  welfare  reform,  but  we've  got  to  do  it  right.  We  can't  have  people 
getting  off  welfare  unless  we  have  child  care. 

Summer  youth  employment,  I  know  some  people  want  to  take 
that  out  of  the  budget.  I  don't  think  we  want  to  do  that.  I  think 
that  is  like  a  stop  gap.  It  really  does  give  hope.  Young  people  in- 
volved in  this  program  literally  buy  their  clothes  and  their  shoes 
to  go  back  to  school  in  September.  So  we  want  to  support  that. 

In  my  area,  we  have  about  2,200  students  that  enrolled  in  an 
employment  preparation  center  and  we  keep  that  open  with  school- 
to-work.  That's  $188  million.  This  is  extremely  important.  We  have 
a  lot  of  young  people  who  without  school-to-work  programs  would 
be  out  on  the  street.  You  heard  the  eloquent  testimony  by  my  col- 
league about  the  HBCUs,  the  Historically  Black  Colleges  and  Uni- 
versities. I  think  you  get  the  picture  on  that.  The  Pell  Grants,  the 
student  loans,  this  is  an  investment  in  young  people.  All  of  these 
programs  really  invest  in  the  potential  of  young  people. 

Job  Corps,  dislocated  worker  assistance  programs,  we  have  a  re- 
sponsibility to  those  who  have  tried  to  work,  who  have  been  shut 
out  because  of  mergers,  the  exportation  of  jobs  to  Third  World 
countries,  the  downsizing.  Adult  education  training.  People  who 
come  out  of  these  programs  deserve  a  right  to  be  re-educated  to  get 
back  into  the  workforce. 

Let  me  focus  a  minute  on  the  administration's  out-of-school 
youth  initiative  for  $250  million.  Last  year  we  rescinded  in  this 
Congress  something  known  as  the  Youth  Fair  Chance  program. 
Now,  those  programs  were  up  and  running  and  have  been  in  oper- 
ation for  about  a  year.  There  is  a  lot  of  capital  investment  and 
start-up  in  those  programs.  You  actually  lose  money  if  we  don't 
find  a  way  to  keep  them  going.  Youth  Fair  Chance,  that  would  be 
dropped  out  of  the  budget,  could  be  funded  by  this  out-of-school 
youth  initiative  and  you  would  be  able  to  capitalize  on  the  invest- 
ments already  made.  You  wouldn't  lose  the  money.  If  you  close 
those  programs  down,  all  the  computers,  all  the  buildings,  all  the 
work  that's  been  done  to  get  them  up  and  going  will  be  lost. 

So  if  you  fund  it,  whether  it's  putting  Youth  Fair  Chance  back 
in  or  the  out-of-school  youth  initiative  of  the  President,  you  would 
be  able  to  keep  this  going  and  allow  for  these  relatively  small 
grants  to  go  in  to  get  these  young  people  off  the  streets,  to  main- 
stream them  and  get  them  back  into  work.  I  know  about  it  because 
we  have  one  such  program  in  my  district  and  I  would  like  to  see 
it  funded. 
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In  terms  of  the  family  and  those  priorities  that  I  talked  about, 
fight  for  children,  protect  families,  support  responsibility,  the  Na- 
tional Labor  Relations  Board,  $181  million.  We  must  fund  the  right 
for  people  to  work  and  work  in  environments  that  are  supportive, 
that  will  allow  families  to  have  a  chance  not  only  to  have  an  in- 
come, but  to  be  protected  in  their  jobs.  That  would  include  the  Oc- 
cupational Safety  and  Health  Administration  at  $341  million. 

In  conclusion,  what  I  am  really  asking  you  to  do  is  to  understand 
the  power  that  you  have  here.  You  have  significant  power  to  set 
priorities  to  support  children  and  families.  We  have  a  lot  of  rhetoric 
about  supporting  children  and  families  and  education,  but  it  is 
really  reflected  in  the  way  you  support  your  budget.  That's  where 
the  priorities  are  determined.  I  really  thank  you  for  allowing  me 
an  opportunity  to  try  and  express  to  you  my  concerns  about  the 
budget  and  to  try  and  help  you  to  understand  how  very  important 
you  are  in  all  of  this  and  what  an  important  role  that  you  play. 
I  hope  that  when  you  do  this  you  will  keep  in  mind  that  you  can 
indeed  support  children  and  families,  responsibility,  and  work,  and 
all  of  those  things  that  we  say  we  care  so  much  about.  Thank  you. 

Mr.  Istook.  Thank  you  very  much,  Ms.  Waters.  We  appreciate 
your  sharing  your  priorities  with  us.  Is  there  anything  from  the 
members?  Mr.  Stokes?  Mr.  Riggs?  Mr.  Bonilla? 

Mr.  Stokes.  Mr.  Chairman,  I  would  just  like  to  take  a  moment 
and  express  my  appreciation  to  Ms.  Waters  not  only  for  her  appear- 
ance, but  for  the  vast  knowledge  that  she  has  in  terms  of  the  kinds 
of  programs  that  she  has  testified  to  here  today.  I  sit  on  another 
subcommittee  on  appropriations,  the  VA,  HUD  subcommittee.  She 
appeared  there  a  couple  of  days  ago  and  very  eloquently  gave  testi- 
mony to  the  numerous  programs  within  that  category.  I  just  want 
to  say  that  not  only  is  she  one  of  the  most  knowledgeable  Members 
of  Congress,  but  certainly  one  of  the  most  dedicated  and  compas- 
sionate members.  I  appreciate  her  testimony. 

Ms.  Waters.  Thank  you  very  much. 

Mr.  Istook.  And  we'll  certainly  try  to  get  that  in  writing  and  en- 
graved on  a  plaque.  [Laughter.] 
Mr.  Istook.  Mr.  Riggs? 

Mr.  Riggs.  I  just  want  to  make  a  point  to  my  fellow  Californian 
that  I  guess  it  was  just  last  week  that  Secretary  Riley  was  here 
testifying  regarding  his  Department's  request  for  their  annual 
budget  for  the  coming  fiscal  year.  I  asked  him  if  the  budget  in- 
cluded the  roughly — and  I'm  going  to  use  a  conservative  figure 
now — the  roughly  $2  billion  estimated  cost  to  educate  illegal  immi- 
grant children  in  California  public  schools.  I  realize  that  was  a  rhe- 
torical question  to  a  large  extent.  But  he  hemmed  and  he  hawed 
and  he  finally  said  something  to  the  effect  that,  well,  we  think  our 
budget  proposal  is  adequate  to  educate  all  children. 

The  fact  of  the  matter  is  that  if  you  acknowledge  that  current 
Federal  immigration  policy  and  Federal  immigration  laws  con- 
stitute an  unfunded  or  underfunded  mandate  imposed  by  the  Fed- 
eral Government  on  border  States  like  California,  the  request  of 
the  Secretary  of  Education  did  not  include  anywhere  near  the  $2 
billion  estimated  cost.  I  just  want  to  point  out  to  the  gentlelady, 
since  she  is  aware  of  this,  that  $2  billion  would  go  an  awful  long 
way  towards  meeting  the  needs  of  California  kids  who  happen  to 
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be  American  citizens  and  would  obviously  help  defray  the  cost  of 
many  of  the  programs  that  you  mentioned  today. 

So  I  want  to  stress  that  to  the  gentlelady  since  I  know  that  im- 
migration reform  is  still  one  item  that  is  on  the  table  for  consider- 
ation in  the  waning  days  of  this  particular  Congress.  If  we  can  get 
immigration  reform,  including  the  amendment  offered  on  the  floor 
by  the  gentleman  from  California,  Mr.  Gallegly,  that  would  allow 
States  like  California  to  opt  out  of  this  Federal  mandate  and  over 
a  period  of  time  deny  a  taxpayer  funded  education  to  illegal  immi- 
grant children.  It  would  free  up  that  much  more  money  for  the 
needs  of  California  kids. 

So  I  wanted  to  stress  that  point  because  as  far  as  I'm  concerned, 
again,  if  you  accept  the  fact  that  current  law  constitutes  an  un- 
funded mandate,  then  we  ought  to  find  that  $2  billion  out  of  this 
appropriation  spending  bill,  and  if  we  have  to  find  that  $2  billion 
out  of  this  appropriations  bill,  it  is  even  that  much  less  money  to 
do  some  of  the  things  the  gentlelady  is  asking. 

Ms.  Waters.  I  don't  know  if  you  were  asking  for  a  response,  but 
I  got  the  message  loud  and  clear. 

Mr.  ISTOOK.  I  think  in  fairness,  if  you  had  a  brief  response,  we 
have  members  that  we  need  to  get  to,  but  if  you  had  something 
brief  you  wanted  to  say. 

Ms.  Waters.  No,  except  to  say  to  the  gentleman  that  I  do  sup- 
port immigration  reform.  I  think  we  have  to  have  credible  reform 
to  not  allow  our  borders  to  be  open  so  that  people  can  come  in 
whenever  they  want.  What  I  do  not  want  us  to  do  is  simply  ignore 
the  fact  that  we  have  not  come  up  with  the  kind  of  policies  that 
would  stop  or  slow  that  influx  of  illegal  immigrants  but  that  for 
those  children  who  are  here,  I  don't  think  you  want  any  more  than 
I  do  for  uneducated  folks  to  be  in  our  community  creating  more 
problems,  more  burdens.  If  they  are  here,  we  have  to  find  ways  to 
educate  them.  But  let's  stop  the  flow.  I  think  that's  where  our  chal- 
lenge is. 

Mr.  Istook.  Thank  you  very  much,  Ms.  Waters. 
[The  prepared  statement  follows:] 
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TESTIMONY  OF  REP.  MAZINE  WATERS 
Funding  Priorities  for  Labor-HHS-Education 
Appropriations  Subcommittee 

Mr.  Chairman  and  Members,  I  am  grateful  for  this  opportunity  to  share  with 
you  my  priorities  for  funding  programs  within  the  Labor-HHS-Education 
Appropriations  bill  for  this  Fiscal  Year.    There  are  so  many  important 
programs  within  this  subcommittee's  jurisdiction,  it  is  difficult  to  focus 
on  just  a  few,  but  I  will  try  to  do  that. 

The  Administration's  Out-of -School  Youth  Initiative 

I  am  sure  this  committee  is  familiar  with  President  Clinton's  Out-of- 
School  Youth  Initiative.     I  understand  Secretary  Reich  testified  about  this 
matter  last  week. 

For  so  many  reasons,  this  is  a  crucial  program  that  deserves  the  highest 
funding  priority.    We  have  pockets  of  poverty  scattered  throughout  this 
country.    There  are  4.7  million  young  people  between  the  ages  of  16  and  24 
living  in  inner  city  and  rural  areas  with  poverty  rates  of  30%  and  higher. 

The  employment  rate  for  those  who  are  not  in  school  in  these  high-poverty 
areas  is  only  46%.     Sadly,  in  many  areas,  drop-out  rates  for  African- 
Americans  and  Latinos  exceeds  50%.     The  proportion  of  young  African- 
American  drop-outs  who  are  currently  not  employed  exceeds  70%.  According 
to  estimates,  each  high  school  drop-out  costs  the  nation  over  $200,000  in 
lost  life  earnings  and  over  $60,000  in  lost  taxes. 

There  is  a  desperate  need  to  break  the  cycle  of  poverty  in  these 
communities.    The  Out-of -School  Youth  Initiative  promises  to  bring 
opportunity,  skills,  and  hope  to  many  who  are  ripe  for  this  type  of 
intervention. 

I  am  intimately  familiar  with  this  type  of  intervention  program.     I  work 
closely  with  a  non-profit  group  called  Community  Build  that  works  with 
large  numbers  of  at-risk  youth.    Our  program  provides  job  training, 
vocational  education,  and  GED  opportunities  for  the  students  enrolled.  If 
they  stay  enrolled,  they  receive  a  stipend  which  helps  defray  the  basic 
living  expenses  which  these  young  people  incur. 

Each  enrol lee  is  assigned  a  case  manager.     In  many  cases,  what  we  have 
found  is  that  case  managers  are  a  crucial  component  of  the  long-term 
success  of  this  type  of  program.    We  must  do  something  to  train  and  employ 
the  millions  of  young  people  growing  up  in  these  pockets  of  poverty.  The 
President's  request  for  $250  million  would  allow  for  grants  of  between  $10 
million  to  $20  million  in  15  to  20  high  poverty  urban  and  rural  areas. 
Obviously,  this  money  would  be  matched  up  with  private  resources  to 
maximize  their  impact  on  the  targeted  community.    An  estimated  50,000  youth 
a  year  could  be  served  at  this  funding  level. 

If  we  can  connect  the  President's  initiative  with  programs  that  are 
currently  underway,  like  the  Youth  Fair  Chance  Plus  program  operating  in  my 
District  by  Community  Build,  we  could  make  a  dramatic  impact  on  the  lives 
of  tens  of  thousands  of  young  people.    This  program  would  not  only  be  in 


1545 


their  interest,  it  would  be  in  the  interest  of  our  entire  society. 
Teen  Pregnancy 

Mr.  Chairman,  we  must  do  something  to  fight  the  growing  problem  of  teen 
pregnancy  in  our  country.    The  U.S.  teen  pregnancy  rate  is  the  highest  of 
all  developed  nations,  twice  that  of  England  and  nine  times  as  high  as 
Japan's.    In  the  United  States,  almost  one  in  eight  adolescent  girls  become 
pregnant  each  year.    Over  three  quarters  of  these  pregnancies  are 
unintended.    Let  us  face  the  reality  that  we  must  act  now  to  stop  one 
million  of  our  teenagers  frr>m  becoming  pregnant  each  year. 

For  the  past  twenty-five  years,  Title  X  of  the  Public  Health  has  been 
instrumental  in  reducing  teen  pregnancy,  providing    contraceptive  and  other 
clinical  services  to  low-income  women.    Thirty  percent  of  those  served  by 
Title  X  are  adolescents.     I  know  you,  Mr.  Chairman,  have  been  a  leader  in 
the  fight  to  promote  Title  X  funding. 

My  state,  California,  has  the  second  highest  teen  pregnancy  rate  in  the 
nation.     I  am  fortunate,  in  my  district,  to  have  an  extraordinarily 
successful  teen  pregnancy  program  funded  by  Title  X.     The  South  Central 
Teen  Pregnancy  Prevention  Program,  established  in  1994,  has  reached  over 
650  males  and  females  between  the  ages  of  10  years  to  31  years  old  in  the 
Avalon  Gardens  Housing  Project.    Young  people  learn  about  pregnancy 
prevention,  self  esteem,  relationships,  and  how  to  handle  peer  pressure. 
They  participate  in  job  training  activities,  sports,  and  mentor  programs. 
In  its  first  two  years,  no  pregnancies  or  repeat  pregnancies  have  occurred. 


The  outstanding  success  of  the  South  Central  Teen  Pregnancy  Prevention 
Program  serves  as  proof  that  pregnancy  prevention  programs  work,  even  in 
the  most  at-risk  populations.     I  am  here  to  request  that  this  Subcommittee 
and  this  Congress  fund  Title  X  at  the  highest  possible  level.  The 
Administration  has  requested  $199  million  for  Title  X  for  FY97. 

A  new  teen  pregnancy  program,  the  so-called  Teen  Pregnancy  Initiative  to  be 
administered  by  the  Administration  for  Children  and  Families,  has  been 
developed  to  target  urban,  suburban,  and  rural  areas  with  high  teen 
pregnancy  rates.    This  pregnancy  prevention  program  would  be  the  first  to 
focus  entirely  on  teens.     It  would  provide  funds  for  services  such  as: 
academic  tutoring,  mentoring,  drop-out  prevention,  job  training,  and  family 
planning.     I  urge  this  Subcommittee  to  authorize  this  promising  program  at 
$30  million,  commensurate  with  the  Clinton  Administration  request,  to  help 
young  people  reach  their  fullest  potential  before  starting  families. 

School-to-Work 

The  School  to  Work  Partnership  program  is  helping  people  make  a  smooth 
transition  from  school  to  today's  increasingly  technology  intensive 
careers.    By  linking  the  classroom  to  the  workplace,  this  new  approach  to 
learning  is  providing  young  people  with  hands-on  training  and  relevant 
classwork  for  today's  increasingly  competitive,  information-driven  jobs. 

I  support  the  Administration's  request  for  funding  for  this  program  of  $200 
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million.    This  funding  level  will  help  fund  a  variety  of  programs 
nationwide,  including  those  like  one  that  is  working  in  my  District. 

I  am  requesting  that  this  Subcommittee  continue  to  fund  vital  programs  like 
Local  Partnership  Grants  which  help  educate  and  train  individuals  in  highly 
distressed  urban  and  rural  areas  such  as  my  district.    At  a  time  when  more 
than  50%  of  U.S.  employers  say  they  cannot  find  qualified  applicants  for 
entry-level  positions,  it  is  essential  that  we  continue  to  support  training 
initiatives  to  help  people  to  upgrade  or  acquire  entry-level  skills. 

The  Maxine  Waters  Employment  Preparation  Center  in  Los  Angeles,  currently 
funded  through  the  Job  Training  Partnership  Act,  provides  necessary  short- 
term  skills  training,  job  counseling  and  placement  to  adults  and  youth  who 
may  be  economically  disadvantaged,  displaced  homemakers,  drop-outs,  or 
limited  English  speakers.  The  program  awards  high  school  diplomas  and  GEO 
certificates,  and  teaches  many  non-readers  how  to  read.  At  this  time,  the 
center  serves  2,200  students,  year-round,  seven  days  a  week.  This  program 
cannot  serve  everyone  who  wishes  to  enroll. 

Now  that  Congress  has  cut  important  job  training  programs,  it  is  essential 
that  we  continue  to  fund  School -to-Work  so  that  programs  like  this  one  can 
continue  to  thrive  in  underserved  communities  such  as  my  own.  These 
successful  programs  need  to  grow,  not  decline,  during  this  era  of  corporate 
down-sizing  and  lay-offs.    A  School-to-Work  grant  for  the  Maxine  Waters 
Employment  Preparation  Center  would  allow  it  to  stay  open  longer,  and  train 
many  more  students  who  are  currently  on  waiting  lists,  awaiting  an 
opportunity  to  enroll. 

Another  promising  program  I  would  like  to  describe  is  the  Tech-Prep 
Education  Program.    Tech-Prep  funds  allow  secondary  and  post  secondary 
institutions  to  provide  two  years  of  vocational  training  during  school  and 
two  years  of  further  training  after  high  school.    Tech-Prep  teaches  young 
people  essential  technological  skills  and  helps  them  master  complex 
hardware  and  software  that  is  used  in  most  industries.     I  urge  this 
-Subcommittee  to  fund  Tech-Prep,  which  can  be  used  in  tandem  with  School- 
to-Work  funds  to  further  technological  education. 

Health  Care 

The  President  has  requested  a  funding  level  of  $757  million  to  fund  Primary 
Health  Care  Clusters,  including  community,  migrant,  homeless  and  public 
housing  health  center  programs. 

Mr.  Chairman,     as  you  know,  community  health  centers  fill  a  critical  void, 
providing  care  for  those  persons  whom  other  providers  do  not  serve, 
including  low  income  and  uninsured  working  families,  as  well  as  vulnerable 
and  high-risk  populations,  such  as  pregnant  women,  homeless  persons, 
farmworkers,  people  with  disabilities,  the  frail  elderly,  and  others. 

Community  health  centers  are  staffed  with  interdisciplinary  teams  of 
physicians,  nurses,  dentists,  and  other  health  professionals,  and  are 
linked  with  other  providers  for  their  patients'  specialty  and  inpatient 
care  needs.    These  centers  have  ensured  the  cost-effective  use  of  public 
and  private  resources  enabling  communities  to  meet  local  health  needs. 
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The  President's  request  of  $757  million  would  help  some  9  million  people  in 
roughly  2,400  communities  continue  to  have  a  cost-effective  source  of 
quality  primary  health  care  and  I  urge  this  sub-committee  to  support  the 
President's  request. 

I  am  privileged  to  have,  in  my  District,  one  of  the  oldest  and  certainly 
one  of  the  largest  community  health  centers  in  the  country  —  the  Watts 
Health  Center.    Organized  in  1965,  following  the  Watts  Rebellion,  the  Watts 
Health  Center  became  a  beacon  of  hope  and  progress  for  a  devastated 
community. 

Dedicated  to  serving  the  poor  and  uninsured,  the  Center  is  committed  to 
rendering  personalized  services  in  a  setting  of  dignity.    The  Center's 
comprehensive  medical  services  include:  adult  medicine,  obstetrics  and 
gynecology,  surgery,  pediatrics,  dental  care,  vision  care,  orthopedics, 
dermatology,  podiatry  and  physical  therapy.     In  addition,  the  Center 
provides  cancer  screening,  HIV/ Aids  screening,  laboratory  services, 
radiological  services,  and  pharmaceutical  services. 

Through  it's  Maternal  and  Child  Health  Services,  Healthy  Start  and  WIC 
Programs,  the  center  provides  a  series  of  preventive  treatment  programs  to 
women  to  help  prepare  them  for  motherhood  and  develop  a  healthy  lifestyle 
that  will  result  in  healthy  babies. 

The  Center  operates  a  fleet  of  Mobile  Medical  Centers  that  extends  urgently 
needed  health  care  services  to  hard-to-reach  populations  and  the  homeless 
throughout  the  County  of  Los  Angeles.    The  Center  also  operates  a  24-hour 
ambulatory  Urgent  Care/Walk-In  Pavilion. 

Mr.  Chairman,  I  could  go  on  and  on  talking  about  the  accomplishments  of  the 
Watts  Health  Center,  but  allow  me  to  leave  you  with  just  one  final  thought. 

The  Watts  Health  Center  provides  a  vital  service  to  residents  of  South 
Central  Los  Angeles.    Without  the  Center,  some  200,000  residents  would  have 
to  seek  health  care  services  from  an  already  strained,  over-burden  County 
Health  Facility.    Unfortunately,  this  is  the  reality  for  many  residents  in 
many  communities  all  across  the  country. 

I  urge  this  subcommittee  to  provide  adequate  funding  for  Primary  Health 
Care  Clusters  so  that  health  centers,  like  the  Watts  Health  Center,  can 
continue  to  fill  the  void  in  providing  high  quality,  comprehensive  primary 
and  preventive  health  care  to  residents  in  under served  communities. 

I  also  want  to  go  on  record  as  supporting  full  funding  for  Ryan  White  Care 
Act  Programs  at  the  President's  request  of  $807  million  in  FY  97. 

Los  Angeles  County  has  been  severely  affected  by  the  AIDS  epidemic.     As  of 
January  31,  1996,  the  County  had  31,719  reported  AIDS  cases  representing 
roughly  one-third  of  all  AIDS  cases  in  California,  and  7  percent  of  all 
cases  nationally. 

Los  Angeles  County  desperately  needs  the  financial  support  generated  by  the 
Ryan  White  Care  Act  to  continue  to  responsibly  address  the  concerns  of  this 
growing  population.    There  are  currently  10,000  living  AIDS  patients  and  an 
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estimated  total  of  40,000  to  50,000  HIV-infected  persons  in  the  County. 

The  County's  Department  of  Health  Services  is  the  nations'  second  largest 
public  health  care  system  providing  over  4  million  outpatient  visits  and 
nearly  one  million  inpatient  days  annually.    As  the  protector  of  public 
health  for  the  entire  county,  the  Department  is  responsible  for 
administering  over  900  public  health  contracts  with  community  providers. 

Ryan  White  Care  Act  monies  makes  it  possible  for  many  community  based 
organizations  to  contract  with  the  County  to  provide  a  variety    of  health 
and  social  services  to  individuals  with  HIV  and  AIDS.     Services  include 
testing,  provision  of  medications,  clinic  services  and  hospice  care,  as 
well  as  an  automated  case  management  system  used  by  most  of  the  County's 
AIDS /HIV  service  providers. 

One  program  that  i  am  closely  associated  with  in  my  district  is  the 
Minority  AIDS  Project.     This  is  the  first  community-based  HIV/AIDS 
organization  established  and  managed  by  people  of  color  in  the  U.S. 

The  Minority  AIDS  Projects'  mission  is  to  reduce  suffering  and  deaths  due 
to  HIV  infection  in  the  African    American  and  Latino  communities  by  making 
HIV/AIDS  related  health  services  and  education  available  and  accessible  to 
them.    Until  the  doors  opened  at  Minority  AIDS  Project,  these  communities 
had  little  or  no  real  access  to  preventive  education  and  essential  health 
care  services.     Since  it's  beginning,  the  caseload  of  15  clients  has  grown 
to  1,200. 

The  Project  offers  a  broad  range  of  services  in  response  to  the  dilemmas 
and  difficulties  facing  their  clients,  such  as  housing,  detox/drug  and 
alcohol  rehabilitation,  psychological  support  services,  emergency  funding 
for  rent, -utilities,  transportation,  food,  clothing,  shelter,  assistance  in 
obtaining  benefits,  and  medical  follow-up. 

The  Project  has  a  new  program  that  I  am  especially  excited  by  — "Hands 
Across  the  Hood".    This  program  will  target  gang  members,  both  male  and 
female,  who  are  at  high  risk  for  HIV  infection.    The  Program  will  provide 
street  and  community  HIV/ AIDS  education  and  prevention,  risk  reduction  and 
early  intervention  /  case  management.    These  services  are  especially 
important  in  this  community  where  drug  use  and  sexual  activity  are  more 
often  the  norm  rather  than  the  exception. 

The  Minority  AIDS  Project  and  community  based  programs  around  the  country  - 
-  for  all  their  good  —  will  not  be  able  to  continue  providing  quality 
services  to  HIV/AIDS  infected  persons  if  Ryan  White  Care  Act  monies  are  not 
available.    Mr.  Chairman,  I  urge  this  sub-committee  to  show  strong  support 
for  the  work  that  these  community  based  organizations  do  by  appropriating 
full  funding  —  at  the  President's  request  of  $807  million  —  for  Ryan 
White  Care  Act  programs. 

Mr.  Chairman,  that  concludes  my  testimony  and  I  thank  you  for  allowing  me 
to  share  my  thoughts  and  concerns  regarding  these  programs. 


1549 


Mr.  ISTOOK.  I  would  just  note  that  we  are  in  overtime  now.  We 
will  try  to  make  sure  it's  not  sudden  death  for  anyone.  But  just  a 
reminder  for  everyone,  all  we  can  do  to  help  stay  as  much  as  we 
can  on  schedule  is  appreciated. 


Thursday,  May  16,  1996. 

WITNESS 

HON.  EARL  HILLIARD,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  ALABAMA 

Mr.  ISTOOK.  Mr.  Hilliard,  you  have  been  very  patient.  Please,  the 
time  is  yours. 

Mr.  Hilliard.  Thank  you  very  much,  Mr.  Chairman.  I  will  be 
very  cognizant  of  the  time  and  of  this  committee.  I  understand  that 
this  is  a  very  important  committee.  Many  of  the  items  that  I  am 
very  much  concerned  about  come  before  this  committee.  I  would 
just  like  to  adopt  the  testimony  of  that  of  my  colleague  John  Lewis 
as  well  as  my  colleague  Maxine  Waters  because  the  programs  they 
talk  about  are  very  dear  to  my  community  and  very  dear  to  the 
heart  of  democratic  progress  in  this  country. 

Let  me  thank  this  subcommittee  for  allowing  me  to  testify  before 
you  today  on  a  particular  concept  and  a  particular  program.  I 
speak  of  the  Job  Corps  program.  This  program  is  very  close  to  my 
heart.  It  is  one  that  I  know  is  truly  welfare  reform  in  the  true  re- 
spect. 

The  Job  Corps  is  a  keystone  of  the  efforts  to  build  an  America 
based  upon  participation,  not  dropping  out,  upon  work,  not  welfare, 
upon  service,  not  greed.  It  is  the  key  to  reducing  the  crime  rate 
among  young  people,  and  it  is  the  key  to  the  struggle  against  pov- 
erty. Young  people  are  not  violent  by  nature,  nor  are  our  young 
people  of  any  racial,  cultural,  ethnic,  or  national  group  violent  by 
nature.  The  kind  of  violence  which  has  swept  our  cities  in  recent 
years  has  come  from  poverty,  has  come  from  all  of  those  indica- 
tions. We  can  cut  out  that  poverty,  we  can  cut  out  those  indicators 
of  poverty  by  improving  job  training,  by  improving  education  so 
that  we  can  instill  in  the  minds  of  those  persons  through  a  com- 
bination of  job  training  and  educational  programs  the  concept  of  an 
honest  day's  work  for  a  decent  day's  pay. 

In  this  respect.  Job  Corps  plays  a  very  crucial  role  in  moving 
from  want  and  crime  to  security  and  work.  I  have  worked  since  ar- 
riving here  almost  four  years  ago  to  bring  a  Job  Corps  center  to 
South  Alabama,  and  as  I  speak  it  is  under  construction.  This  cen- 
ter is  being  built  in  Montgomery,  which  is  known  as  the  cradle  of 
the  Confederacy,  but  at  the  same  time  it  is  known  as  the  birthplace 
of  the  Civil  Rights  movement.  But  it  is  also  a  city  that  connects 
Black  Belt  counties  to  the  east  and  the  west  of  Alabama.  The  Black 
Belt  area  is  one  of  the  poorest  areas  of  America,  and  less  than  1 
percent  of  poor  youth  in  Alabama  are  served  at  this  time  by  the 
Job  Corps. 

The  State  of  Alabama,  realizing  the  situation,  three  years  ago 
gave  32  acres  to  this  particular  project  in  Montgomery.  Hopefully, 
we  will  be  able  to  train  more  than  680  persons  per  year,  about  340 
young  workers  per  cycle. 
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I  would  like  to  say  that  the  Job  Corps  program  is  the  finest  form 
of  welfare  reform  which  we  have.  This  program  gives  young  men 
and  women  the  tools  that  it  takes  to  find  and  keep  a  good  job. 
Without  the  Job  Corps  program,  many  young  people  will  not  be 
able  to  stay  employed,  they  will  not  be  able  to  get  employment.  The 
training  that  the  Job  Corps  centers  provide  is  just  fantastic.  The 
only  problem  we  have  is  there  are  just  not  enough. 

The  Job  Corps  has  traditionally  had  bipartisan  support.  I  hope 
that  this  will  continue.  It  is  one  of  the  best  programs  for  improving 
the  future  of  America.  It  is  one  of  the  best  programs  for  improving 
the  future  of  young  Americans.  As  trainees,  these  young  Americans 
are  our  future.  I  support  the  Job  Corps  program,  Mr.  Chairman, 
and  I  certainly  hope  that  this  subcommittee  will  invest  in  our  Na- 
tion's youth  and  continue  to  support  funding  for  the  Job  Corps. 
Education  and  training  I  can  vouch  are  the  best  route  out  of  pov- 
erty. I  am  an  example.  Thank  you  very  much.  If  you  have  any 
question,  I  will  be  happy  to  answer  them. 

Mr.  Istook.  Thank  you,  Mr.  Hilliard.  Do  we  have  any  questions 
or  comments  from  the  subcommittee  members?  Nothing?  Okay, 
thank  you.  We  certainly  appreciate  it. 

[The  prepared  statement  follows:] 
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I  would  like  to  thank  this  Subcommittee  for  allowing  me  to  testify  before  this 
hearing  on  a  program  very  close  to  my  heart,  the  Job  Corps. 

The  Job  Corps  is  a  keystone  of  the  efforts  to  build  an  America  based  upon 
participation,  not  dropping  out,  upon  work,  not  welfare,  upon  service,  not  greed. 

Key  to  reducing  the  crime  rate  among  young  people  is  the  struggle  against  the 
impoverishment  of  youth.  Young  people  are  not  violent  by  nature,  nor  are  the  young  men 
of  any  racial,  cultural,  ethnic  or  national  group  violent  by  nature. 

The  kind  of  violence  which  has  swept  our  cities  in  recent  years  has  come  from  the 
impoverishment  of  the  young,  and  this  can  only  be  overcome  by  education,  job  training, 
and  honest  work  for  a  decent  day's  pay. 

Job  Corps  plays  a  crucial  role  in  moving  from  want  and  crime  to  security  and 
work.  I  have  worked  since  arriving  here  almost  four  years  ago  to  bring  a  Job  Corps 
Center  to  Southern  Alabama,  and  it  is  under  construction  at  this  time. 

The  Center  is  being  built  in  Montgomery,  which  connects  Black  Belt  Counties  to 
the  east  and  west  of  the  city.  The  Black  Belt  is  one  of  the  poorest  areas  of  America,  and 
less  than  one  percent  of  poor  youth  in  Alabama  are  served  at  this  time  by  the  Job  Corps. 

The  State  of  Alabama  Board  of  Education  has  given  32  acres  of  land  to  the 
project,  where  is  it  being  built.  It  will  train  340  young  workers  per  cycle,  680  per  year. 

It  will  employ  140  people,  bringing  roughly  $7  million  into  this  poverty  stricken 
area.  For  this  investment,  it  will  return  $1.46  for  each  dollar  invested,  almost  a  50% 
profit  for  America. 

Most  of  the  people  it  trains  will  be  high  school  dropouts,  and  most  will  move  into 
jobs,  post-secondary  education,  or  the  military. 

The  Job  Corps  has  traditionally  had  bipartisan  support,  and  this  should  continue. 
It  is  one  of  the  best  programs  America  has  for  the  future.  Its  trainees  are  our  future! 
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Thursday,  May  16,  1996. 

WITNESS 

HON.  SAM  JOHNSON,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  TEXAS 

Mr.  Istook.  Mr.  Johnson,  welcome. 

Mr.  Johnson.  Thank  you,  Mr.  Chairman.  I  realize  your  time  con- 
straints, so  instead  of  reading  all  of  my  statement  I  will  just  ask 
permission  to  let  you  enter  it  into  the  record. 

Mr.  ISTOOK.  Certainly. 

Mr.  Johnson.  My  testimony  here  today  is  on  AHCPR,  the  Agen- 
cy for  Health  Care  Policy  and  Research,  which,  as  you  know,  last 
year  was  taking  medicare  money.  You  guys  did  a  super  job  of  stop- 
ping that  and  I  am  glad  because  medicare  has  its  own  problems 
notwithstanding.  But  while  they  were  taking  that  money,  they've 
spent  almost  $1  billion  since  their  creation  in  1989.  I  think  since 
we  made  a  commitment  to  the  American  people  that  we  would  look 
at  every  Government  program  with  a  fine  tooth  comb  and  eliminate 
those  which  are  not  essential,  I  think  that  we've  got  to  look  at  this 
agency  which,  in  my  view,  is  not  doing  the  job  for  the  American 
people. 

I  understand  that  they  have  already  assured  you  they  are  going 
to  stop  guidelines  studies.  I  hope  that  you  will  make  them  tow  the 
line  in  that  regard  since  they  asked  for  $48  million  for  that  part 
of  the  program,  outcomes  and  quality,  and  I  would  suggest  that  you 
need  to  reduce  at  least  that  amount  in  their  budget.  Even  though 
it  is  still  there  and  I  know  you  gave  them  the  option  of  being  fund- 
ed this  year,  I  still  would  say  that  it  is  an  agency  that  is  not  need- 
ed in  this  country  and  it  needs  to  be  totally  eliminated.  But  for 
sure  you  need  to  at  least  get  rid  of  the  $48  million  that's  going  to 
a  program  that  they  themselves  say  is  not  any  good. 

I  understand  that  the  rest  of  their  request  for  funding  is  also  to 
try  to  help  us  determine  how  to  adjust  and  modify  health  care  pro- 
grams, medicare  and  medicaid.  So,  if  you  deem  that  necessary, 
then  I  would  suggest  you  fund  them  at  those  requested  levels.  But 
I  would  ask  that  you  please  consider  reducing  the  $48  million  that 
they  requested  for  a  program  that  they  say  is  not  working.  After 
we  get  some  reform  in  health  care,  look  at  them  again  for  whether 
or  not  they  need  to  be  in  existence  or  not.  There  are  a  number  of 
agencies  out  there  in  the  medical  communities  that  do  the  same 
thing,  so  we're  duplicating  it  with  Government  excess.  Thank  you. 

Mr.  Istook.  Thank  you.  We  certainly  appreciate  your  comments 
and  your  points.  Let  me  see  if  Mr.  Stokes  has  anything  first? 

Mr.  Stokes.  No  questions,  Mr.  Chairman. 

Mr.  ISTOOK.  Mr.  Bonilla? 

Mr.  Bonilla.  Thank  you,  Chairman.  Mr.  Johnson,  as  you  know, 
you  and  I  have  worked  very  closely  on  this  issue  for  the  last  year 
and  a  half  or  so.  I  was  delighted  when  they  appeared  before  our 
committee  just  a  couple  of  weeks  ago  and  we  reiterated  and  agreed 
that  they  are  not  going  to  be  doing  any  more  guidelines  that  have 
been  highly  questionable  for  some  time  now. 

You  are  probably  not  going  to  be  happy  to  hear  that  they  also 
funded  we  found  a  small  project,  and  some  people  may  think  it  is 
not  a  lot  of  money  but  I  think  it  is,  for  $21,000  and  it  was  a  project 
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called  "Trust  and  HIV-Related  Health  Behavior  Among  Connecticut 
Inmates."  Not  only  was  this  a  questionable  study  because  we  all 
understand  being  on  the  outside  that  trust  among  inmates  is  prob- 
ably not  something  that  we  need  to  be  spending  Federal  money  on, 
but  this  is  also  a  duplicative  study  that  had  already  been  done  by 
Yale  University.  Yale  University  did  this  program  and  also  Indiana 
University  had  actually  already  done  it.  Nonetheless,  they  tried  to 
justify  that  this  is  a  legitimate  study  saying  that  they  can't  always 
find  studies  that  could  be  duplicative  but  they  try  to. 

But  your  points  are  well-taken,  and  you  and  I  are  going  to  con- 
tinue to  work  on  this  and  hold  them  accountable  and  try  to  move 
them  in  the  direction  you're  suggesting. 

Mr.  Johnson.  I  appreciate  what  you  all  are  doing.  The  whole 
medical  community,  the  non-Government  parts  of  it,  talk  to  each 
other  and  provide  research  that  is  good  for  the  entire  Nation.  There 
is  no  need  for  the  Government  to  duplicate  it,  and  in  this  case  they 
apparently  didn't  have  any  communication. 

Mr.  Bonilla.  I  appreciate  your  help  on  this. 

Mr.  Johnson.  Thank  you,  sir.  Thank  you,  Mr.  Chairman. 

Mr.  Istook.  Thank  you,  Mr.  Johnson. 

[The  prepared  statement  follows:] 
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CONGRESSMAN  SAM  JOHNSON 
TESTIMONY  BEFORE  THE  LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND 
EDUCATION  SUBCOMMITTEE 
MAY  16,  1996 


MR.  CHAIRMAN  AND  MEMBERS  OF  THE  SUBCOMMITTEE,  THANK  YOU  FOR 
ALLOWING  ME  TO  SPEAK  TO  YOU  TODAY. 

I  WANT  TO  URGE  THIS  SUBCOMMITTEE  TO  CONTINUE  THE  GOOD  WORK  IT 
STARTED  LAST  YEAR  BY  FURTHER  REDUCING  FUNDING  FOR  THE  AGENCY  FOR 
HEALTH  CARE  POLICY  AND  RESEARCH  (AHCPR). 

AS  YOU  MAY  KNOW,  1  OFFERED  AN  AMENDMENT  LAST  YEAR  THAT  WAS 
ADOPTED  ON  THE  FLOOR  OF  THE  HOUSETHAfrREDUCED  AHCPRS  FUNDING 
FROM  $125  MILLION  TO  APPROXIMATELY  $60  MILLION  AND  ENSURED  THAT 
AHCPR  WOULD  NOT  TAKE  ANY  ADDITIONAL  FUNDS  FROM  THE  MEDICARE 
TRUST  FUND.  AHCPR  WAS  TAKING  $5  MILLION  DOLLARS  A  YEAR  FROM 
MEDICARE.  WHILE  I  WOULD  HAVE  LIKED  TO  HAVE  SEEN  MY  ENTIRE 
AMENDMENT  ADOPTED,  I  AM  GRATEFUL  THAT  AHCPR  CAN  NO  LONGER  TAKE 
MONEY  FROM  THE  MEDICARE  TRUST  FUND,  WHICH  AS  WE  ALL  KNOW  HAS  ITS 
OWN  SERIOUS  FINANCIAL  PROBLEMS. 

I  BECAME  CONCERNED  ABOUT  AHCPR  LAST  YEAR  DURING  A  HEARING  BEFORE 
THE  WAYS  AND  MEANS  HEALTH  SUBCOMMITTEE.  DURING  THIS  HEARING, 
OTHER  MEMBERS  AND  I  BEGAN  TO  QUESTION  THIS  AGENCY  AND  THE  MILLIONS 
OF  DOLLARS  SPENT  WITH  LITTLE  TO  SHOW  FOR  IT.  I  NEVER  HEARD  A  STRONG 
CASE  FOR  THE  EXISTENCE  OF  THIS  AGENCY  AND  WAS  DISMAYED  TO  LEARN 
AFTER  FURTHER  INVESTIGATION  THAT  THE  AGENCY  SPENDS  MILLIONS  OF 
DOLLARS  EACH  YEAR,  AND  HAS  SPENT  ALMOST  $1  BILLION  SINCE  ITS  CREATION 
IN  1989. 

WHILE  AHCPR  WAS  SPENDING  TENS  OF  MILLIONS  OF  DOLLARS  TO  DEVELOP 
ONLY  17  CLINICAL  GUIDELINES,  THE  PRIVATE  SECTOR  HAS  BEEN  PRODUCING 
HUNDREDS  OF  GUIDELINES  AT  NO  COST  TO  THE  AMERICAN  TAXPAYER.  I 
UNDERSTAND  THAT  THE  AGENCY  HAS  FINALLY  RECOGNIZED  THE  WASTE  OF 
MONEY  SPENT  ON  THIS  DUPLICATION  AND  WILL  NOT  BE  PRODUCING  FUTURE 
GUIDELINES.  HOWEVER,  THEY  NOW  WANT  TO  CREATE  THREE  NEW 
BUREAUCRACIES  TO  MAKE  SURE  THAT  GUIDELINES  PRODUCED  BY  THE  PRIVATE 
SECTOR  HAVE  AN  ADEQUATE  SCIENTIFIC  FOUNDATION.  AFTER 
ACKNOWLEDGING  THAT  THE  CREATION  OF  GUIDELINES  HAS  NOT  BEEN 
PRODUCTIVE,  THE  AGENCY  SHOULD  STOP  SPENDING  THAT  MONEY.  THEY 
CERTAINLY  SHOULD  NOT  REDIRECT  THE  MONEY  TO  CREATING  BUREAUCRACIES 
THAT  WE  DO  NOT  NEED. 
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WE  MADE  A  COMMITMENT  TO  THE  AMERICAN  PEOPLE  THAT  WE  WOULD  LOOK 
AT  EVERY  GOVERNMENT  PROGRAM  WITH  A  FINE  TOOTH  COMB  AND  WOULD 
ELIMINATE  PROGRAMS  WHICH  ARE  NOT  ESSENTIAL.  THIS  IS  THE  ONLY  WAY  WE 
WILL  EVER  BE  ABLE  TO  BALANCE  THE  BUDGET.  AFTER  EXAMINING  THE 
AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH,  I  BELIEVE  THAT  THEIR 
WORK  IS  NOT  AN  ESSENTIAL  FUNCTION  OF  THE  FEDERAL  GOVERNMENT  AND 
THAT  IT  COULD  BE  PERFORMED  IN  THE  PRIVATE  SECTOR. 

LAST  YEAR'S  BUDGET  RESOLUTION  ELIMINATED  ALL  FUNDING  FOR  AHCPR, 
AND  WHILE  THIS  YEAR'S  RESOLUTION  DID  NOT,  I  WILL  STILL  ADVOCATE 
ELIMINATING  FUNDING  FOR  THE  AGENCY.  I  KNOW  IT  MIGHT  NOT  BE  POSSIBLE 
THIS  YEAR,  BUT  I  DO  THINK  THAT  IT  IS  POSSIBLE  AND  ABSOLUTELY  NECESSARY 
TO  CUT  THE  $48  MILLION  DOLLARS  THAT  THEY  HAVE  REQUESTED  FOR 
OUTCOMES  RESEARCH.  THIS  MONEY  HAD  BEEN  USED  TO  PRODUCE  CLINICAL 
GUIDELINES.  AS  I  SAID  EARLIER  WE  SHOULD  CUT  THIS  MONEY  RATHER  THAN 
ALLOW  THEM  TO  REDIRECT  IT  FOR  NEW  BUREAUCRACIES. 

THE  AMERICAN  PEOPLE  WANT  AN  EFFICIENT  AND  RESPONSIBLE  GOVERNMENT 
THAT  PROVIDES  ITS  CITIZENS  WITH  A  POSITIVE  RETURN  ON  THEIR  HARD 
EARNED  TAX  DOLLARS  AND  AHCPR  DOES  NOT  ACCOMPLISH  THIS  GOAL. 

THANK  YOU  FOR  YOUR  TIME  AND  CONSIDERATION.  I  WOULD  BE  PLEASED  TO 
ANSWER  ANY  QUESTIONS. 
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Thursday,  May  16,  1996. 

WITNESS 

HON.  BILL  MCCOLLUM,  A  REPRESENTATIVE  IN  CONGRESS  FROM  THE 
STATE  OF  FLORIDA 

Mr.  Istook.  Mr.  McCollum,  we  are  glad  you  were  able  to  make 
it.  I  understand  you  had  a  briefing  or  a  hearing  with  the  F.B.I,  ear- 
lier. 

Mr.  McCollum.  I  appreciate  your  indulgence  because  we  had 
quite  a  few  of  the  folks  down. 
Mr.  Istook.  Oh,  absolutely. 

Mr.  McCollum.  You  know  how  that  is,  when  you  have  them 
down  you  don't  want  to  leave  them  and  you're  the  only  one  there 
in  some  cases. 

I  am  going  to,  like  Sam  Johnson,  ask  that  you  enter  my  state- 
ment into  the  record  and  I'll  summarize  and  be  as  brief  as  I  can. 

I  am  here  today  because  I  represent  one  of  the  largest  commu- 
nity colleges  in  the  country  in  my  district,  Valencia.  It  has  over 
60,000  students  in  it,  30  percent  are  minorities,  and  12,295  are  eco- 
nomically disadvantaged.  The  reason  I  am  here  is  because  Title  III 
Part  A  versus  Part  B  funding.  We  have  had  a  major  use  of  Title 
III  Part  A  funding  in  Valencia  Community  College  and  I  daresay 
from  what  they  tell  me  and  the  sources  I  have  around  the  country, 
there  are  any  number  of  particularly  community  colleges  that  real- 
ly are  in  need  of  using  this  funding.  It  has  been  slashed  terribly 
over  the  last  couple  of  years  and  the  President's  proposal  would 
slash  it  even  more  this  time  compared  to  Part  B. 

The  reason  I  am  in  here  as  well  is  to  maybe  relate  to  you  the 
drama  that  I  face  in  my  school  system,  and  I  wonder  if  we  all 
shouldn't  be  cognizant  of  this.  Of  the  students  who  enter  Valencia 
Community  College  out  of  high  schools  in  central  Florida,  80  per- 
cent flunk  the  10th  grade  test  they  are  given  on  entry  and  have 
to  go  into  a  remedial  education  program  because  they  are  not 
qualified  to  take  regular  college  courses.  Part  A  of  Title  III  is  the 
money  that  is  used  by  the  community  college  to  develop  the  pro- 
grams that  they  have  to  develop  in  order  to  be  able  to  get  these 
students  up  to  speed  and  to  try  new  and  creative  ways  of  doing 
that.  I  wish  it  weren't  so.  I  got  into  this  one  time  because  I  sug- 
gested to  them  maybe  we  shouldn't  be  having  any  funding  for  re- 
medial education  in  college  at  all  any  more.  Why  should  we  have 
that?  This  ought  to  be  done  in  the  school  systems.  But  the  reality 
is  that  it  is  overwhelming  in  numbers. 

What  has  happened  is  during  fiscal  year  1995  Part  A  received 
$80  million  in  funding  and  Part  B,  which  is  historically  black  col- 
leges, received  almost  $109  million.  The  continuing  resolution  in 
1996  reduced  Part  A  funds  to  $55  million  as  opposed  to  $80  million 
the  year  before,  that  was  a  30  percent  decrease,  but  Part  B  re- 
ceived the  same  $109  million  in  funding.  You  didn't  take  Part  B 
down;  all  of  the  savings  came  out  of  Part  A.  The  President's  budget 
request  for  fiscal  year  1997  would  reduce  Part  A  funding  to  $40 
million  and  still  leave  Part  B  funding  at  $109  million.  I  am  sug- 
gesting to  you  not  that  you  go  back  anywhere,  but  if  you  freeze  the 
funding  here  involved,  assuming  you  have  to  take  savings  again 
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this  year,  that  there  be  an  across-the-board  reduction  in  both  Part 
A  and  Part  B.  Don't  take  it  all  out  of  Part  A  again  for  gosh  sakes. 

Part  A  is  serving  a  very  high  percentage,  I  would  daresay,  if  you 
looked  across  the  country,  a  larger  percentage  of  the  black  and  mi- 
nority population  of  this  Nation  than  Part  B  funding.  I  don't  want 
to  hit  historically  black  colleges;  they're  great.  But  the  truth  is  that 
most  minorities  in  this  country,  Mr.  Stokes,  are  being  served  by 
Part  A,  not  by  the  historically  black  colleges.  They  are  being  served 
in  community  colleges  like  mine  and  in  other  universities,  but  par- 
ticularly in  community  colleges.  I  have  got  a  very  heavy  minority 
population  and  they  are  really  getting  hit  disproportionately  here. 

So  I  implore  you,  if  you're  going  to  have  to  reduce  funding  in 
Title  III,  do  it  across  the  board  this  time.  Again,  it  would  still  leave 
over  half  the  funding,  if  you  do  it  that  way,  going  to  the  historically 
black  colleges.  But  Part  A  really  can't  take  another  hit.  Otherwise, 
we  are  really  hurting.  Maybe  you  are  all  aware  of  this,  but  I've 
really  had  it  brought  home  to  me  and  I  had  to  come  before  you  and 
tell  you  about  it.  I  appreciate  your  letting  me  do  so.  Thank  you. 

[The  prepared  statement  follows:] 
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STATEMENT  BY  MR.  McCOLLUM 
TITLE  III.  HIGHER  EDUCATION  FUNDING 


Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  allowing  me 
to  speak  to  you  today  about  funding  for  higher  education,  and  in  particular  for 
Title  III. 

Title  III  enables  colleges  to  identify  their  problems  with  academic  programs, 
student  services,  and  fiscal  management,  and  devise  their  own  unique  solutions 
to  those  problems.  The  program  is  fully  consistent  with  the  philosophy  of  this 
Congress,  that  federal  funds  should  be  directed  to  the  local  level  to  meet 
locally-defined  needs. 

As  I  am  sure  you  are  aware,  Title  III  consists  of  three  sections.  Part  A 
provides  funding  to  two-  and  four-year  public  and  private  colleges  through  a 
competitive  grant  process  in  45  states  for  programs  that  serve  minority  and  low 
income  students.  Part  A  plays  a  vital  role  in  helping  these  institutions  serve 
underrepresented  populations.  For  example,  Valencia  Community  College  in 
Central  Florida  has  60,000  students  receiving  assistance  through  its  Title  III, 
Part  A  grants.  Of  these  students,  30%  are  minorities  and  12,295  are 
economically  disadvantaged. 

Part  B  provides  monies  to  historically  black  colleges  and  universities  (HBCUs). 
These  schools  are  not  required  to  compete  for  funds.  There  are  HBCUs  in 
nineteen  states.  Part  C  provides  endowment  grants  to  eligible  colleges  (from 
Parts  A  and  B),  matching  other  non-federal  gifts  to  build  endowments  for  these 
colleges. 

During  fiscal  year  '95,  Part  A  received  $80  million  in  funding  and  Part  B 
received  $108.99  million.  The  continuing  resolution  for  fiscal  year  '96 
reduced  Part  A  funds  to  $55.45  million,  a  decrease  of  almost  30%.  However, 
Part  B  received  the  same  level  of  funding.  The  President's  budget  request  for 
fiscal  year  '97  contains  a  further  reduction  to  Part  A,  to  $40  million,  while 
retaining  Part  B's  level  of  $108.99  million. 

I  realize  that  Part  B  plays  an  important  role  in  the  education  of  our  nation. 
However,  Part  A  affects  a  larger  and  more  diverse  number  of  students,  in  a 
greater  number  of  states.  I  propose  that  savings  from  Title  III  come  from 
proportionate  reductions  in  all  Title  III  programs.  To  freeze  total  Title  III 
program  funding  at  the  same  level  as  fiscal  year  '96,  a  12%  reduction  should 
be  applied  to  all  sections.  Under  this  proposal,  Part  B  programs  would 
continue  to  receive  almost  half  of  all  funding  allocated  to  Title  III  programs. 

Part  A  has  demonstrated  a  measurable  level  of  success.  Title  III  projects  in 
every  state  have  yielded  improved  retention  rates,  academic  performance,  and 
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graduation  rates  for  students,  many  of  whom  are  disadvantaged  and  minority. 
At  Valencia,  a  five-year  Title  III  grant  was  used  to  launch  a  comprehensive 
retention  program.  Retention  rates  for  at-risk  students  increased  to  80-85%, 
exceeding  the  retention  rate  of  the  total  student  population,  a  mere  65%.  The 
effects  of  Title  III  are  certainly  not  limited  to  Florida.  Waubonsee 
Community  College  in  Illinois  has  used  funds  to  improve  the  success  rate  of 
Hispanic  students,  with  a  70%  retention  rate.  Catonsville  Community  College 
in  Maryland  has  improved  services  to  disabled  students  and  developed  new 
academic  programs  in  computer  integrated  manufacturing,  telecommunications 
and  physics  with  the  aid  of  Title  III  grants.  This  is  a  valuable  program  that 
deserves  to  be  treated  equitably. 

I  urge  the  committee  to  consider  this  request,  and  treat  all  Title  III  programs 
equally. 
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Mr.  ISTOOK.  Thank  you  very  much,  Mr.  McCollum.  Mr.  Stokes, 
Mr.  Bonilla,  do  you  have  any  comments  or  questions? 

Mr.  Stokes.  I  appreciate  Mr.  McCollum's  testimony.  He's  right 
in  the  sense  that  the  majority  of  minority  students  are  educated  at 
majority  institutions.  The  historically  black  colleges  and  univer- 
sities play  a  very  essential  role  in  educating  a  large  number  of 
them,  but,  you're  right,  Title  III  Part  A  does  apply  to  many  of  them 
in  the  schools.  That's  an  area  that  we'll  take  a  close  look  at.  I  ap- 
preciate your  bringing  it  to  our  attention. 

Mr.  McCollum.  I'd  really  appreciate  your  doing  so.  Thank  you. 

Mr.  ISTOOK.  Mr.  Bonilla? 

Mr.  Bonilla.  Just  briefly.  I  want  to  associate  myself  with  the  re- 
marks of  Mr.  Stokes.  We  will  take  a  close  look  at  it  and  we  appre- 
ciate your  bringing  this  to  our  attention.  Mr.  Stokes  and  I  work  to- 
gether on  a  lot  of  these  issues  that  deal  with  higher  education  and 
minority  students,  and  we  appreciate  your  help. 

Mr.  McCollum.  If  I  can  say  so,  too,  Mr.  Bonilla,  I  have  a  cross- 
section  and  my  minority  population  is  heavily  black  and  Hispanic. 
I  know  you  have  probably  worked  for  different  reasons  in  that  mi- 
nority area.  It  is  just  a  very  large  population  and  it  needs  help. 
Thank  you. 

Mr.  Bonilla.  Thank  you,  Chairman. 

Mr.  ISTOOK.  Thank  you  very  much,  Mr.  McCollum. 

We  had  I  believe  four  other  members  that  were  scheduled  to  tes- 
tify that  for  whatever  reason  have  not  been  able  to  make  it  here 
this  morning.  It  is  12:20  now.  I  would  suggest  that  their  testimony 
as  they  provide  it  to  us  in  writing  would  certainly  be  included  in 
the  record.  Having  nothing  further  then  at  this  time,  we  would 
stand  adjourned. 

[The  following  statements  were  submitted  by  Members  of  Con- 
gress and  individuals  and  organizations  unable  to  attend  the  hear- 
ing:] 
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Testimony  of  the  Honorable  Brian  Bilbray 
Before  the  Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 
Committee  on  Appropriations 


May  16, 1996 


Chairman  Porter  and  Members  of  the  Labor-HHS  Subcomrnittee: 

'  Thank  you  for  allowing  me  to  offer  testimony  before  your  subcommittee  today  on  behalf  of  my 
constituents  in  the  49th  Congressional  District  in  California.  I  am  here  today  to  express  my 
strong  support  for  supplemental  funding  for  a  new  main  library  in  downtown  San  Diego. 

In  1990,  a  state- wide  ballot  measure  was  approved,  which  called  for  the  development  of  a  plan  to 
upgrade  San  Diego's  library  system,  including  site  selection,  land  acquisition  and  construction  of 
a  new  main  library.  The  current  library  was  built  in  1954.  Between  1978  and  1994,  35  major 
reports  and  studies  have  emerged  indicating  the  need  for  a  new  main  library  to  serve  the 
downtown  San  Diego  area.  The  new  main  library  will  serve  the  citizens  of  San  Diego,  including 
students,  business  people,  and  visitors  to  the  City.  It  will  be  a  technologically  superior  library 
and  multi-media/communications  center. 

It  is  estimated  that  the  250,000-300,000  square  foot  new  main  library  project  can  be  developed  at 
an  estimated  cost  of  $70  million,  which  includes  site  acquisition,  programming,  design, 
construction,  and  furnishing.  The  Centre  City  Development  Corporation  has  already 
appropriated  $5  million  of  existing  monies  to  this  project,  and  an  additional  $5  million  will  be 
added  from  projected  future  resources.  In  addition,  a  newly  formed  private  foundation  is 
expected  to  raise  at  least  $10  million.  The  biggest  share  of  the  projected  $62  million  budget  is  to 
come  from  an  existing  half-percent  tax  on  hotel  occupancy.  These  funds  were  previously 
pledged  to  construction  of  a  now-dormant  downtown  sports  arena  and  entertainment  complex 
San  Diego's  Deputy  City  Manager  estimates  that  the  tax  is  enough  to  generate  up  to  $3  .7  million 
annually  for  thirty  years,  which  would  pay  off  about  $40  million  in  library  revenue  bonds.  An 
additional  $10  million  is  needed  to  complete  the  funding  for  the  library  project. 

These  supplemental  funds  are  important  for  a  couple  of  reasons.  Twice  in  the  20th  century,  San 
Diego  has  underbuilt  its  main  library  due  to  lack  of  funds  and  foresight  The  1 902  Carnegie 
Library  proved  too  small  within  a  decade  of  its  completion.  The  1954  central  library  expanded 
into  unfinished  space  within  fifteen  years,  but  new  building  codes  made  it  illegal  to  add  two 
floors  as  had  been  originally  planned.  Aside  from  the  building,  the  budget  includes  nothing  for 
acquiring  more  books  and  materials.  Additionally,  the  budget  also  does  not  cover  higher 
operating,  maintenance,  and  security  costs.  Previous  estimates  placed  those  costs  at  $4.3  million 
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Page  Two 

more  than  the  $6.5  million  spent  this  year  to  operate  the  existing  library.  Already,  San  Diego 
spends  much  less  per  capita  ($15.09)  on  libraries  than  other  major  cities,  such  as  Atlanta 
($27.33)  and  San  Francisco  ($29.30).  This  is  unacceptable,  considering  that  San  Diego  is  the 
sixth  largest  city  in  the  nation.  As  previously  described,  supplemental  federal  funds  are 
necessary  to  ensure  that  the  development  of  the  new  main  library  is  completed. 

Once  again,  thank  you  for  providing  me  this  opportunity  to  testify  on  behalf  of  this  important 
project  for  my  district.  Please  don't  hesitate  to  contact  me  directly  or  contact  Mickey  Pollock  of 
my  staff,  if  you  have  additional  questions  about  the  project.  I  have  also  enclosed  additional 
background  information  about  the  need  for  supplemental  funds  for  your  and  the  Committee's 
perusal. 

Thank  you,  Mr.  Chairman  and  Members  of  the  Subcommittee. 
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SAN  DIEGO  NEW  MAIN  LIBRARY  PROJECT 
FACT  SHEET 


Description  The  New  Main  Library  will  serve  the  citizens  of  San  Diego  plus 

students,  business  people  end  visitors  from  afar  --  and  is  described 
by  Mayor  Susan  Golding  as  a  landmark  structure  for  Sen  Diego 
and  a  technologically  superior  library  and  multi-media  and 
communications  center. 

It  is  expected  to  be  up  to  eight  stories  in  height  and  between 
250,000-300,000  square  feet  in  size. 


Location  Positioned  on  a  site  with  waterfront  views,  the  New  Main  Library 

will  be  on  a  prime  location  at  the  western  edge  of  downtown  San 
Diego.  The  immediate  area  features  the  historic  Santa  Fe  Depot, 
San  Diego  Railroad  Museum,  University  of  California/San  Diego 
educational  opportunities,  shopping,  restaurants,  hotels  and  office 
buildings,  along  with  all  the  waterfront  activity. 

The  1 .5-acre  site  utilizes  the  block  bounded  by  Kettner  Boulevard, 
India,  B  and  C  streets  in  downtown  San  Diego,  and  already 
includes  underground  parking  and  other  completed  infrastructure. 

The  New  Main  Library  will  become  an  integral  part  of  a  two-block, 
mixed-use  redevelopment  project  downtown.  Already  occupying 
the  first  block  is  the  34-story  America  Plaza  office  building,  San 
Diego  Museum  of  Contemporary  Art,  retail  space  and  restaurants, 
an  extension  of  the  University  of  California/San  Diego,  and  a  major 
-  transfer  station  for  the  San  Diego  Trolley. 


The  site  is  well  served  by  regional  freeways,  and  is  adjacent  to  a 
major  San  Diego  Trolley  station.  It  is  also  across  the  street  from 
the  Santa  Fe  Depot,  with  its  boarding  areas  for  regional  bus 
service.  Coaster  commuter  rail  service  and  AMTRAK  trains. 


Site 

Accessibility 


Centre  Cltv  Development  Corporation  225  Broadway.  Suite  1 100  San  Diego.  CA  92101  619/  235-2200 
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Project  Team  In  its  December  4,  1995  approval  of  the  project,  the  San  Diego 
City  Council  designated  the  Project  Team,  consisting  of  f-„ur 
components: 

•  The  Citizens  Design  Advisory  Committe  ,  appointed  by  Mayor 
Golding  and  approved  by  the  City  Council,  is  chaired  by  San  Diego 
Library  Commission  Chair,  Michael  D.  Medigan,  senior  vice 
president,  Pardee  Construction  Company.  This  committee  will 
recommend  approval  of  the  program,  architect  and  design  to  the 
San  Diego  City  Council.  Others  on  this  committee  are  Peter  Q. 
Davis,  president  Bank  of  Commerce  and  CCDC  Chairman  of  the 
Board;  James  Dawe,  attorney  and  Library  Foundation  chair;  Betty 
Sherman,  Friends  of  the  Library  Executive  Director;  Dene  Oliver, 
a  principal  of  OliverMcMillan  development  company;  and  Hugh 
Davies,  Director  of  the  San  Diego  Museum  of  Contemporary  Art; 
James  Robbins,  architect;  and  Martin  Poirier,  landscape  architect. 
Special  advisor  to  the  committee  is  Karen  Stein,  an  editor  with 
ARCHITECTURAL  RECORD  magazine. 

•  The  Technical  Committee  comprised  of  staff 
representatives  from  CCDC,  the  Mayor,  City  Manager,  San 
Diego  Library  and  consultants  --  will  oversee  programming, 
technical  design  and  construction  issues. 

•  The  Finance  Committee  will  monitor  the  project  budget,  and 
identify  and  secure  funding.  This  group  consists  of  City 
and  CCDC  staff,  along  with  representatives  from  the  Library 
Commission  and  Library  Foundation, 

•  CCDC  will  serve  as  developer  and  project  manager,  working 
in  conjunction  with  the  City  of  San  Diego  as  the  client. 


Future  Expansion   Two  options  for  future  expansion  of  the  New  Main  Library  are 
Opportunities        being  analyzed  by  City  staff,  and  will  be  presented  to  the  City 
Council  in  the  spring  of  1 996.  One  option  would  be  for  an  off-site 
location;  the  other  would  add  additional  stories  to  the  new 
structure. 


Disposition  of        City  staff  is  examining  the  potential  for  using  the  existing 
Current  Facility      144,C00-sf  facility  at  820  E  Street,  built  in  1954,  for  a  service 

center  for  library  technical  services  and  storage  of  library  materials 

that  have  low  demand. 


Information 


For  additional  information  regarding  this  project,  contact  CCDC  at 
619/235-2200. 

February  1 996 
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Testimony  of  Congressman  Cleo  Fields 
May  16,  1996 

Mr.  Chairman  and  Members  of  the  Subcommittee.  I  appreciate  the  opportunity  to  testify  today 
regarding  the  Federal  TRIO  Programs  and  the  opportunities  afforded  me  as  a  result  of  my 
participation  in  one  in  particular  --Upward  Bound.  I  also  want  to  thank  Congressman  Stokes 
and  Congressman  Bonilla.  Both  are  recognized  by  TRIO  students  as  champions  who  have  long 
understood  the  importance  of  TRIO  programs  to  children  from  low-income  families  in  both 
minority  and  majority  communities. 

I  come  before  you  today  to  recommend  a  funding  level  of  $533  million  for  the  TRIO  programs, 
an  increase  of  $70  million  over  the  FY  1996  base.  I  recognize  the  difficult  choices  the 
Subcommittee  is  required  to  make.  Thus,  I  would  like  to  explain  to  you  why  I  believe  this 
investment  in  the  TRIO  programs  ~  which  would  allow  service  to  an  additional  62,000  students 
~  is  so  important  this  year.  Your  increased  investment  in  TRIO  will  provide  concrete  evidence 
of  our  national  commitment  to  ensuring  every  child  the  opportunity  to  reach  their  full  potential. 
Because  of  present  funding  levels,  TRIO  can  serve  less  than  5%  of  students  who  are  eligible  to 
enroll. 

I  entered  Upward  Bound,  one  of  the-  TRIO  programs,  during  my  freshman  year  at  McKinley 
Senior  High  School  in  Baton  Rouge.  One  of  ten  children,  my  father  died  several  years  earlier. 
Subsequently,  the  staff  and  teachers  at  Southern  University's  Upward  Bound  took  a  keen  interest 
in  me,  and  convinced  me  that  there  were  merits  to  becoming  a  better  student.  Additionally,  and 
quite  ironically,  Upward  Bound  provided  me  my  first  opportunity  to  serve  in  a  leadership 
position.  ...  I  was  elected  the  Upward  Bound  Student  Council  President  at  Southern. 

The  obstacles  hindering  educational  achievement  in  my  district  in  Louisiana  are  great.  Many 
of  the  children  who  are  eligible  to  participate  in  TRIO  programs  are  products  of  families  in 
which  neither  parents  nor  siblings  fully  comprehend  the  advantages  of  an  education.  Many  face 
extreme  pressure  from  peers  to  engage  in  delinquent  behavior.  Many  have  less  time  than  their 
more  privileged  peers  to  devote  to  school  because  they  are  required  to  work  to  supplement  the 
family  income  or  care  for  younger  siblings.  Few  consider  outside  assistance  when  they 
encounter  difficulty  in  their  studies. 

I  was  particularly  moved  by  another  TRIO  graduate  from  Louisiana  named  Donald  Lyons,  who 
attended  Upward  Bound  at  Grambling  University.  Donald  Lyons  reports: 

In  1970  when  I  was  in  the  10th  grade,  our  average  family  income  was  about  $3,000  per  year. 
That  same  year,  I  was  recommended  for  Upward  Bound  at  Grambling  State  University  by  one 
of  my  high  school  teachers,  Ruby  Musgrow.  Upward  Bound  introduced  me  to  a  college 
environment,  to  new  friends,  and  to  concerned,  dedicated  educators  at  an  earlier  age  than  most. 
I  can  remember  one  teacher  giving  me  the  first  book  anyone  had  ever  given  me.  It  was 
trigonometry.  I  went  through  the  book  and  did  all  the  exercises.  This  was  the  first  experience 
which  helped  me  realize  that  I  could  teach  myself.  Upward  Bound  helped  me  to  know  that  I 
should  be  able  to  accomplish  whatever  I  dreamed. 
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Donald  Lyons  received  his  PhD.  in  Physics  from  Southern  University  and  now  directs  a  special 
research  laboratory  at  Hampton  University  in  Virginia. 

Many  middle  class  families  take  for  granted  the  necessity  of  supplemental  educational  supports 
for  their  children  such  as  home  computers,  special  classes  and  trips,  tutoring,  and  teacher, 
counselor  and  parent-intervention.  Parents  with  limited  educations  and  financial  resources  — 
despite  their  love  for  their  children  —  are  often  unable  to  provide  such  information,  guidance  and 
support. 

Moreover,  many  states  and  localities  like  Louisiana  still  refuse  to  invest  in  our  most 
disadvantaged  children.  Louisiana's  high  school  dropout  rate  is  almost  40%;  our  average  ACT 
score  is  17.1.  the  lowest  of  any  state  in  the  Nation;  our  per-pupil  expenditure  of  $3,300  is 
among  the  five  lowest  in  the  country. 

By  investing  in  programs  such  a  Upward  Bound,  the  federal  government  provides  all  our 
children  avenues  to  reach  the  high  standards  we  set  for  them. 

You  may  be  aware  that,  currently,  over  1.750  TRIO  projects  serve  over  680,000  students.  Two- 
thirds  of  these  children,  youth,  and  adults  are  from  families  whose  incomes  falls  below  the 
poverty  level  and  neither  parent  graduated  from  college.  42%  of  TRIO  students  are  White;  35% 
are  Black;  15%  are  Hispanic;  4%  are  Native  American,  and  4%  are  Asian.  TRIO  programs 
enroll  students  from  sixth  grade  through  college  graduation  in  every  section  of  the  country  -- 
both  rural  and  urban  areas. 

Statistics  regarding  inequities  in  educational  attainment  between  children  from  upper- income 
families  and  children  from  low-income  families  shows  that  the  gap  is  growing.  "Postsecondary 
Education  Opportunity"  publisher  Thomas  Mortenson,  for  example,  estimates  that  a  child  from 
a  family  in  the  bottom  income  quartile  (below  $22,000)  has  only  one-tenth  the  chance  of 
graduating  from  college  by  the  time  he  is  24,  as  a  child  from  a  family  in  the  top  income  quartile 
(income  above  $67,800). 

Simultaneously,  the  ability  of  any  worker  to  adequately  support  his  or  her  family  without  the 
benefit  of  postsecondary  education  is  declining.  Today,  median  family  income  in  households 
headed  by  an  individual  with  a  college  degree  is  $73,000  per  year,  an  increase  in  real  dollars 
of  14%  since  1973.  Households  headed  by  individuals  with  only  a  high  school  diploma  tend  to 
have  a  median  income  of  $41,000,  a  decrease  of  20%  in  the  same  time  period.  Real  median 
income  for  households  headed  by  the  least  educated  individuals  has  fallen  over  37%  since  1973. 
(United  States  Bureau  of  the  Census,  Current  Population  Reports,  Series  P60-188) 

Mr.  Porter,  your  Subcommittee  has  taken  an  exceptionally  forceful  stand  in  maintaining  the 
federal  role  in  assuring  equal  opportunity  in  higher  education.  You  have  recognized  the 
important  role  of  both  grant  and  work  programs  such  a  Pell  and  College  Work-Study  in  making 
this  opportunity  available  to  all  deserving  Americans.  You  have  also  recognized  that  many  low- 
income  individuals  require  the  access  and  retention  services  provided  by  TRIO  in  order  to  take 
advantage  of  student  aid.  You  and  many  members  of  your  Subcommittee  have  seen  for 
yourselves  that  TRIO  programs  work.  I  am  here  before  you  as  a  testament  to  that. 

I  deeply  appreciate  your  support  of  these  critical  programs  and  look  forward  to  your  continued 
support. 
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STATEMENT  OF  CONGRESSMAN  ALBERT  WYNN 
BEFORE 

THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR-HHS -EDUCATION 

MAY  16,  1996 


Mr.  Chairman,  Members  of  the  Subcommittee,  I  am  honored  to 
have  the  opportunity  to  testify  before  you  today.  I  especially 
want  to  thank  Congressman  Louis  Stokes  whose  leadership  within  the 
Congressional  Black  Caucus  on  education  and  health  issues  has 
provided  me  great  insight  and  direction. 

Mr.  Chairman,  I  am  here  today  to  recommend  a  funding  level  of 
$533  million  for  the  Federal  TRIO  programs.  This  additional  $70 
million  over  the  Fiscal  Year  1996  base  will  allow  TRIO  to  serve  an 
additional  62,000  young  people  and  adults  next  year.  As  a  graduate 
of  one  of  the  TRIO  programs,  Student  Support  Services  at  the 
University  of  Pittsburgh,  I  can  tell  you  first  hand  how  vital  these 
efforts  are  in  providing  real  options  to  low- income  youth  and 
adults,  from  both  majority  and  minority  backgrounds.  In  my  remarks 
today,  I  want  to  focus  upon  Student  Support  Services. 

I  do  this  for  two  reasons.  First,  Student  Support  Services 
is  the  program  with  which  broadend  my  life  and  perspective.  And 
secondly,  I  hope  to  share  with  the  Committee  how  the  increase  in 
funding  will  go  toward  extending  and  intensifying  these  vital 
services  that  Student  Support  Services  provide. 

This  Committee  has  expressed  a  keen  interest  in  the 
evaluations  which  have  been  done  and  are  in  progress  on  each  of  the 
TRIO  programs.  For  example,  WESTAT,  Inc.  (an  independent  study 
commissioned  by  the  U.S.  Department  of  Education)  is  in  the  process 
of  following  2,800  students  that  were  enrolled  in  50  Student 
Support  Services  in  1991-92. 

That  evaluation  is  not  complete.  However,  two  important 
findings  are  available.  First,  Student  Support  is  reaching  those 
it  is  designed  to  serve.  Second,  the  WESTAT  evaluation 
demonstrates  that  Student  Support  Services  has  a  significant  impact 
both  on  student  retention  and  academic  achievement.  The  study  also 
concludes  that  by  increasing  the  amount  of  service  students 
receive,  the  impact  upon  retention  and  graduation  is  also 
increased.  This  is  exactly  why  we  are  requesting  this  increase 
today. 

While  data  on  retention  in  college  is  often  difficult  to 
uncover,  we  know  several  vital  facts.  According  to  High  School  and 
Beyond  (a  data  base  complied  by  the  U.S  Department  of  Education's 
National  Education  Center) ,  both  race  and  socio-economic  status  are 
strong  indicators  of  college  retention.  This  is  true  for  reasons 
that   are   related  both   to    factors    associated  with   the  students 
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themselves  and  factors  related  to  institutions.  For  example,  we 
know  that  among  college  students,  those  ^students  with  poor  academic 
preparation  and  those  students  with  dependents  are  less  likely  to 
graduate  than  other  students. 

As  a  result,  their  college  graduation  rates  are  much  lower 
than  those  of  their  peers.  Thomas  Mortenson  (a  former  board  member 
of  American  College  Testing  --  ACT)  estimates,  for  example,  that 
among  low-income  students  who  enroll  in  colleges (students  from 
families  with  incomes  below  $22,000)  only  20%  have  earned  a 
baccalaureate  degree  by  age  24.  In  contrast,  96%  of  students  in 
the  highest  income  brackets  (family  incomes  above  $67,800)  earn  a 
baccalaureate  by  age  24 . 

The  High  School  and  Beyond  analysis  shows  that  after  four 
years  of  full-time  study,  30.3  percent  of  African  American  students 
and  32.3  percent  of  Hispanic  students  attained  a  baccalaureate 
degree  compared  with  5  5.8  percent  of  their  white  counterparts. 

The  WE STAT  study  demonstrates  that  TRIO  helps  these  very 
students  graduate.  As  a  student  at  the  University  of  Pittsburgh 
during  the  early  1970' s  I  was  enrolled  in  what  is  now  called  the 
University  Challenge  for  Excellence  Program  or  U-CEP.  U-CEP 
receives  about  50%  of  its  funding  under  a  TRIO  grant.  The 
remaining  funding  comes  from  the  University,  private  foundations 
in  Pittsburgh,  and  the  state  of  Pennsylvania.  U-CEP  is  designed 
to  enable  the  University  to  enroll  a  diverse  undergraduate  student 
body  --  both  in  terms  of  race  and  ethnicity  and  income  and  to 
provide  all  students  admitted  a  realistic  opportunity  to  graduate. 

The  services  U-CEP  offers  today  through  its  TRIO  grant  are 
somewhat  more  sophisticated  but  in  many  ways  quite  similar  to  those 
from  which  I  benefitted.  The  University's  Admissions  office  takes 
special  efforts  to  recruit  and  attract  TRIO-eligible  students.  The 
University  invests  over  $700,000  of  its  own  resources  in  financial 
assistance  for  TRIO  students.  Through  the  federal  grant,  the 
University  provides  specialized  academic  counselling  to  enable  TRIO 
students  to  chose  realistic  course  loads  in  light  of  their  career 
goals  and  academic  preparation.  Tutoring  is  provided  to  assist 
students  in  reaching  their  full  potential.  Personal  counseling  is 
also  available  to  assist  students  in  balancing  their  many  demands, 
academic  responsibilities,  family  responsibilities,  and  often 
employment  as  well. 

Today,  with  the  continued  assistance  of  the  Federal  TRIO 
grants,  U-CEP  is  doing  remarkably  well  in  enabling  University  of 
Pittsburgh  to  enroll  and  graduate  a  diverse  undergraduate 
population.  Over  the  last  several  years,  for  example,  the 
University  consistently  has  ranked  among  the  top  five  colleges  in 
the  country  in  terms  of  numbers  of  black  graduates  (excluding  the 
historically  black  colleges  and  universities) . 
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Mr.  Chairman,  in  response  the  committee's  increased  investment 
in  TRIO  and  the  student  financial  aid  programs  during  the  1960's 
and  1970' s,  enrollment  of  low-income  and  minority  students  in 
college  grew  steadily.  However,  as  that  investment  dwindled,  so 
did  the  enrollment  of  poor  and  minority  students. 

**The  Washington  Post  reported  in  February,  for  example, 
that  the  number  of  African  American  men  attending  college 
has  dropped  substantially.  Today,  only  30%  of  Black  high 
school  graduates  enroll  in  college  as  compared  to  42%  for 
their  white  male  high  school  graduates. 

**The  National  Urban  League  notes  that  the  proportion  of 
African  Americans  ages  20  to  29  completing  four  or  more 
years  of  college  decreased  6%  between  1982  and  1991, 
while  the  proportion  of  their  white  counterparts 
completing  four  years  of  college  increased  13%. 


Over  the  past  30  years,  TRIO  programs  have  proven  their 
ability  to  produce  leaders  such  as  myself  and  Congressman  Cleo 
Fields.  We  need  educated  leaders  in  every  field  of  endeavor  -- 
education,  government,  business,  science,  etc.  I  ask  you  to 
continue  to  support  TRIO  programs  and  continue  to  provide 
opportunities  for  our  future  generations . 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  before 
the  committee  today  and  urge  your  continued  support  of  TRIO 
programs . 
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STATEMENT  OF  CONGRESSMAN  JOSEPH  P.  KENNEDY  II 
APPROPRIATIONS  SUBCOMMITTEE  ON 
LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION 
MAY  16,  1996 


I  first  of  all  would  like  to  thank  you,  Chairman  Porter,  for  providing  me  with  this 
opportunity  to  share  with  the  Committee  my  interest  in  funding  priorities  for  the  National 
Institutes  of  Health  (NIH)  for  the  1997  fiscal  year  and  beyond. 

The  mission  of  the  NIH  is  to  discover  new  knowledge  that  will  lead  to  better  health 
for  everyone.  The  NIH  is  the  world's  leading  biomedical  research  institution.  The  NIH's 
goal  is  to  supervise,  fund,  and  conduct  biomedical  and  behavioral  research  that  produces  new 
knowledge  to  help  prevent,  detect,  diagnose,  and  treat  disease  and  disability  in  humans,  from 
the  rarest  genetic  disorder  to  the  common  cold. 

The  historical  support  of  the  NIH  by  Congress  and  both  Republican  and  Democratic 
Administrations  has  produced  a  comprehensive  network  of  more  than  50,000  scientists  and 
technicians  at  more  than  1,700  research  universities,  academic  medical  centers,  and  institutions 
throughout  the  United  States. 

NIH-supported  scientists  have  made  enormous  contributions  that  have  improved  the 
health  and  quality  of  life  for  all  Americans  and,  indeed,  for  people  throughout  the  world. 
Advances  derived  from  NIH  research  play  a  critical  role  in  facilitating  innovations  that  lead  to 
significant  reductions  in  health  care  costs.  In  a  series  of  case  studies  published  in  1993,  the 
NIH  identified  34  examples  of  clinical  trials  and  applied  research  studies  that  have  resulted  in 
savings  in  treatment  costs  and  reductions  in  lost  productivity  due  to  disease,  disability,  and 
premature  death.  Together,  the  examples  yield  an  estimated  annual  potential  savings  ranging 
from  $8.3  billion  to  $12  billion. 


NIH-sponsored  research  provides  economic  returns  of  incalculable  value,  ranging  from 
productive  days  of  work  not  lost  to  disease  and  disability  to  the  spawn  of  the  biotechnology 
revolution,  which  increased  sales  last  year  by  18  percent  to  $9.3  billion  and  provided  108,000 
high-tech  jobs  to  our  national  economy.  In  1993  alone,  NIH  contributed  nearly  $45  billion  to 
the  U.S.  economy  and  over  726,000  jobs.  Our  country's  economic  leadership  has  been 
secured  in  large  part  by  our  ability  to  translate  scientific  discoveries  into  new  product 
development. 

However,  many  Americans  still  face  life-threatening  health  problems,  and  new  medical 
challenges  constantly  arise.  For  most  of  these  conditions,  research  offers  the  best,  and  in 
many  cases,  the  only  hope.  Our  national  investment  in  the  NIH  over  the  past  40  years  has 
produced  a  wealth  of  opportunities  in  basic  and  clinical  science  that  ultimately  will  alleviate 
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and  eliminate  many  of  these  conditions.  In  recent  years  this  research  has  produced  major 
advances  in  the  treatment  of  cancer,  heart  disease,  diabetes,  rheumatoid  arthritis  and  mental 
illness  that  have  helped  save  lives. 

We  must  ensure,  though,  that  NIH  funding  keeps  pace  with  the  enormous  growth  in 
meritorious  research  opportunities.  Today,  only  1  out  of  5  approved  grant  applications  are 
funded,  resulting  in  many  important  scientific  leads  being  delayed  or  lost.  Eighty-eight 
NIH-supported  scientists  have  won  Nobel  prizes,  including  the  current  Director  of  NIH,  Dr. 
Harold  Varmus.  If  NIH  funding  declines  into  the  next  century,  young,  talented  scientists  will 
be  deterred  from  careers  in  biomedical  research.  The  resulting  loss  in  scientists  and  new  ideas 
could  endanger  U.S.  public  health  at  home  and  U.S.  competitiveness  abroad. 

You  will  remember  well,  Mr.  Chairman,  the  situation  we  faced  last  year  when  the 
House  budget  resolution  called  for  a  5  percent  decrease  in  funding  for  NIH.  With  your  help, 
though,  we  were  able  to  turn  that  table  around  and  provide  for  a  5.7  percent  increase  in  NIH 
funding. 

Unfortunately,  Mr.  Chairman,  we  are  again  looking  at  an  up-hill  battle  on  future 
funding  levels  for  NIH.  In  the  FY  1997  House  Budget  Resolution,  the  Committee  has 
proposed  that  NIH  funding  be  level-funded  at  the  1996  level  ($11.9  billion)  through  2002. 
As  you  and  other  friends  of  basic  research  know,  Mr.  Chairman,  this  level  is  not  sufficient 
enough  to  keep  up  with  the  pace  of  biomedical  inflation  and  public  health  needs. 

I  come  before  the  Committee  today  to  request  that  NIH  funding  receive  a  6.5  percent 
increase  over  FY  1996  for  this  fiscal  year.  This  funding  request  is  drawn  directly  from  the 
NIH's  professional  judgement  budget,  indicating  the  range  of  research  opportunities  that 
currently  exist.  Increasing  FY  1997  funding  for  NIH  by  6.5  percent  is  the  best  and  most 
reliable  estimate  of  the  minimum  level  of  funding  needed  to  sustain  the  high  standard  of 
scientific  achievement  attained  by  the  NIH. 

This  funding  request  is  endorsed  by  members  of  the  Ad  Hoc  Group  for  Medical 
Research  Funding,  a  voluntary  coalition  of  nearly  200  organizations  dedicated  to  the  future  of 
biomedical  and  behavioral  research.  (Mr.  Chairman,  I  ask  unanimous  consent  to  include  a  list 
of  these  organizations  to  be  printed  in  the  official  Committee  record.) 

Funding  of  biomedical  research  through  the  NIH  is  today's  investment  in  America's 
future.  We  must  not  imperil  the  future  health  and  economy  of  our  nation,  even  as  we  pursue 
the  important  goal  of  deficit  reduction.  I  agree  that  we  must  work  to  balance  the  federal 
budget,  but  we  cannot  do  this  by  jeopardizing  the  health  and  wealth  of  our  nation. 

In  my  view,  Mr.  Chairman,  the  question  is  not,  "can  we  afford  to  spend  this  much  on 
medical  research?"  but  "can  we  afford  not  to?" 

Again,  I  wish  to  thank  you,  Chairman  Porter,  and  the  Committee  for  receiving  my 
testimony  and  I  look  forward  to  working  with  you  on  this  issue  as  we  proceed  forward  with 
our  appropriations  process. 
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TESTIMONY  OF  REPRESENTATIVE  TIM  ROEMER 
BEFORE  THE 

SUBCOMMITTEE  ON  LABOR,  HHS,  AND  EDUCATION 
MAY  16, 1996 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  appreciate  the  opportunity  to  appear 
before  you  today  to  speak  on  behalf  of  the  Allen  J.  Ellender  Fellowships  and  the  Close  Up 
Foundation,  which  uses  the  funding  for  important  civic  education  programs. 

Close  Up  is  celebrating  its  25th  anniversary  in  fiscal  year  1996.  Over  the  years,  this 
program  has  enjoyed  bi-partisan  support  in  Congress.  This  past  year,  Close  Up  took  the  modest 
investment  of  S3  million  in  Ellender  funds  and  used  it  to  reach  students  from  across  the  United 
States.  Next  year,  far  fewer  students  will  be  able  to  participate  in  the  program  because  the 
Ellender  funding  has  been  cut  in  half  I  would  like  to  tell  you  about  the  impact  of  these  cuts. 

The  vast  majority  of  students  affected  by  the  cuts  are  high  school  students  from  families 
with  very  limited  financial  means.  In  fact,  the  most  recent  data  from  the  Foundation  shows  that 
the  average  Ellender  fellowship  recipient  is  from  a  family  with  4  dependents  and  an  average 
income  of  SI  8,400.  I  think  that  all  of  us  in  this  room  can  understand  how  difficult,  if  not 
impossible,  it  is  for  a  household  with  an  income  at  this  level  to  send  a  child  on  the  Close  Up 
program.  Ellender  fellowships  help  break  down  financial  barriers  and  make  it  possible  for 
students  with  limited  financial  resources  to  have  the  same  advantage  as  their  more  affluent  peers. 

Ellender  Fellowships  also  allow  students  of  all  academic  abilities  to  participate  in  Close 
Up's  program.  If  a  teacher  thinks  mat  Close  Up's  hands-on-learaing  style  will  benefit  a  student, 
that  student  is  encouraged  to  come.  These  students  can  be  the  valedictorian  of  the  class  or  a 
below  average  student  who  can  improve  his  or  her  academic  performance  and  be  encouraged  to 
stay  in  school  as  a  result  of  this  experience. 

Close  Up,  through  the  financial  support  provided  by  the  Ellender  Fellowship  Program, 
bridges  the  gap  between  different  communities  within  our  country  .  Students  come  together 
from  all  parts  of  the  country  and  all  walks  of  life,  and  learn  about  each  other  and  how  they  can 
work  together.  This  is  a  very  important  l  esson  for  the  young  citizens  of  this  nation.  With  the 
increase  in  youth  violence  across  the  country,  Close  Up  works  to  encourage  involvement, 
responsibility  and  problem  solving  as  a  way  to  resolve  conflicts. 

Close  Up  makes  a  difference  in  the  lives  of  many  students,  teachers,  and  parents.  The 
program  invests  and  leverages  a  relatively  small  amount  of  Federal  monies  in  its  endeavor  to 
provide  civic  education  to  thousands  of  students  and  teachers  every  year.  Close  Up  provides  the 
opportunity  for  28,000  students,  regardless  of  financial  status  or  academic  achievements,  to 
come  to  Washington,  D.C.  each  year  and  learn  first  hand  about  the  workings  of  government. 
This  is  a  program  mat  has  positive  results.  I  urge  the  subcommittee  to  reinstate  the  funding  for 
the  Ellender  Fellowship  program  to  $3  million,  the  level  appropriated  in  fiscal  year  1995. 
Thank  you  for  the  opportunity  to  testify  on  behalf  of  this  worthwhile  program. 
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STATEMENT  OF  CONGRESSMAN  SANFORD  D.  BISHOP,  JR. 
Second  District  of  Georgia 

Before  the 
Labor,  Health  and  Human  Services 
and  Education  Subcommittee 
of  Appropriations 

May  17,  1996 

Mr.  Chairman,  I  would  like  to  speak  to  you  today  about  Job  Corps.  I 
support  this  national  program  because  it  has  a  proven  record  of  effectiveness. 

The  state  of  Georgia  has  three  Job  Corps  centers,  and  I  am  thankful 
to  have  the  Turner  Job  Corps  Center  and  its  1,900  students  in  my  district. 
Georgia's  Job  Corps  centers  are  working  well  and  serving  more  than  3,300 
young  people  —  but  that  is  only  2  percent  of  the  state's  poverty  youth.  We 
need  to  stop  this  cycle  of  poverty  by  fully  funding  and  enriching  Job  Corps. 

Mr.  Chairman,  Job  Corps  is  one  federal  program  that  returns  every 
tax  dollar  we  invest.  Job  Corps  serves  more  than  just  its  students;  it  serves 
families,  communities,  states,  and  our  nation.  Just  look  at  the  record. 

A  success  rate  over  70  percent  for  a  job  training  program  is  not  just 
good  —  it's  excellent.  Seventy-three  percent  of  Job  Corps  graduates  get  jobs, 
join  the  military,  or  enroll  in  higher  education.  Job  Corps  students  also 
make  outstanding,  measurable  educational  gains,  and  they  learn  about 
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leadership,  the  world  of  work,  and  volunteering  for  their  community.  These 
are  young  people  who  could  not  hold  a  job,  any  job  -  and  that  includes 
minimum  wage  jobs  —  before  Job  Corp.  And  when  they  graduate,  their 
wages  are  30%  higher  than  the  minimum  wage.  Take  the  1,900  young  people 
at  the  Turner  Job  Center,  for  example.  Last  year,  about  70  percent  of  them 
were  successful  —  that's  more  than  1,300  young  people  who,  with  the  help  of 
Job  Corps,  became  productive  contributors  rather  than  burdens  on  society. 
We  are  saving  people's  lives  and  saving  tax  dollars  at  the  same  time. 

The  Turner  Job  Corps  Center  is  well-loved  by  its  community.  Former 
Albany  Mayor  Paul  Keenan  led  the  city  of  Albany  in  celebrating  a  Jobs 
Corps  day  during  the  past  year.  This  center  brings  $18  million  to  the  local 
economy  annually  through  construction  projects,  payroll,  operations  and 
student  expenditures.  The  Turner  Center  regularly  channels  students  into 
Darton  College  and  the  Albany  Technical  Institute.  I  am  proud  that  the 
Turner  Center  offers  solo-parent  dormitories  on  its  campus  for  young  single 
parents  and  their  children. 

No  matter  how  we  consider  Job  Corps  -  fiscally  or  socially  -  this 
program  makes  sense.  It  is  meeting  a  need  that  no  other  program  meets. 
Full  funding  for  Job  Corps  in  the  FY  97  appropriations  process  will  boost 
communities  across  the  nation  by  getting  at-risk  youths  off  the  streets  and 
into  jobs.  Thank  you. 
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Testimony  of 
THE  HONORABLE  THOMAS  W.  EWING 
before  the 

Appropriations  Subcommittee  on  Labor,  HHS  and  Education 
on 

May  15,  1996 

MR.  CHAIRMAN,  thank  you  for  the  opportunity  to  come  to  your  subcommittee  today  to 
testify  regarding  the  annual  financial  audit  required  by  the  Higher  Education  Amendments 
(HEA)  of  1992  for  institutions  that  participate  in  the  FFEL  program. 

I  represent  many  small  banks  and  credit  unions  which  maintain  and  service  small  student 
loan  portfolios  in  compliance  with  the  Federal  Family  Education  Loan  Program.  The  profit  on 
these  portfolios  is  estimated  to  be  around  $3-5  thousand  annually,  while  the  audit  required  by  the 
HEA  and  the  Department  of  Education  cost  anywhere  from  $2-14  thousand  annually.  This  audit 
deters  lenders  from  participating  in  the  Federal  Family  Education  Loan  Program  and  has  led 
many  lenders  to  sell  off  their  FFEL  portfolios  and  leave  the  student  loan  business  altogether. 
The  HEA  audit  is  not  fair  to  small  lenders  who  wish  to  service  and  maintain  student  loans  and  it 
reduces  consumer  choice  and  convenience. 

When  I  contacted  the  Department  of  Education  about  the  possibility  of  a  wavier  or 
alternative  to  this  detrimental  mandate,  the  Department  of  Education  stated  "...lender  audits  are 
required  by  statute..."  and  that  the  "...statute  does  not  provide  authority  for  the  Department  to 
waive  the  annual  audit  based  on  the  size  of  the  lender's  FFEL  portfolio  or  the  cost  of  the  audit." 
Furthermore,  according  to  the  Department's  Office  of  the  Inspector  General,  lenders  with 
portfolios  totaling  less  than  $10  million  do  not  even  have  to  turn  in  their  audits  for  review!  They 
are  only  required  "...to  hold  the  reports  for  a  period  of  three  years  and  shall  submit  them  only  if 
requested."  That  means  lenders  waste  thousands  of  dollars  on  an  audit  that  is  never  sent 
anywhere. 

I  have  no  doubt  that  protecting  the  integrity  of  the  student  loan  program  is  important  to 
all  of  us.  However,  this  current  situation  does  not  protect  any  portfolios  under  $10,000,000 
because  no  authority  reviews  the  results  of  the  audits. 

The  October  1 993  Semiannual  Report  by  the  Office  of  the  Inspector  General  at  the 
Department  of  Education  has  also  expressed  concern  regarding  this  burden  stating,  "...we  are 
concerned  that  the  cost  may  outweigh  the  benefits  of  legislatively  required  annual  audits  of  all 
participants,  regardless  of  the  size  of  their  participation  or  the  risk  they  represent  to  the  program." 
In  this  report  the  Inspector  General  recommends  that  a  threshold  be  established  for  requiring  an 
institutional  audit,  "...and  we  continue  to  believe  that  a  thieshold  is  necessary  for  both  the 
institutional  and  lender  audits.  Such  a  threshold  would  eliminate  the  audit  burden  for  the  smaller 
participants  in  the  program  while  helping  assure  that  scarce  Departmental  resources  are  focused 
on  the  areas  of  greatest  risk." 
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You  may  recall,  last  August  we  inserted  language  in  the  FY  1996  Labor,  HHS  and 
Education  Appropriations  bill  on  the  House  floor.  This  language  passed  by  voice  vote  and  with 
the  passage  of  HR  301 9  became  law.  Unfortunately,  my  efforts  to  permanently  fix  this  problem, 
in  the  form  of  HR  3002  and  in  the  Balanced  Budget  Act  of  1995,  have  been  unsuccessful.  I  have 
discussed  this  issue  with  Chairman  Goodling  and  he  supports  this  language  and  has  pledged  to 
include  this  language  in  the  FY  1997  budget  reconciliation  package  in  order  to  permanently  fix 
this  problem.  I  would  greatly  appreciate  it  if  this  noncontroversial  language  from  the  1996 
appropriation  bill  (HR  3019)  could  be  included  in  the  FY  1997  appropriations  bill  and  would  be 
happy  to  answer  any  questions  you  may  have. 
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OPENING  STATEMENT 


LABOR  -HHS  APPROPRIATIONS  SUBCOMMITTEE 
FY  1997  APPROPRIATIONS 


Thank  you  for  allowing  me  the  opportunity  to  testify  on  the  FY  97  Labor-  Health  and 
Human  Services  Appropriations  bill. 

Mr.  Chairman,  among  the  chief  factors  contributing  to  the  slow  progress  in  improving 
the  health  status  of  African  Americans  in  this  country  is  the  lack  of  institutional 
infrastructure  in  our  minority  health  professions  schools. 

It  may  seem  incredible  to  this  subcommittee,  but  just  eleven  (11)  predominately 
minority  health  professions  schools  have  trained  half  of  the  nation's  African  American 
physicians  and  dentists,  40%  of  the  nation's  black  pharmacists,  and  75%  of  the  nation's 
black  veterinarians.  These  schools  have  done  so  much  with  so  little. 

These  are  also  the  institutions  that  have  the  greatest  interest  and  commitment  to 
serving  underserved  populations.  But,  because  of  that  very  mission  --  to  prepare  poor 
minorities  to  serve  in  underserved  areas  -  these  institutions  have  not  enjoyed  the  benefits 
of  substantial  patient  care  revenue  and  wealthy  benefactors.  Consequently,  historically 
minority  health  professions  schools  have  lagged  far  behind  non-minority  schools  in  the 
development  of  institutional  infrastructure  to  address  the  startling  health  status  gaps  that 
exist  among  minorities  when  compared  to  non-minority  populations. 

Several  programs  in  the  Labor,  Health  and  Human  Services  appropriations  measure 
contribute  to  the  infrastructure  development  at  minority  institutions.  They  are: 

Minority  Centers  of  Excellence  -  Centers  of  Excellence  grants  recognize  and  provide 
support  for  several  historically  minority  health  professions  schools  to  establish  and 
strengthen  academic  performance  programs,  increase  the  number  and  quality  of  minority 
applicants  to  the  school,  retain  top  faculty,  and  to  improve  information  resources.  The 
Minority  Centers  of  Excellence  program,  frankly  Mr.  Chairman,  has  allowed  the  four  private, 
oldest  and  most  productive  minority  health  professions  schools  in  the  country,  in  terms  of 
producing  minority  health  professionals,  to  keep  their  doors  open. 
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Research  Centers  at  Minority  Institutions  -  The  RCMI  program  at  the  National  Center  for 
Research  Resources  provides  grant  and  infrastructure  development  support  to  institutions 
which  have  a  mission  to  improve  the  health  status  of  minority  and  disadvantaged 
populations,  but  heretofore  have  not  particularly  competed  well  for  traditional  sources  of 
NIH  funding.  RCMI  assists  these  institutions  in  developing  the  scientific  wherewithal, 
including  laboratory  and  learning  resources,  faculty  retention,  data  analysis  and  disease 
specific  research  activities,  needed  to  compete  for  traditional  NIH  grant  support. 

Extramural  Biomedical  Facility  Construction  Support  -  A  1990  report  of  the  HHS  Secretary 
at  the  request  of  the  appropriations  committee  to  study  needs  in  Extramural  Biomedical 
Research  Facility  Construction  pointed  out  that  historically  black  colleges  and  universities 
operated  at  a  distinct  disadvantage  in  gaining  access  to  facilities  funds  through  indirect 
cost  mechanisms,  private  financing,  and  endowment  support.  The  report  advised  that 
those  methods  utilized  by  majority  institutions  failed  to  work  for  minority  institutions. 

To  address  this  problem,  the  1993  NIH  reauthorization  measure  included  provisions 
insuring  that  25%  of  NIH  Extramural  Facilities  funding  would  be  available  for  those 
institutions  that  are  working  to  enhance  their  research  capabilities.  Mr.  Chairman,  I  would 
like  to  recommend  that  the  Extramural  Facilities  Construction  program  at  NIH  be  funded 
at  $20  million  in  FY97'. 
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Remarks  of 
Rep.  Norm  Dicks 
House  Appropriations  Committee 
Subcommittee  on  Labor  Health  &  Human  Services 
May  15,  1996 


Mr.  Chairman  and  members  of  the  subcommittee:  I  appreciate  having  this  opportunity  to 
testify  before  you  once  again  to  express  my  strong  support  for  the  Impact  Aid  program.  Each 
year  I  have  enjoyed  the  opportunity  to  join  a  large  number  of  my  colleagues  whom  you  have 
heard  from  earlier  in  underscoring  the  critical  need  for  Impact  Aid  funding  throughout  the 
nation,  and  certainly  in  my  congressional  district.  Mr.  Chairman,  I  applaud  your  personal  efforts 
and  the  commitment  of  many  members  of  this  Subcommittee  on  behalf  of  the  thousands  of 
students  and  families  who  depend  on  this  program  to  keep  their  schools  operating. 

As  the  members  of  the  subcommittee  may  recall  from  my  testimony  in  past  years,  the 
Sixth  District  of  the  State  of  Washington  is  impacted  by  several  large  and  vital  military 
installations.  Our  region  willingly  hosts  thousands  of  active  duty  personnel  who  represent  a 
large  economic  force  in  the  Pacific  Northwest.  However,  with  these  advantages  comes  a 
drawback:  the  loss  of  substantial  property  areas  from  the  local  tax  base. 

My  colleagues  and  I  from  Washington  State  are  pleased  that  the  military  presence  in  our 
state  has  prevailed  through  the  last  three  rounds  of  base  closings.  In  fact,  there  has  been  a  net 
influx  of  military  personnel  into  Washington  over  the  past  few  years.  However,  the  military 
personnel  who  will  be  relocating  to  Western  Washington  will  place  an  even  greater  strain  on 
already  limited  educational  resources.  This  problem  can  only  be  addressed  by  maintaining 
funding  for  Impact  Aid. 
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I  believe  the  level  of  funding  requested  for  children  who  are  traditionally  referred  to  as 
Impact  Aid  "a"  students  in  the  Administration's  FY  1997  budget  proposal  is  sufficient,  helping 
children  of  military  families  living  on  base  and  children  living  on  Indian  lands.  I  am  very 
concerned,  however,  about  any  proposal  which  does  not  include  full  funding  for  an  equally 
important  group:  qualified  civilian  students  whose  parents  work  for  the  federal  government  or 
for  a  variety  of  employers  located  on  federal  property.  In  most  communities,  local  businesses 
employ  workers  and  pay  property  taxes  which  benefit  the  local  school  districts  which  their 
employees'  children  attend  These  businesses,  when  located  on  federal  property,  are  exempt 
from  local  property  taxes,  undercutting  the  financial  position  of  the  local  school  district. 

For  example,  Puget  Sound  Naval  Shipyard  located  in  my  district  employs  the  parents  of 
about  5,000  civilian  students.  These  kids  comprise  more  than  one-third  of  the  students  attending 
schools  in  the  South  Kitsap,  Bremerton,  and  Central  Kitsap  School  Districts.  Similar  situations 
exist  across  the  nation  as  school  systems  face  reduced  tax  bases  due  to  federal  ownership  of 
property  and  increased  civilian  student  enrollments.  Although  civilian  students  account  for  only 
a  small  percentage  of  the  total  impact  aid  payment,  eliminating  funding  for  these  kids  would 
represent  a  tremendous  financial  hardship  for  these  school  districts.  Mr.  Chairman,  we  should 
not  punish  those  families  who  have  chosen  to  serve  their  country  through  federal  employment 
nor  should  we  penalize  the  school  districts  that  educate  their  children. 

I  have  joined  more  than  one  hundred  of  my  colleagues,  including  members  of  this 
subcommittee,  in  writing  to  the  House  Budget  Committee  Chairman  Kasich  outlining  our 
support  for  the  Impact  Aid  program  and  urging  him  to  include  full  funding  for  the  program  in  the 
FY  1 997  budget.  The  signatures  on  this  letter  came  from  Republicans  and  Democrats  and  from 
members  representing  states  from  all  over  the  country.  This  is  not  a  partisan  or  regional  issue, 
Mr.  Chairman.  What  is  at  issue  is  our  children  Over  the  years,  I  have  received  countless  letters 
from  parents  and  children  who  benefit  from  Impact  Aid.  These  serve  as  a  constant  reminder  that 
while  it  is  often  school  officials  and  administrators  presenting  their  case  to  Congress,  the  real 
beneficiaries  —  or  losers  —  are  the  children  of  service  men  and  women  from  every  district  in  the 
country. 
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Mr.  Chairman,  I  am  fully  aware  of  the  difficult  task  you  and  the  subcommittee  face  in 
allocating  diminishing  funds  to  the  many  important  programs  which  are  under  your  jurisdiction. 
As  a  member  of  the  Appropriations  Committee,  I  certainly  understand  the  choices  you  must 
make,  but  I  want  to  take  this  opportunity  to  strongly  urge  the  subcommittee  to  support  America's 
students  and  full  funding  for  our  federally-impacted  children. 

While  I  have  a  few  moments,  Mr.  Chairman,  let  me  briefly  mention  two  other  items  that  I 
included  in  my  appropriations  request  this  year.  First,  I  am  strongly  in  support  of  an  adequate 
level  of  funding  for  the  Corporation  for  Public  Broadcasting  in  its  1999  (forward  funded) 
appropriation.  The  quality  and  diversity  of  PBS  programming  represent  a  valuable  cultural 
alternative  that  is  made  possible  by  leveraging  a  small  amount  of  federal  funding  to  attract  five 
times  that  amount  in  private  contributions.  This  investment  is  critically  necessary,  in  my 
judgment,  to  support  public  broadcasting  stations  in  Washington  State  and  around  the  nation 
levels  equal  to  the  1996  PBS  appropriation.  This  funding  is  needed  to  "preserve  the  core 
principles  of  public  broadcasting  while  allowing  (it)  the  flexibility  to  bring  public  broadcasting 
into  the  next  century,"  according  to  the  CPB  Chairman's  annual  report,  and  1  would  like  to 
endorse  that  objective  wholeheartedly  in  my  testimony  before  your  subcommittee  today. 

On  another  matter,  I  would  ask  your  support  for  a  restoration  of  the  FY  1995  level  of 
funding  for  the  Title  VI  International  Education  appropriation.  This  funding  is  extremely 
important  to  the  University  of  Washington  and  other  institutions  with  a  significant  interest  in 
international  education.  With  eight  National  Resource  Centers  and  the  University's  Center  for 
International  Business  Education  and  Research  (CIBER),  the  University  takes  a  leadership  role 
in  the  federal  government's  response  to  the  need  for  international  expertise,  protecting  our 
national  security  interests,  and  enhancing  U.S.  economic  competitiveness.  This  program  was 
funded  at  the  level  of  $56. 1  million  for  FY  1996,  but  I  would  strongly  urge  the  Subcommittee  to 
restore  the  funding  to  the  FY  1995  level  of  $59  million. 

Mr.  Chairman  and  members  of  this  Subcommittee,  I  want  to  thank  you  for  your  attention 
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to  the  many  important  health,  education  and  welfare  needs  of  our  nation  that  are  addressed  in 
this  wide-ranging  appropriations  bill  each  year.  And,  of  course,  I  appreciate  your  attention  to 
our  needs  in  the  State  of  Washington.  Thank  you 
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APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION 

May  15,  1996 


Mr.  Chairman,  I  have  come  here  today  to  plead  once  again  for  increased 
funding  for  the  National  Institutes  of  Health.    You  have  also  been  a  spokesman 
for  this  cause,  so  you  know  of  the  great  value  of  medical  research. 

There  is  not  an  agency  in  this  country  that  has  any  greater  impact  on  the 
lives  of  everyday  Americans  than  NIH.    Whenever  we  encounter  an  illness,  be  it 
great  or  small,  as  we  look  for  a  cure  we  are  implicitly  hoping  that  the  medical 
research  conducted  by  the  National  Institutes  of  Health  will  pay  off. 

NIH  takes  on  major  life -threatening  illnesses  such  as  cancer,  and  less 
deadly  but  equally  frustrating  illnesses  such  as  arthritis.     It  takes  on  well- 
known  diseases  such  as  AIDS,  and  relatively  unknown  maladies  such  as 
fibromyalgia.     It  takes  on  diseases  that  affect  only  men  such  as  prostate 
cancer,  and  diseases  that  affect  almost  exclusively  women  such  as  breast  cancer. 
It  takes  on  all  of  these  diseases  and  many  more  with  dedication  and  purpose. 
And  when  the  day  comes  that  a  test  result  is  positive  and  an  illness  must  be 
faced,  the  question,  "Can  it  be  treated?"  is,  in  part,  a  question  about  NIH: 
"Have  the  researchers  funded  by  NIH  found  a  treatment  or  a  cure?" 

There  are  many  diseases  and  illnesses  that  need  greater  attention  and 
greater  funding.    Whether  it  be  Parkinson's,  Alzheimer's,  epilepsy,  prostatitis, 
diabetes,  or  stroke,  any  of  the  other  diseases  I  have  named,  or  any  of  the 
hundreds  of  other  illnesses  I  have  not  named,  the  number  of  qualified  research 
proposals  far  exceeds  the  financial  resources  available.    With  fewer  than  one  in 
four  approved  grants  funded,  the  missed  opportunities  are  enormous.  Clearly, 
additional  funding  is  needed. 

Medical  research  is  one  of  the  best  investments  we  can  make  with  the 
limited  resources  at  our  disposal.     It  pays  us  back  in  health  care  cost  savings 
that  far  exceed  what  we  spend.     It  helps  keep  the  U.S.  at  the  scientific  and 
technological  forefront,  which  creates  jobs  and  economic  growth.    And  it  does 
this  while  saving  lives  and  improving  the  quality  of  our  lives. 

Mr.  Chairman,  I  know  you  understand  these  things,  so  I  will  just  say  that  I 
hope  to  work  with  you  and  the  other  members  of  the  committee  to  ensure  that 
medical  research  receives  adequate  funding  in  the  fiscal  year  1997  budget.  And 
I  thank  you  for  giving  me  this  opportunity  to  testify. 
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Thank  you  Mr.  Chairman. 

Mr.  Chairman,  one  in  every  four  deaths  in  the  U.S.  is  from  cancer.  Overall  costs  to  society 
are  estimated  by  the  American  Cancer  Society  at  $104  billion:  $35  billion  for  direct  medical  costs,  $12 
billion  in  lost  productivity  due  to  debilitation,  and  $57  billion  in  lost  productivity  due  to  premature 
death.  Of  course,  the  human  costs  of  cancer  are  incalculable. 

Given  the  countless  millions  spent  by  the  federal  government  as  a  result  of  cancer,  I  think  it 
is  unacceptable  that  we  do  not  know  the  actual  number  of  cancer  cases  in  the  U.S.  nationally,  state 
by  state,  or  regionally.  All  the  incidence  data  we  have  in  the  U.S.  are  merely  estimates  based  on  the 
number  of  deaths  from  cancer. 

Mr.  Chairman,  how  do  we  win  the  war  on  cancer  if  we  do  not  even  know  how  many  cases 
exist?  How  can  we  make  sure  that  our  scarce  resources  to  fight  cancer  are  targeted  effectively?  How 
do  we  know  if  our  cancer  prevention  programs  are  working? 

The  answers  to  these  questions  can  be  found  in  the  National  Program  of  Cancer  Registries 
(NPCR).  The  NPCR  is  critical  to  tracking  cancer,  identifying  trends,  and  auditing  cancer  prevention 
programs.  And  that  is  why  I  urge  you  to  support  a  $4.5  million  increase  in  funding  for  the  National 
Program  of  CancerTtegistries  to  $22  million  for  FY  1997. 

The  current  level  of  funding  —  $  17.5  million  —  has  funded  42  states  and  the  district  of 
Columbia,  and  helped  9  states  to  develop  and  create  new  registries.  But  to  get  state  cancer  registries 
to  a  level  where  researchers  can  analyze  multiple  state  registry  data  quickly  and  easily,  will  require 
an  additional  $4.5  million. 

At  $22  million,  CDC  will  have  the  ability  to  give  states  with  high  cancer  rates  -  such  as  New 
Jersey  -  the  resources  they  need  to  get  their  registries  fully  operational,  but  without  pulling  the  plug 
on  states  that  are  just  getting  started.  It  will  help  states  reduce  their  backlogs  of  unreported  cases  (due 
to  the  old  paper-based  system);  allow  for  follow-back  investigations  of  death-certificate-only  cancer 
cases;  ensure  that  data  from  out-of-state  residents  is  being  properly  coded  and  sent  to  the  proper  state 
registry;  pay  for  additional  training  for  state  cancer  registry  staff;  and  facilitate  faster  implementation 
of  a  computerized  geographic  information  system  (GIS)  to  aid  in  cancer  cluster  investigations. 
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New  Jersey  alone  needs  an  additional  $300,000  in  one  time  improvements,  according  to  an 
April  1,  1996  assessment  of  NJ's  registry  by  CDC.  Currently,  NJ,  one  of  the  better  and  more 
established  registries,  is  5  years  behind  in  complete  data. 

Other  states  need  improvements  similar  to  those  I  just  mentioned.  At  $17.5  million,  there  is 
simply  no  way  CDC  can  bring  all  ~  or  even  many  -  of  our  registries  into  the  modern  computer  age 
and  adequately  train  their  staffs.  A  chain  is  only  as  strong  as  its  weakest  link.  If  we  want  a  national 
picture  of  cancer  trends,  we  need  all  50  states  with  up-to-date  cancer  registries. 

In  addition,  an  updated  registry  can  give  us  clues  as  to  why  certain  hospitals  are  doing  better 
than  others  in  treatment.  It  also  assists  health  providers  in  transforming  our  health  care  system  into 
one  that  focuses  on  health  outcomes. 

Mr.  Chairman,  a  possible  cancer  cluster  afflicting  children  in  Toms  River,  New  Jersey  is  a 
recent  example  of  why  the  NPCR  needs  additional  funding.  While  the  data  in  NJ's  registry  uncovered 
the  possible  existence  of  a  cluster,  confirming  or  disproving  the  suspicion  requires  a  current  registry. 

The  key  question  for  the  residents  of  Toms  River  is:  is  there  an  increased  risk  of  cancer, 
especially  for  children  in  our  area?  With  the  funds  provided  by  the  NPCR,  NJ's  registry  can  be 
improved,  cancer  studies  can  have  access  to  the  best  possible  data,  and  people's  anxieties  can  be  either 
confirmed  or  allayed. 

Mr.  Chairman,  a  $22  million  investment  in  the  NPCR  will  pay  big  dividends.  As  you  know, 
in  order  to  qualify  for  CDC  grants,  states  have  to  provide  their  own  matching  funds.  In  an  era  of 
scarce  budget  resources,  it  is  imperative  to  target  funding  to  programs  that  will  give  states  the  proper 
tools  --  in  the  form  of  scientific,  technical,  financial,  and  analytical  support  from  CDC  -  so  that  we 
can  make  the  best  public  health  decisions  on  the  basis  of  sound  science. 

IMPACT  AID 

Mr.  Chairman,  as  a  member  of  the  House's  Impact  Aid  Coalition,  I  strongly  urge  this 
Subcommittee's  support  for  the  Impact  Aid  program  and  respectfully  request  that  you  maintain 
funding  for  the  Impact  Aid  program  at  a  level  no  lower  than  the  FY  1995  level  of  $728  million. 

Furthermore,  I  request  that  Section  8002  of  the  program  be  funded  at  a  level  no  lower  than 
the  FY  1987  level  of  $22  million.  Based  upon  the  FY  1996  appropriation  for  Section  8002  ($16.3 
million),  those  districts  relying  on  these  funds  will  only  be  receiving  10%  of  the  aid  to  which  they 
are  entitled  under  the  Impact  Aid  program.  The  $22  million  level  will  increase  these  districts 
funding  level  to  only  12.5%  of  their  entitlement.  Although  this  is  not  a  perfect  solution  to  a  very 
serious  problem,  it  is  far  better  than  President  Clinton's  budget  which  once  again  seeks  to 
completely  eliminate  section  8002  aid.  The  President's  proposal  is  totally  unacceptable.  The 
federal  government  must  pay  its  fair  share  to  the  more  than  1,600  federally  impacted  school 
districts  which  educate  more  than  20  million  students  across  the  country. 
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Chairman  Porter  and  Ranking  Member  Obey,  thank  you  for 
the  opportunity  to  testify  on  behalf  of  FY  97  funding  for  the  Job 
Corps  Program. 

I  come  before  you  today  on  behalf  of  the  disadvantaged 
young  people  in  my  congressional  district  and  my  state  who 
would  benefit  from  the  Job  Corps  program. 

In  Tennessee  over  100,000  youth  live  in  poverty  -  a 
staggering  60,000  of  these  live  in  my  congressional  district  in 
Memphis.  Thirty  five  percent  of  them  drop  out  of  school  and 
over  a  third  of  them  are  unemployed. 

All  too  often  they  turn  to  a  life  of  crime  or  drugs.  A  proven 
program  like  Job  Corps  is  often  the  only  hope  they  have  to  find 
a  way  out  of  their  desperate  conditions.  Job  Corps  provides  a 
unique  opportunity  for  these  young  people  by  equipping  them 
with  the  skills  necessary  to  rise  up  --  and  out  of  an 
impoverished  state. 

It  is  important  to  keep  in  mind  that  the  benefits  of  this 
program  are  not  limited  to  the  individual  participants.  For  every 
resident  that  acquires  skills  and  a  livable  wage,  the  community 
gains  a  confident  and  self  reliant  citizen  contributing  to 
additional  economic  growth  and  job  creation. 

We  must  keep  in  mind  that  -  The  United  States  of  America 
has  the  highest  rate  of  imprisonment  of  all  the  western 
industrialized  democracies.  We  spend  billions  of  dollars  to 
incarcerate  more  than  a  million  people  in  our  prisons,  local  jails 
and  juvenile  facilities. 

Without  this  comprehensive  residential  training  program, 
many  young  people  may  not  survive  the  constant  distractions 
caused  by  urban  or  rural  plight  and  could  become  a  part  of  the 
criminal  justice  system. 
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!  believe  spending  the  money  on  the  front  end  for 
education,  training  and  services  in  a  program  like  Job  Corps  is 
an  investment  in  our  future.  It  is  a  wise  investment  that  will 
reduce  crime,  spur  economic  development  and  ultimately 
reduce  the  deficit. 

This  is  not  just  conjecture,  Mr.  Chairman.  Over  the  years, 
Job  Corps  has  produced  real,  quantifiable  results.  According  to 
the  Department  of  Labor,  52%  of  Job  Corps  students  receive 
their  GED  or  high  school  diploma.  Thirty  four  percent  complete 
vocational  instruction  and  over  69%  are  placed  in  jobs,  enter 
the  military  or  go  on  to  post-secondary  education. 

In  1994,  the  Department  of  Labor  announced  plans  to  open 
a  Job  Corps  Center  in  Memphis.  This  capped  a  two  year  effort 
dating  to  the  Bush  Administration  to  bring  the  program  to 
Memphis.  Just  last  year  the  Department  of  Labor  closed  the 
Knoxville  Job  Corps  Center,  leaving  Tennessee  with  only  one 
operational  campus  in  Bristol.  This  center  serves  less  than  400 
students  a  year  -  400  out  of  a  potential  113,000. 

There  is  and  will  continue  to  be  a  tremendous  need  for 
this  program  in  my  State  and  congressional  district.  I  am 
eagerly  awaiting  the  opening  of  this  facility  and  I  am  excited 
about  the  hope  and  opportunity  this  Center  will  bring  to  the 
City  of  Memphis. 

The  Department  of  Labor  is  finalizing  plans  for  the 
Memphis  Center  to  open  in  the  Summer  of  1996  and  will  begin 
accepting  bids  this  summer  for  program  administration. 

I  understand  there  have  been  problems  in  some  of  the 
Centers.  However,  I  believe  the  Department  of  Labor  has  been 
proactive  in  their  efforts  to  correct  the  programs  deficiencies 
and  to  even  go  further  in  strengthening  the  Job  Corps. 

I 
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In  closing,  I  applaud  the  Chairman  for  his  past  support  and 
I  would  respectfully  urge  you  to  continue  to  provide  funding 
which  adequately  meets  the  expansion  currently  underway  for 
the  Job  Corps  50/50  Plan.  . 


Thank  you. 
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Mr.  Chairman, 

I  appreciate  the  opportunity  to  testify  before  the  House  Subcommittee  on  Labor,  HHS 
and  Education  Appropriations  in  support  of  the  Job  Corps  program. 

I  have  been  fortunate  enough  to  know  first-hand  the  great  strides  Job  Corps  has  made  in 
the  lives  of  at-risk  youth.  I  am  proud  to  say  that  the  Excelsior  Springs  Job  Corps  Center  in  my 
district  boasts  a  placement  rate  of  79.5  percent  which  is  above  the  national  average.  Before 
entering  the  Job  Corps  program,  69  percent  of  these  same  students  had  never  held  a  full-time 
job.  This  statement  tells  me  that  Job  Corps  is  successfully  working  to  turn  America's  at-risk 
youth  into  self-sufficient  citizens  who  add  great  value  to  our  society.  As  you  know  Mr. 
Chairman,  the  greater  number  of  at-risk  youth  who  choose  education  and  employment  decreases 
the  number  of  individuals  that  may  end  up  on  the  federal  welfare  rolls. 

Each  year,  the  Excelsior  Springs  Job  Corps  Center  serves  approximately  1000  youth  at 
the  main  campus  in  Excelsior  Springs  and  at  the  satellite  facilities  located  in  Kansas  City  and 
St.  Joseph.  In  fact,  I  recently  visited  the  main  campus  to  offer  my  personal  congratulations  to 
students  on  winning  the  National  Job  Corps  Academic  Olympics.  Not  only  does  the  Excelsior 
Springs  Center  serve  many  students  each  year,  but  the  Center  is  also  the  largest  employer  in 
Excelsior  Springs  with  165  employees,  thus  boosting  the  area  economy  by  creating  jobs  and  the 
demand  for  goods  and  services  needed  to  maintain  the  facilities. 

For  thirty  years,  the  Excelsior  Springs  Job  Corps  has  proven  to  be  a  successful,  cost- 
effective  center.  I  am  pleased  to  say  that  the  operational  cost  at  Excelsior  Springs  is  lower  than 
the  average  cost  of  a  Job  Corps  Center.  In  the  Show-Me  spirit,  Excelsior  Springs  is  a  fine 
example  of  a  lower  cost  and  higher  placement  institution. 

Mr.  Chairman,  the  Job  Corps  program  is  a  wise  investment  of  tax  dollars  and  in  the 
future  of  America's  youth.  I  would  be  grateful  for  your  continued  support  of  Job  Corps  and 
urge  your  continued  funding  of  this  important  program. 


Member  of  Congress 
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Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  the 
opportunity  to  submit  written  testimony  on  behalf  of  Job  Corps,  the  nation's  largest 
and  most  comprehensive  residential  job  training  and  education  program  for  at-risk 
youth. 

I  have  two  of  the  most  outstanding  Job  Corps  centers  in  my  district:  The 
Clearfield  Job  Corps  Center  in  Clearfield,  Utah,  and  the  Weber  Basin  Job  Corps 
Civilian  Conservation  Center  in  Ogden,  Utah.  Each,  in  its  own  right,  provides  a 
valuable  example  of  the  success  of  the  Job  Corps  program. 

The  Clearfield  Job  Corps  Center  serves  over  2300  students,  employs  440 
workers  and  offers  1 5  different  trades.  It  is  operated  by  the  Management  & 
Training  Corporation,  who  have  had  a  firm  commitment  to  the  Job  Corps  program 
for  the  past  30  years.  The  center  places  78.5%  of  its  students  into  jobs,  the 
military,  or  further  education. 

Bill  Gelling  teaches  an  auto-shop  class  at  the  Clearfield  Job  Corps  Center. 
He  is  teaching  the  value  of  teamwork  by  allowing  Job  Corps  students  to  work  on 
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his  1965  Pontiac  GTO,  a  drag  racing  car  that  Mr.  Gelling  has  raced  for  the  past  five 
years,  logging  a  6.99  second,  246.9  mph  best  in  the  quarter  mile.  The  students 
comprise  a  pit-crew  that  must  set  up  the  car's  suspension,  modify  the  carburetor, 
and  perform  engine  tuning.  The  students  learn  how  to  cooperate  by  following 
safety  procedures,  changing  tires,  and  other  tasks.  The  training  also  gives  the 
students  an  advantage  when  looking  for  full-time  employment,  as  many  companies 
seek  employees  who  understand  teamwork  and  cooperation. 

The  Weber  Basin  Job  Corps  Civilian  Conservation  Center  serves  over  270 
students,  employs  75  workers,  and  offers  7  different  trades.  It  is  operated  by  the 
United  States  Department  of  the  Interior,  Bureau  of  Reclamation.  The  center 
places  74.8%  of  its  students  into  jobs,  the  military,  or  further  education. 

Andy  Trujillo  led  the  life  of  a  gang  member  before  becoming  a  student  at  the 
Weber  Basin  Job  Corps  Civilian  Conservation  Center,  where  he  found  the 
guidance,  support,  and  discipline  he  needed.  At  the  Weber  Basin  Job  Corps  center, 
Andy  was  in  an  environment  where  he  could  excel,  which  is  exactly  what  he  has 
done.  Recently,  Andy  was  selected  as  the  first  place  winning  entry  from  over  1,000 
essays  submitted  in  a  national  essay  writing  contest  on  the  topic  "How  Job  Corps 
Changed  My  Life."  This  essay  explains  Andy's  difficult  background  and  what  has 
happened  since  being  in  Job  Corps.  Andy's  story  illustrates  the  potential  of  each 
young  person  when  placed  in  a  situation  with  caring  adults  who  believe  in  the  great 
worth  of  each  individual.  Andy  now  has  his  GED  and  plans  to  be  the  first  in  his 
family  to  attend  college. 

Job  Corps  provides  these  at  risk  youth  with  an  opportunity  to  learn  the  skills 
that  will  propel  them  into  a  world  where  work  and  productivity  are  important  and 
necessary.  The  true  value  of  Job  Corps  can  best  be  placed  in  perspective  by 
comparing  its  cost  with  the  savings  to  society  from  the  alternative  paths  often  taken 
by  at-risk  youth: 

•  Incarcerating  a  juvenile  for  one  year  costs  taxpayers  an  average 
$38,000.  The  average  cost  to  imprison  an  adult  is  $21,352  per  year. 

•  Federal  welfare  assistance  ranges  from  $  1 1 ,400  to  $36,000  per  family, 
per  year. 

It  is  difficult  to  find  a  better  investment,  either  public  or  private,  to  assist  at-risk 
youth. 
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I  supported  the  fiscal  year  1996  funding  level  of  $1.09  billion,  a  slight 
increase  over  the  fiscal  year  1995  funding  level,  which  was  finally  signed  into  law 
by  the  President  of  the  United  States  seven  months  into  the  fiscal  year.  I  support  a 
similar  increase  for  fiscal  year  1997,  as  determined  by  this  Subcommittee. 

Thank  you  again  for  allowing  me  to  express  my  support  for  Job  Corps.  I 
encourage  the  Members  of  this  Subcommittee  to  continue  their  dedication  to  the 
youth  at  the  various  Job  Corps  centers  throughout  the  nation. 

111L1L 
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Mr.  Chairman,  although  we  have  different  views  on  funding  some  of  the  programs 
under  your  jurisdiction,  I  do  want  to  commend  you  and  the  Subcommittee  for  your 
support  for  Job  Corps. 

For  more  than  30  years,  Job  Corps  has  effectively  served  approximately  1.7 
million  of  our  nation's  hardest-to-serve  youth  and  has  provided  them  with  the  academic, 
vocational  and  social  skills  necessary  to  successfully  become  productive,  tax-paying 
citizens.  Historically,  the  young  people  served  by  Job  Corps  are  our  poorest  and  most  at- 
risk.  Their  needs  have  not  been  met  by  their  families,  their  schools,  or  their  communities. 
Despite  these  barriers,  year  in  and  year  out,  Job  Corps  is  extremely  effective  with  this 
difficult  population.  As  you  know,  last  year  73  percent  of  all  participants  were  placed 
into  jobs  or  went  on  to  higher  education. 

Since  I  was  elected  to  the  House,  I  have  steadfastly  supported  Job  Corps.  I  have 
seen  first  hand  the  impressive  results  produced  at  the  St.  Louis  Job  Corps  Center  in  my 
district.  Each  year,  more  than  900  students  enroll  at  the  St.  Louis  center  to  get  a  second 
chance  in  life.  Last  year,  the  center  placed  67%  of  all  participants  into  jobs  or  higher 
education.  The  St.  Louis  center  consistently  demonstrates  that  the  program  works. 

As  the  ranking  member  on  the  Economic  and  Educational  Opportunities 
Committee,  I  have  had  the  chance  to  examine  the  impact  of  the  Job  Corps  program  on  a 
local  as  well  as  national  level.  As  you  are  aware,  Job  Corps  has  the  most  extensive 
performance  standards  of  any  training  program.  Job  Corps  measures  student 
advancement  in  academics,  vocational  completion,  job  placement  rates,  as  well  as  starting 
salaries  upon  completion  of  the  program.  This  year,  Job  Corps  will  be  conducting  13 
week  follow-ups  which  will  allow  us  to  analyze  whether  these  kids  are  getting  jobs  and, 
most  important,  keeping  jobs.  I  am  pleased  that  Job  Corps  has  thorough  performance 
measurements  that  allow  us  the  opportunity  to  examine  both  the  positive  areas  of  Job 
Corps,  and  to  help  identify  areas  in  which  the  program  needs  to  improve.  I  wish  there 
were  more  programs  like  Job  Corps  that  had  these  measurements. 
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Over  the  past  year  and  a  half,  our  Committee  has  spent  much  time  and  energy  on 
job  training  consolidation  legislation.  I  agree  that  many  job  training  programs  need  to  be 
consolidated  and  that  changes  must  be  made  to  the  system.  However,  I  also  believe  the 
programs  that  demonstrate  effectiveness  on  a  national  level  need  to  be  maintained  and 
strengthened,  not  eliminated.  The  very  strength  of  the  Job  Corps  program  lies  in  its 
national  scope.  I  am  pleased  that  both  the  House  and  Senate  have  recognized  this  and 
maintain  the  Job  Corps  as  we  know  it. 

Mr.  Chairman,  I  urge  the  Subcommittee  to  continue  to  invest  in  Job  Corps  so  that 
we  can  get  these  youths  that  have  no  hope  off  the  streets,  and  provide  them  with  the  skills 
necessary  to  get  a  job,  keep  a  job,  and  most  importantly,  become  productive  members  of 
our  society. 
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I  am  pleased  to  submit  this  testimony  to  the  Subcommittee  on  Labor,  Health,  and 
Human  Services,  and  Education  Appropriations,  as  you  consider  the  Labor-HHS-Education 
Appropriations  spending  for  FY  1997. 

The  challenges  you  face  as  members  of  the  Appropriations  Committee  are  significant. 
Seeking  the  proper  balance  between  reducing  the  deficit  and  providing  adequate  resources  to 
meet  the  needs  of  the  Nation  is  not  an  easy  task.  Realizing  the  enormity  of  your 
responsibility,  I  would  like  to  share  with  you  my  views  on  what  the  level  of  education 
funding  should  be  for  FY  1997.  I  will  also  address  programs  that  are  of  personal  interest  to 
me  and  are,  I  believe,  most  deserving  of  support. 

Surveys  show  that  improving  America's  schools  is  a  top  priority  of  the  American 
people  and  that  the  Federal  government  has  a  critical  role  to  play  in  accomplishing  that  goal. 
Education  has  made  our  society  the  most  prosperous  and  mobile  society  in  the  world.  The 
fruits  we  enjoy  today  would  not  have  been  born  without  the  selfless  and  substantial 
investments  in  education  made  by  our  parents'  and  grandparents'  generations  --  at  the  school, 
school  district,  state  and  national  level.  Moreover,  without  an  adequately  educated  populace, 
the  very  foundation  of  our  democracy  is  at  risk. 

Thus,  the  Nation  has  a  fundamental,  age-old  responsibility  to  ensure  equal  access  to 
education  and  to  promote  educational  excellence  for  all  children. 

There  are  some  who  seem  to  believe  that  we  can  indiscriminately  cut  funding  for 
education  without  significant  consequences.  We  follow  that  path  at  our  own  peril. 
Unfortunately,  the  Fiscal  Year  1997  Budget  Resolution  which  passed  the  Budget  Committee 
and  is  being  considered  by  the  full  House  this  week  is  not  only  a  road  map  to  nowhere,  it  is  a 
downpayment  on  educational  disaster. 

I  implore  the  Appropriations  Committee  to  reject  the  narrow,  anti-education 
extremism  that  pervades  the  Budget  Resolution  and  to  make  the  necessary  investments  in 
education. 

The  funding  cut  proposed  during  Fiscal  Years  1997-2002  is  $58  billion  in  real  terms, 
or  19%  below  the  1995  enacted  level.  By  freezing  funding  for  Title  I,  Head  Start,  and 
Vocational  Education,  among  others,  we  will  in  effect  reduce  the  number  of  youngsters  who 
are  given  a  basic  educational  opportunity.  By  eliminating  funding  for  Bilingual  Education, 
we  are  denying  help  for  students  with  limited  proficiency  in  English.  By  cutting  Job 
Training  for  low-income  youth  and  adults,  we  are  denying  summer  job  opportunities  for 
needy  youngsters  and  eliminating  job  training  for  low-income  and  dislocated  workers.  By 
freezing  Pell  Grants  and  College  Work  Study  and  by  eliminating  funding  for  Direct  Student 
Loans  and  National  Service,  we  are  denying  opportunity  and  access  to  a  higher  education  for 
thousands  of  deserving  students.  These  program  cuts  must  be  reversed;  these  funding  freezes 
lifted. 
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I  certainly  do  not  want  to  convey  the  impression  that  I  believe  that  money  alone  will 
provide  us  with  excellence  in  education.  Our  problems  are  more  complex  than  that.  On  the 
other  hand,  excellence  in  education  cannot  be  achieved  without  investment  in  these 
programs.  As  Ranking  Democratic  Member  of  the  Committee  on  Economic  and 
Educational  Opportunities,  I  would  like  to  highlight  for  you  some  of  the  other  critical 
education  programs  deserving  support  in  the  Fiscal  Year  1997  Appropriations  Bill.  This,  by 
no  means,  represents  an  exhaustive  list. 

Elementary  and  Secondary  Education: 

Title  I  of  the  ESEA 

Title  I  represents  the  Federal  Government's  primary  commitment  to  improving  the 
education  of  disadvantaged  children  living  in  high  poverty  areas.  These  pupils  and  local 
school  districts  with  greatest  need  should  receive  the  highest  priority  consideration,  even  in 
times  of  fiscal  constraint. 

Title  I  was  extensively  reviewed  and  amended  in  the  103rd  Congress  through  a  mostly 
bipartisan  process.  The  major  amendments  adopted  in  1994  increase  targeting  of  aid  to  high 
need  schools  and  districts;  require  States  to  establish  challenging  standards  for  Title  I 
curriculum  content  and  pupil  performance;  increase  incentives  for  improved  performance  by 
schools  and  districts;  and  improve  coordination  between  Title  I  and  other  school  programs. 
Localities  and  schools  need  consistent  and  growing  Federal  financial  support  in  order  to 
effectively  implement  these  changes. 

By  many  measures,  the  number  of  disadvantaged  children — children  in  poor  families, 
children  with  limited  English  proficiency,  etc. — has  been  increasing  in  recent  years.  At  the 
same  time,  academic  standards  and  expectations  are  rising.  Title  I  funding  should  be 
increased  in  order  to  help  States  and  school  districts  bridge  the  growing  gap  between 
society's  expectations  and  pupil  needs.  Title  I  funding  is  insufficient  to  meet  the  needs  of  all 
eligible  pupils.  The  States  estimate  that  they  can  serve  only  60%  of  all  pupils  who  need  Title 
I  services. 

In  addition,  concentration  grants  in  the  Title  I  program  must  be  strengthened  and 
expanded.  Concentration  grants  go  only  to  school  districts  in  counties  with  a  child  poverty 
rate  of  15%  or  more,  or  at  least  6,500  poor  school-age  children.  Further,  targeted  grants,  first 
authorized  in  1994,  should  receive  initial  funding.  The  targeted  grant  formula  focuses  on 
providing  the  greatest  aid  to  areas  with  the  highest  percentages  or  numbers  of  poor  children, 
that  is,  the  areas  with  the  greatest  needs. 
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The  Magnet  Schools  Assistance  Program 

The  Magnet  Schools  Assistance  Program  is  an  important  Federal  program  that  helps 
school  districts  voluntarily  achieve  desegregation.  In  recent  years,  the  Nation  has  lost  ground 
in  its  struggle  to  desegregate  schools  and  school  districts.  According  to  the  Harvard  Project 
on  School  Desegregation,  "The  portion  of  black  students  in  schools  with  more  than  half 
minority  students  rose  from  1986  to  1991,  reaching  the  level  that  had  existed  before  the 
Supreme  Court's  first  busing  decision  in  1971"  (The  Growth  of  Segregation  in  American 
Schools:  Changing  Patterns  of  Separation  and  Poverty  Since  1968,  December  1993,  p.  7). 

The  Magnet  Schools  Assistance  Program  has  provided  assistance  to  1 1 7  school 
districts  across  the  country.  The  Magnet  Schools  Assistance  Program  funds  have  a 
continuing  effect  on  school  districts  that  previously  participated:  nearly  90%  of  districts  that 
are  former  Magnet  Schools  Assistance  Program  participants  have  continued  to  support 
magnet  schools  and  programs.  (U.S.  Department  of  Education.  Fiscal  Year  1997  Budget 
Justifications,  p.  D-45.) 

There  is  substantial  unmet  need  for  magnet  schools.  Of  existing  magnet  programs, 
half  have  waiting  lists  that  include  approximately  123,000  students.  In  Fiscal  Year  1995, 
when  the  last  competition  for  Magnet  Schools  Assistance  Program  funding  was  held, 
approximately  1 60  school  districts  applied  for  magnet  schools,  but  only  64  were  funded.  Yet 
the  Magnet  Schools  Assistance  Program  has  lost  substantial  ground  over  the  past  two  years. 
The  Fiscal  Year  1996  appropriation  was  $95  million,  a  drop  of  nearly  15%  in  current  dollars 
and  nearly  17%  when  adjusted  for  inflation.  Funding  for  the  Magnet  Schools  Program  must 
be  increased. 

Dropouts 

I  regret  that  the  Appropriations  Committee  made  the  decision  to  not  provide  funding 
for  the  School  Dropout  Program.  In  our  large,  urban  school  districts,  annual  dropout  rates 
are  particularly  high.  In  a  recent  year,  well  over  half  of  urban  school  districts  said  they  had 
experienced  increases  in  their  annual  dropout  rates  for  African- American  and  Hispanic 
students.  (Council  of  the  Great  City  Schools  data  cited  in:  Educational  Testing  Service. 
Dreams  Deferred:  High  School  Dropouts  in  the  United  States.  1995.  p.  12.) 

High  school  dropouts  face  a  life  of  economic  hardship) — lifetime  earnings  for  today's 
high  school  dropout  is,  on  average,  $212,000  less  than  that  of  a  high  school  graduate; 
$812,000  less  than  that  of  a  college  graduate;  and  $2.4  million  less  than  that  of  a  person  with 
a  professional  degree.  (Bureau  of  the  Census  data  cited  in:  Educational  Testing  Service. 
Dreams  Deferred:  High  School  Dropouts  in  the  United  States.  1995.  p.  4.)  In  addition, 
dropouts  pose  substantial  financial  burdens  on  this  country:  "Dropouts  have  a  profound 
impact  on  society.  Nearly  half  of  the  heads  of  households  on  welfare  failed  to  finish  high 
school.  And  half  of  the  U.S.  prison  population  in  1992  were  high  school  dropouts." 
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(Educational  Testing  Service.  Dreams  Deferred:  High  School  Dropouts  in  the  United 
States.  1995.  p.  4.)  This  is  an  area  where  help  is  greatly  needed  from  the  Congress. 

Goals  2000 

Central  to  the  Federal  government's  effort  to  ensure  educational  excellence  is  the 
Goals  2000  program.  This  popular,  promising  program  helps  State  and  local  school  districts 
raise  academic  standards  and  implement  their  own  comprehensive  reform  plans.  The 
Republican  budget  proposal  to  eliminate  Goals  2000  will  shutdown  promising  efforts  that 
have  begun  to  produce  dividends  in  many  States  and  communities.  In  the  State  of  Maryland, 
for  instance,  exams  given  to  third,  fifth  and  eight  graders  demonstrated  that  for  two 
consecutive  years,  student  achievement  increased,  even  in  the  poorest  performing  schools. 
The  Committee  should  fully  fund  the  program  at  the  level  requested  by  the  President. 

I  also  take  this  opportunity  to  express  to  you  that  several  Democratic  Members  of  the 
Economic  and  Educational  Opportunities  Committee  were  deeply  offended  that  the  language 
regarding  "opportunity-to-learn"  standards  was  stricken  from  the  Goals  2000  law  by  the  FY 
1996  Omnibus  Appropriations  Bill.  With  or  without  opportunity-to-learn  standards  in  the 
States,  I  am  committed  to  ensuring  that  all  children  have  adequate  and  appropriate  resources 
available  to  them  as  they  strive  to  achieve  at  higher  levels.  We  must  not  penalize  our 
children  for  the  failure  of  their  schools,  communities,  or  States  to  provide  them  with  those 
resources. 

Post  Secondary  Education; 

We  must  continue  support  for  the  TRIO  program.  The  TRIO  Programs  consist  of  the 
following  programs:  Talent  Search,  Upward  Bound,  Student  Support  Services,  Educational 
Opportunity  Centers,  McNair  Postbaccalaureate  Achievement,  and  Staff  Training.  The 
Fiscal  Yearl996  appropriation  will  serve  over  670,000  students.  To  expand  the  benefits  of 
TRIO,  the  Fiscal  Year  1997  recommended  funding  level  is  $533  million. 

We  must  also  provide  necessary  support  for  the  following  postsecondary  programs: 

•  Increase  Federal  Pell  Grant  maximum  award  to  $2,700. 

•  Increase  Title  III  Funding — Institutional  Aid  to  the  following: 

Maintain  Part  A  Funding  at  Fiscal  Year  1995  Level  ($80  million) 
Increase  Part  B  Funding  to  $120  million,  from  current  $108.9  million 
Maintain  funding  for  Section  326  (HBCU  graduate  and 

professional  schools)  at  $19.6  million. 
Maintain  Part  C  Endowment  challenge  grants  at  Fiscal  Year  1 995  levels. 
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•  Continued  support  and  funding  for  the  administrative  costs  of  the  HBCU  Capital 
Financing  Program  at  least  at  the  Fiscal  Year  1996  level  ($166,000). 

•  At  a  minimum,  restore  funding  for  programs  of  the  Disadvantaged  Minority  Health 
Improvement  Act  to  the  Fiscal  Year  1995  pre-rescission  level  of  $91  million  and  resist 
the  recommendation  to  lump  these  important  programs  into  a  cluster.  The  programs  of 
the  Disadvantaged  Minority  Health  Improvement  Act — Minority  Centers  of  Excellence, 
Scholarships  for  Disadvantaged  Students,  Exceptional  Financial  Need,  the  Health  Careers 
Opportunity  Program,  and  others  are  in  place  to  address  disparities  which  exist  between 
minorities  and  the  general  population.  They  also  provide  support  for  the  institutions 
having  a  long-term  commitment  to  increasing  the  number  of  health  professional,  as  well 
as  to  disadvantaged  students  who  would  not  otherwise  have  an  opportunity  to  seek  a 
health  professions  career. 

In  addition,  in  order  to  maintain  educational  opportunity  and  access  for  all  deserving 
students,  we  must: 

•  Maintain  the  in-school  interest  subsidy  for  guaranteed  student  loans  at  both  the 
undergraduate  and  graduate  levels. 

•  Significantly  increase  funding  for  College  Work  Study  and  sustain  funding  for  campus 
based  and  graduate  student  aid  programs,  including  the  Patricia  Roberts  Harris 
Fellowships. 

•  Maintain  support  (without  a  cap)  for  the  Direct  Loan  Program. 

•  Continue  support  for  Howard  University,  the  preeminent  comprehensive  Historically 
Black  University  in  the  United  States,  at  the  Fiscal  Year  1995  level. 

The  foundation  of  this  great  democracy  rests  upon  the  notion  of  an  educated  and 
informed  citizenry.  We  must  strengthen  that  foundation,  not  rip  holes  in  it.  We  must  not 
waiver  in  our  support  for  education. 

Thank  you. 
Education — Appropriations — final-5 1 696 
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TESTIMONY  OF  CONGRESSMAN  CHAKA  FATTAH  SUBMITTED  TO  THE 
APPROPRIATIONS  SUBCOMMITTEE  ON  THE  DEPARTMENTS  OF  LABOR,  HHS, 
EDUCATION  AND  RELATED  AGENCIES.  MAY  15,  1996. 

Mr.  Chairman,  I  am  pleased  to  submit  testimony  on  behalf  of  the  Job  Corps  program.  I  am 
writing  to  request  your  continued  support  for  the  Job  Corps  in  the  Fiscal  Year  1997 
appropriations  process. 

As  you  are  aware,  Job  Corps  is  the  only  national  residential  education  and  training  program  for 
at-risk  youth.  Since  it  began,  it  has  helped  approximately  1.6  million  of  this  country's  most 
disadvantaged  youth  gain  the  training  and  skills  they  need  in  order  to  become  productive 
members  of  society.  With  its  3 1  year  history  of  positive  results,  Job  Corps  is  clearly  one  of  the 
most  successful  programs  that  we  have  ever  created. 

I  was  delighted  to  learn  that  the  Philadelphia  Job  Corps  center  recently  received  an  award  for 
sustained  excellence  during  the  last  three  years  from  the  National  Director  of  Job  Corps.  This 
center  currently  places  91%  of  its  more  than  330  students  each  year  into  jobs  or  higher 
education.  I  see  this  as  a  tremendous  service  not  only  to  the  youth  of  Pennsylvania,  but  also  to 
the  many  employers  in  the  Philadelphia  area  who  hire  reliable,  entry-level  workers  from  the 
center. 

Mr.  Chairman,  I  am  aware  that  you  are  faced  with  many  difficult  decision  in  the  FY  1997 
appropriations  process.  I  ask  that  when  you  set  your  funding  priorities  this  year  you  take  into 
account  Job  Corps'  proven  track  record  of  success.  We  can  either  help  these  young  people  to 
grow  and  strive  for  success  by  funding  Job  Corps  today,  or  we  will  surely  pay  for  our 
shortsightedness  tomorrow  when  many  of  these  same  students  become  dependent  on  welfare  or 
end  up  in  jail.  I  urge  you  to  invest  in  our  young  people  today  by  continuing  your  support  of 
funding  for  Job  Corps. 
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Mr.  Chairman,  I  thank  you  for  the  opportunity  to  appear  before  you  today  to 
offer  my  strong  support  for  the  Job  Corps  program.  The  Job  Corps  program  is  an 
excellent  example  of  how  the  federal  government,  working  in  close  partnership 
with  the  private  sector,  can  enable  the  most  disadvantaged  members  of  our  society 
to  acquire  the  skills  critical  to  their  long-term  success. 


In  my  home  state  of  Pennsylvania,  we  are  fortunate  to  have  four  Job  Corps 
centers  investing  in  over  3,000  young  people  living  in  poverty.  There  is  a  Job 
Corps  center  in  my  district  in  Drums,  Pennsylvania  and  another  in  the  neighboring 
district  in  Lopez,  Pennsylvania.  These  two  centers  alone  provide  critical  job 
training  for  over  1 ,500  youths  in  my  area  at  a  much  lower  cost  to  the  taxpayer  than 
if  they  stayed  at  home  on  public  assistance.  These  young  men  and  women  are 
being  given  a  real  opportunity  to  go  into  the  job  market  and  participate  in  the 
American  dream. 


Mr.  Chairman,  in  order  to  illustrate  the  strengths  of  this  great  program,  I 
would  specifically  like  to  bring  to  your  attention  the  story  of  one  Job  Corps 
graduate,  Mr.  Anthony  Zehring.  Mr.  Zehring  graduated  from  the  Job  Corps 
program  in  1978.  After  working  in  Maryland  as  a  carpenter,  Mr.  Zehring  returned 
to  his  home  town  of  Steel  ton,  PA  to  start  his  own  business.  Now  he  is  President  of 
Keystone  Builders  &  Restoration,  Inc.  He  has  ten  employees  and  does  more  than 
$2  million  worth  of  new  construction  and  restoration  each  year.  Recently,  Mr. 
Zehring  hired  Chuck  Bauhm,  another  Job  Corps  graduate,  and  is  utilizing  the  fine 
carpentry  skills  Chuck  acquired  through  the  Job  Corps  program. 
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More  than  being  an  isolated  story  of  one  man's  success,  this  story 
exemplifies  the  continuing  returns  and  long  term  success  of  the  Job  Corps 
program  in  helping  young  people  to  become  productive,  tax-paying  citizens.  This 
is  precisely  the  type  of  investment  we  should  be  making  in  our  young  people, 
where  a  person  can  acquire  the  skills  with  which  to  succeed  and  use  his  position  to 
help  others  like  himself  to  make  the  most  of  their  lives. 

The  Job  Corps  program  is  the  most  successful  job-training  program  we  have 
ever  created.  Since  its  establishment  in  1964,  Job  Corps  has  consistently  delivered 
favorable  results  and  has  made  a  significant  contribution  to  the  lives  of  over  1.6 
million  at-risk  young  people,  providing  them  with  the  means  with  which  to 
succeed,  and  providing  the  American  people  with  skilled,  contributing  members  of 
society.  We  need  to  continue  to  provide  this  valuable  services  to  our  most  needy 
constituents.  I  urge  you  to  continue  our  investment  in  Job  Corps  so  that  it  can 
continue  to  help  our  disadvantaged  young  people  to  become  members  of  our 
society  of  whom  we  can  all  be  proud. 
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TESTIMONY  OF  ROBERT  T.  MATSUI 
BEFORE  THE 
LABOR/  HHS,  AND  EDUCATION  SUBCOMMITTEE 
OF  THE 

APPROPRIATIONS  COMMITTEE 
MAY  16,  1996 


I  am  pleased  to  have  the  opportunity  today  to  offer  testimony  on 
the  success  of  Job  Corps.     This  valuable  program  has  a  proven 
history  of  placing  youths  from  troubled  backgrounds  on  the  path 
to  self-sufficiency,   independence,  and  productivity.  In 
Sacramento,  Job  Corps  has  become  a  vital  part  of  our  community. 
I  strongly  urge  you  to  continue  funding  for  this  valuable 
resource  at  the  highest  level. 


Job  Corps  is  cost-effective.     It  is  the  most  established  and 
comprehensive  national  residential  education  and  training  program 
for  unemployed  and  undereducated  youths  aged  16  to  24.     It  turns 
at-risk  youths  who  are  caught  in  a  downward  spiral  away  from 
futures  of  incarceration  and  welfare  dependency.     Our  whole 
society  benefits  from  each  individual  success. 


It  is  only  through  education,  training,  and  employment  experience 
that  young  adults  can  become  productive  members  of  their 
communities.     Job  Corps  provides  at-risk  youths  with  these 
valuable  tools,  enabling  them  to  lift  themselves  up  from 
difficult  surroundings  and  become  tax-paying  citizens.  The 
knowledge  and  skills  they  gain  are  invaluable. 


Job  Corps  turns  lives  around.     At  the  Sacramento  Jobs  Corps 
center,  program  achievements  are  truly  impressive  by  any  standard 
of  success.     From  the  period  of  July  1995  until  April  1996: 

-  Job  placement;     85%  of  all  students  who  completed  vocational 
training  obtained  jobs  that  matched  their  given  training. 

Length  of  stay;     The  average  length  of  stay  was  over  nine 
months.     Job  Corps  students  finish  what  they  start. 

-  GED/High  school  attainment:     Approximately  half  of  all 
students  eligible  for  the  GED  program  received  their  GED  or 
high  school  diploma. 

Learning  Achievements:     Over  forty  percent  of  students 
enrolled  improved  their  reading  levels  by  two  grades  or 
more;  approximately  45%  of  the  students  improved  their  math 
levels  by  two  grades  or  more. 
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Average  wage:     Students  earned  an  average  starting  wage  of 
$6.09  after  program  completion.     Almost  half  of  these 
students  were  on  public  assistance  when  they  began  the 
program. 


The  Sacramento  Job  Corps  center  is  an  integral  part  of  the 
Sacramento  community,  contributing  over  $6  million  to  the  local 
economy.     The  center  employs  160  area  residents.     Since  it  opened 
in  1978,  students  have  performed  literally  hundreds  of  thousands 
of  dollars  worth  of  community  improvement  and  renovation.  These 
young  adults  become  a  part  of  the  Sacramento  community  and  often 
remain  involved. 


Job  Corps  gives  young  men  and  women  the  skills  and  training  to 
take  personal  responsibility  for  themselves.     It  provides  rich 
rewards  for  individuals  and  communities,  and  we  should  do 
everything  possible  to  preserve  and  strengthen  this  important 
program. 
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Mr.  Chairman,  it  is  a  privilege  to  present  written  testimony  to  the  House  Subcommittee 
on  Labor.  HSS  and  Education  Appropriations  in  support  of  the  Job  Corps  program.  As  you 
know,  Job  Corps  is  America's  only  national  job  training  program  for  at-risk  youth  with  results 
that  justify  its  costs. 

Job  Corps  is  an  excellent  investment  with  a  proven  track  record.  Nationally,  seventy- 
three  percent  of  Job  Corps  students  receive  jobs,  join  the  military  or  go  on  to  further  education. 
Before  entering  the  Job  Corps  program,  sixty-nine  percent  of  these  same  students  have  never 
held  a  full-time  job.  The  record  is  clear  that  Job  Corps  is  successfully  working  to  turn  the 
nation's  at-risk  youth  into  self-sufficient,  tax-paying  members  of  society. 

At  the  Mingo  Job  Corps  Civilian  Conservation  Center  near  Puxico,  Missouri,  students 
receive  the  necessary  educational  and  vocational  training  to  compete  in  the  ever  changing  job 
market  of  the  future.  During  the  past  program  year  (July  1,  1995  through  March  31,  1996) 
eighty-five  percent  of  those  completing  Job  Corps  at  the  Mingo  Center  were  placed  and  reported 
an  average  wage  exceeding  seven  dollars  per  hour  In  addition.  I  am  pleased  that  the  Mingo 
Center  is  ranked  35th  in  the  nation  out  of  108  Job  Corps  Centers  and  is  currently  exceeding  the 
national  standard  in  all  performance  areas  measured  by  the  United  States  Department  of  Labor. 

During  the  last  five  years,  students  at  the  Mingo  Job  Corps  Civilian  Conservation  Center 
in  my  district  have  used  their  newly  acquired  skills  to  benefit  Southeast  Missouri  by  providing 
over  1.7  million  dollars  in  community  service  projects.  These  projects  range  from  flood  control 
to  reconstruction  of  iccal  roads  to  excavation  in  Wayne,  Butler,  Stoddard,  and  Bollinger 
Counties. 

Mr.  Chairman,  Job  Corps  is  helping  solve  the  problems  of  America's  at-risk  youth;  it  is  a 
realistic  solution  for  their  future.  I  ask  the  committee  to  continue  its  support  of  Job  Corps  and 
continue  funding  for  this  vital  program. 
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STATEMENT  BY  CONGRESSMAN  CAL  DOOLEY 
BEFORE  THE 

SUBCOMMITTEE  ON  LABOR- HEALTH  AND  HUMAN  SERVICES - EDUCATION 
HOUSE  APPROPRIATIONS  COMMITTEE 
May  16,  1996 


Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  would  like  to  thank  you  for  this  opportunity  to  present 
testimony  in  support  of  a  number  of  programs  that  are  important 
to  my  district  and  the  Central  Valley  of  California. 

SUMMER  YOUTH  EMPLOYMENT  PROGRAM 

I  respectfully  request  that  the  Subcommittee  fund  the  Summer 
Youth  Employment  Program  at  $871  million  for  FY  97. 

I  have  always  been  a  strong  supporter  of  the  Summer  Youth 
Employment  Program  and  I  believe  there  is  an  urgent  need  for  its 
support  and  continuation.     The  positive  and  lasting  effects  that 
the  Summer  Youth  Employment  Program  has  had  on  the  lives  of 
teenagers  in  the  Valley  is  immeasurable. 

Crippled  by  one  of  the  highest  unemployment  rates  in  the 
country,  there  is  a  critical  need  for  the  Summer  Youth  Employment 
Program  in  the  Central  Valley.     Last  summer's  program  employed  an 
estimated  10,000  Valley  teenagers,  providing  many  with  their 
first  experience  in  the  work  force,  productive  and  meaningful 
activity  during  the  school  recess  and  a  small  income  to  help 
defray  the  costs  of  living  expenses. 

At  a  time  when  many  young  people  are  turning  to  crime  and 
juvenile  delinquency,  the  Summer  Youth  Jobs  Program  offers  our 
youth  with  a  positive  opportunity  to  improve  their  job  skills, 
learn  about  different  careers,  and  recognize  the  importance  of 
professional  responsibility. 

JOB  CORPS  PROGRAM 

I  respectfully  request  that  the  Subcommittee  fund  the  Job 
Corps  Program  at  $1,142  billion  for  FY  97. 

The  Job  Corps  program  provides  intensive  skill  training, 
academic  and  social  education  and  support  services  to  severely 
disadvantaged  young  people  in  controlled  residential  settings. 
The  Job  Corps  Center  in  Fresno  has  done  an  outstanding  job  of 
providing  new  opportunities  for  at-risk  youth  in  the  Central 
Valley.     In  an  area  afflicted  with  escalating  crime  rate,  gang 
activity  and  teen-age  pregnancy  rate,  continuing  our  commitment 
to  the  Job  Corps  program  will  provide  more  opportunities  for  the 
young  people  of  the  Central  Valley. 

CONSOLIDATED  HEALTH  CENTERS 

I  respectfully  request  that  the  Subcommittee  appropriate 
$759  million  in  funding  for  Consolidated  Health  Centers  in  FY97. 
My  congressional  district  faces  unique  challenges  in  meeting 
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the  primary  health  care  needs  of  its  residents.     Primarily  rural, 
with  a  low- income  population,  migrant  and  community  health 
centers  provide  affordable,  preventive  health  services  for 
difficult  to  serve  populations. 

While  the  challenges  of  delivering  primary  health  care  are 
great,  my  congressional  districts  has  one  of  the  most  successful 
networks  of  community  and  rural  health  centers  in  the  country. 
With  a  majority  latino  population,  many  of  whom  work  in 
agriculture,  migrant  health  centers  provide  culturally  sensitive 
comprehensive  primary  health  services.     In  addition,  community 
health  centers  provide  a  wide -range  of  preventive  health  services 
to  patients  who  would  otherwise  not  have  access  to  primary  care. 

The  continued  viability  of  community  and  rural  health 
centers  is  essential  in  maintaining  access  to  health  services  in 
my  congressional  district.     Without  appropriate  funding,  many  of 
the  centers  in  my  district  will  be  forced  to  close,  leaving 
thousands  of  Valley  residents  with  no  access  to  primary  care. 
Without  cost-effective  health  centers,  Valley  residents  will  be 
forced  to  rely  on  high- cost  hospital  emergency  rooms,  which  may 
be  more  than  an  hour's  drive  from  their  homes,  for  basic  health 
services . 

Undoubtedly,  community  and  rural  health  centers  have  proved 
to  be  a  cost-effective,  high  quality  provider  of  primary  health 
services,  and  should  continue  to  be  funded  at  a  level  that  will 
meet  the  increasing  demand  for  primary  health  services  in 
medically  under  served  areas. 

TITLE  X  FAMILY  PLANNING 

I  strongly  urge  the  Subcommittee  to  approve  $198  million  in 
funding  for  Title  X  Family  Planning  Services. 

My  district  is  consistently  ranked  as  having  one  of  the 
highest  teen  and  unplanned  pregnancy  rates  in  the  state  of 
California.     The  family  planning  clinics  in  my  district  provide 
important  information  and  health  care  to  individuals  who  might 
otherwise  be  denied  access  to  health  and  reproductive  services. 
The  operation  and  funding  of  these  family  planning  clinics  is 
essential  to  reducing  the  number  of  unwanted  pregnancies  and 
diagnosing  a  wide  range  of  health  problems  including  breast  and 
cervical  cancer,  and  sexually  transmitted  diseases. 

In  California,   eighty- five  percent  of  the  Title  X  clients 
have  incomes  below  100  percent  of  the  federal  poverty  level,  yet 
the  majority  are  ineligible  for  Medicaid  benefits.     For  many 
client,  a  visit  to  a  family  planning  clinic  provides  them  with 
much  needed  entry  into  the  health  care  system. 

Investments  in  family  planning  are  in  the  long-term  economic 
and  social  interest  of  our  communities.     A  variety  of  studies 
have  shown  that  for  every  dollar  spent  on  family  planning  in 
California,   $6  -  $12  are  saved  in  the  public  costs  associated 
with  unintended  pregnancies.     A  socially  responsible  and  fiscally 
sound  reproductive  health  policy  requires  that  affordable,  safe 
and  effective  family  planning  and  health  services  are  available. 

I  urge  the  Subcommittee  to  maintain  our  commitment  to 
providing  safe  and  affordable  family  planning  services,  and  to 
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fund  Title  X  at  $198  million  for  FY97. 

TITLE  I  GRANTS  FOR  EDUCATIONAL  ASSISTANCE 

I  respectfully  request  that  the  Subcommittee  fund  the  Title 
1  program  at  $7.7  billion  for  FY  97. 

Mr.  Chairman,  as  you  and  the  other  members  of  the 
Subcommittee  know,  the  Title  1  program  targets  resources  to 
school  districts  with  high  concentrations  of  economically 
disadvantaged  students.     With  the  resources  provided  through 
Title  1,  school  districts  are  able  to  focus  on  high-risk 
students,  providing  them  with  greater  opportunities  to  receive  a 
quality  education. 

My  district  has  one  of  the  highest  rates  of  children  living 
in  poverty  and  one  of  the  lowest  number  of  college -educated 
adults  in  the  nation.     The  Title  1  programs  are  essential  to  the 
future  of  the  children  and  the  communities  that  I  represent. 

By'  using  Title  1  funds  to  hire  instructional  aides,  schools 
in  my  district  have  been  able  to  provide  intensive  one- on- one 
counseling  and  instruction  to  students  and  their  parents.  These 
efforts  are  already  yielding  incredible  dividends  as  test  scores 
and  student  confidence  have  consistently  increased  in  recent 
years . 

Title  1  funds  are  also  used  to  fund  Migrant  Education  and 
Bilingual  and  Immigrant  Education,  programs  that  provide  critical 
services,  especially  in  the  agricultural -based  economy  of  the  San 
Joaquin  Valley.     The  Migrant  Education  Program  fills  a  vital  role 
by  making  sure  that  the  children  of  migrant  families  have  access 
to  a  decent  education.     These  children  face  special  challenges  in 
school  because  their  parents  often  move  from  place  to  place  in 
line  with  the  season. 

A  reduction  of  Title  1  dollars  -  -  similar  to  the  magnitude 
of  the  1996  fiscal  year  House  proposal  --  would  disproportion- 
ately impact  the  Central  Valley.     The  fiscal  year  199  6  House 
proposal  would  have  caused  a  17%  reduction  in  Title  1  funding 
causing  widespread  layoffs  of  instructional  aides  and  teachers. 
These  layoffs  would  only  place  greater  strains  on  Central  Valley 
schools,  and  make  it  more  difficult  to  educate  our  young  people. 

I  believe  it  is  critical  that  we  distinguish  between 
spending  that  can  be  categorized  as  consumptive,  and  spending 
that  can  be  categorized  as  investment.     In  my  view,  we  should  be 
increasing  --  not  decreasing  --  our  investment  in  education, 
which  provides  long-term  social  and  economic  benefits  to  our 
communities  and  to  our  nation  as  a  whole. 

GOALS  2000 

I  respectfully  request  that  the  Subcommittee  fund  the  Goals 
2000  Program  at  $491  million  for  FY  97. 

By  providing  flexible,   regulation- free  grants  to  States  and 
communities,  the  Goals  2000  program  will  allow  schools  to 
implement  improvement  plans  to  raise  student  academic 
achievement,   involve  parents  in  schools,  provide  additional 
teacher  training,  and  create  public -private  partnerships  between 
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schools  and  businesses. 

Many  Central  Valley  schools  have  been  awarded  Goals  2000 
grants  and  are  depending  on  continued  funding  to  meet  their  long- 
term  goals.     The  new  resources  made  available  through  Goals  2000 
will  enable  our  local  schools  to  better  serve  their  students. 

ADULT  EDUCATION  STATE  GRANTS 

I  urge  members  of  the  Subcommittee  to  fund  the  Adult 
Education  State  Grants  at  $304  million  for  FY  97. 

There  is  critical  need  for  the  Adult  Education  State  Grant 
program  in  my  district,  which  is  plagued  by  high  high- school  drop 
out  rates  and  adult  illiteracy.     In  addition,  over  the  past 
decade  thousands  of  Southeast  Asian  refugees  have  resettled  in 
California's  San  Joaquin  Valley.     The  impact  of  refugees  on  local 
communities  has  been  both  unprecedented  and  dramatic.     While  the 
refugees  have  proved  themselves  to  be  hardworking,  and  have 
greatly  contributed,  numerous  problems  have  been  created  or 
exacerbated  by  this  rapid  influx  of  refugees,  who  come  to  the 
United  States  without  a  basic  understanding  of  American  cultural 
and  social  practices. 

Adult  education  state  grants  help  to  address  the  problems 
resulting  from  high  drop  and  refugee  resettlement  by  assisting 
individuals  in  improving  their  basic  academic  and  vocational 
skills,  and  teaching  English  to  non- English  speakers.     Ensuring  a 
solid  foundation  of  basic  educational  and  English  language  skills 
increases  employment  opportunities,  professional  advancement,  and 
self  sufficiency.     Investing  in  adult  education  will  lead  to 
reduced  welfare  dependency  and  increased  economic  opportunity 
growth.     It  makes  good  economic  sense  for  Federal  and  State 
governments  to  invest  in  programs  which  prepare  those  on  public 
assistance  for  jobs  which  pay  a  living  family  wage. 
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Statement  of  Congressman  Donald  Payne 
Before  the  House  Labor,  Health 
and  Human  Services,  Education  and  Related  Agencies 
Appropriations  Subcommittee 

May  16, 1996 

Mr.  Chairman,  and  Members  of  the  Subcommittee,  on  behalf  of  the  10th  Congressional 
District  of  New  Jersey,  and  the  City  of  Newark,  I  am  sincerely  grateful  for  the  opportunity 
to  appear  before  you.  I  am  here  today  to  offer  my  enthusiastic  support  for  a  key 
initiative  being  proposed  by  the  City  of  Newark,  New  Jersey,  the  Newark  Teen 
Pregnancy  PreventionA.ow  Birth-Weight  Babies  Project. 

The  City  and  I  are  seeking  the  support  and  partnership  of  this  Subcommittee  to  further 
implement  a  critically-needed  initiative  to  reduce  Newark's  teen  pregnancy  rate  and  to 
improve  the  outcomes  of  those  pregnancies  that  do  occur.  I  respectfully  ask  this 
Subcommittee  to  consider  an  appropriation  of  $811,000,  which  the  City  will  use  to 
leverage  with  already  dedicated  local  funds  and  resources. 

Like  many  urban  metropolitan  areas  across  this  nation,  Newark  suffers  from  a  host  of 
public-health  challenges  and  concerns.  I  wish  to  call  particular  attention  to  the 
uniqueness  of  our  situation,  however,  in  that  in  addition  to  our  high  incidence  of  AIDS, 
tuberculosis,  and  substance  abuse  we  are  also  facing  the  double  challenge  of  a 
desperately  high  teen  pregnancy  rate,  as  well  as  an  enormously  high  infant  mortality 
rate. 

I  think  you  will  be  startled  to  learn  that  in  a  1989  profile  of  the  nation's  one  hundred 
largest  cities,  Newark  ranked  92nd  in  our  teenage  pregnancy  rate.  Even  more  alarming, 
however,  is  that  we  also  had  the  3rd  highest  infant  mortality  rate  of  ail  the  cities 
surveyed.  Mr.  Chairman,  this  is  not  a  record  that  we  are  terribly  proud  of,  and  that  is  why 
I  have  come  before  you  today,  in  support  of  an  initiative  that  wili  help  us  to  turn  those 
statistics  around.  I  believe,  as  I  know  you  do  also,  that  Newark's  babies  deserve  a 
healthier  start. 

The  project  that  the  City  has  already  embarked  upon,  and  for  which  we  are  seeking  your 
assistance,  is  a  comprehensive  prevention,  intervention,  and  case  management  program 
that  would  help  young  teenage  girls  in  identifying  their  pregnancies  early  in  their  terms. 
Mr.  Chairman,  our  hope  is  that  early  pregnancy  detection  wouid  allow  these  young 
mothers  to  begin  prenatal  care  at  the  earliest  possible  stages  of  their  pregnancies,  in  an 
effort  to  reduce  infant  mortality  and  to  improve  their  pregnancy  outcomes. 

Again,  Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  in  support  of  this  critically 
needed  project.  I  trust  that  you  will  give  the  Newark  Teen  Pregnancy  Prevention/Low 
Birth-Weight  Babies  Project  favorable  consideration  as  you  craft  the  FY97  Labor,  Health 
and  Human  Services,  Education,  and  Related  Agencies  Appropriations  Bill. 
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STATEMENT  OF  CONGRESSMAN  JOHN  J.  LAFALCE 
HEARING  OF  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR-HHS- EDUCATION 

MAY  15,  1996 

Chairman  Porter,  I  want  to  thank  you  for  calling  this  hearing  on 
the  Fiscal  Year  1997  appropriations  for  Labor,  Health  and  Human 
Services  and  Education.     With  respect  to  appropriations  for  the 
Department  of  Labor,  I  would  like  to  express  my  ardent  support 
for  full  funding  of  Title  IV-B  of  the  Job  Training  Partnership 
Act,  more  commonly  known  as  the  Job  Corps  program.     The  Job  Corps 
program  located  in  my  district,  the  Iroguois  Job  Corps  Civilian 
Conservation  Center,  has  experienced  financial  difficulty  and  has 
been  unable  to  construct  a  much-needed  recreational  athletic 
facility  on  its  rather  spartan  campus,  and  it  is  my  hope  that 
full  funding  will  enable  the  construction  of  this  facility  as 
well  as  further  enhancement  of  this  program. 

The  Job  Corps  program  provides  an  invaluable  service  to  many  of 
our  disadvantaged  young  people  -  individuals  who  haven't  been 
afforded  the  same  economic  and  educational  advantages  that  I  or 
most  of  our  congressional  colleagues  have  had.     According  to  the 
U.S.  Department  of  Labor's  statistics,  the  typical  Job  Corps 
student  is  an  18-year  old  ethnic-minority  male  who  is  reading  at 
an  8th  grade  level,  at  best;  he  is  also  a  high  school  drop-out 
who  has  never  held  a  full-time  job.     Clearly  this  person  is  at  a 
critical  juncture  in  his  young  life,  and  is  someone  who  is  at 
great  risk  for  never  achieving  his  potential. 

Who  will  help  this  person  who  is  hovering  on  the  fringes  of 
society?    Who  will  give  him  the  skills  and  support  that  he  needs 
to  be  able  to  take  care  of  himself  and  a  family,  to  get  a  job,  to 
have  some  self-respect? 

Job  Corps  is  part  of  the  answer  to  these  guestions,  I  believe. 
This  program  is  unusually  intensive,  operated  in  a  residential 
group  setting,  and  is  designed  to  guide  these  young  people  to 
become  more  responsible,  employable  and  productive  citizens. 
There  are  certain  inalienable  rights  that  all  Americans  share, 
and  one  of  those  is  the  right  to  work  -  the  right  to  a  job.  Yet 
without  certain  basic  skills  and  training,  this  fundamental  right 
becomes  an  impossibility  for  many. 

We  need  more  programs  like  Job  Corps  that  focus  on  raising  the 
skill  level  of  young  people  -  that  provide  much-needed  vocational 
training,  career  counseling,  remedial  learning,  and  social  skills 
development  to  enable  these  young  adults  to  rise  up  and  take  full 
responsibility  for  their  lives. 

The  latest  statistics  from  the  Department  of  Labor  tell  the  true 
story  -  the  Job  Corps  program  is  a  major  success.     It  has  placed 
74%  of  its  students  in  jobs  or  further  education.     This  program 
is  definitely  working,  not  only  for  these  young  people  but  for 
entire  communities,  indeed  for  the  entire  country.     As  we  all 
know,  productive  working  citizens  have  a  very  different 
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perspective  regarding  society  and  its  laws  than  do  young, 
unemployed  high-school  drop-outs.     Now  is  not  the  time  to  cut 
back  on  valuable  programs  such  as  this,  but  instead  we  must 
continue  our  investment  in  the  future  of  these  young  people  who 
are  standing  at  the  edge  of  a  dangerous  societal  precipice. 
Let's  offer  them  our  hand,  shall  we? 
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TESTIMONY  OF  CONGRESSMAN  TERRY  EVERETT 
BEFORE  THE 

HOUSE  LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND  EDUCATION 
APPROPRIATIONS  SUBCOMMITTEE 

FY  97  BUDGET  REQUEST 

MAY  16,  1996 

Mr.  Chairman,  i  appreciate  having  the  opportunity  to  provide  this  testimony  on  the 
FY  97  funding  levels  for  programs  within  the  oversight  of  your  subcommittee.  In 
particular,  I  would  like  to  focus  on  two  programs  that  are  important  to  my  district. 


Job  Corps  Program 

The  mission  of  Job  Corps,  as  defined  by  Public  Law  97-300,  is  "to  assist  young 
individuals  who  need  and  can  benefit  from  an  unusually  intensive  program,  operated  in  a 
group  setting,  to  become  more  responsible,  employable,  and  productive  citizens."  Job 
Corps  is  different  from  any  other  national  job  training  program  administered  by  the  federal 
government.  It  is  a  residential  program  operated  24  hours  a  day,  seven  days  a  week.  Job 
Corps  provides  students  living  in  a  disruptive  environment  with  the  support  they  need  in 
order  to  positively  transform  their  lives.  Since  1964,  Job  Corps  has  provided  more  than 
1.6  million  disadvantaged  youths  with  the  academic,  vocational,  and  social  skills  needed  to 
become  productive,  tax-paying  members  of  society.  While  all  federally  sponsored  social 
programs  are  noble  in  their  cause,  not  all  work.  Job  Corps  has  an  exceptional  record,  and 
therefore  should  be  continually  funded  at  an  appropriate  level. 

The  FY  1996  funding  level  for  Job  Corps  was  $1.09  billion;  an  increase  of  about 
4%  from  the  FY  1995  level.  While  I  understand  the  need  to  eliminate  or  reform  many  of 
the  inefficient  federally  sponsored  programs,  we  must  continue  to  support  those  that  are 
effective  as  well  as  efficiently  managed.  It  is  my  earnest  belief  that  the  Job  Corps  program 
fits  this  mold. 


The  entire  Montgomery  community  has  been  involved  in  the  procurement  process 
of  the  Job  Corps  campus  and  will  remain  committed  to  making  the  Montgomery  center  the 
best  in  the  country.  As  a  community,  Montgomery  was  very  fortunate  to  be  selected  as  a 
Job  Corps  site  and  would  like  to  ensure  appropriate  funding  remains  available  to  see  the 
center  open  in  1997. 

Montgomery  is  the  ideal  site  for  a  Job  Corps  Center  because  it  represents  the  center 
of  what  is  commonly  known  as  the  Black  Belt  region,  one  of  the  poorest  in  the  nation,  but 
also  offers  a  variety  of  career  opportunities.  Montgomery  will  also  serve  youths  from 
outside  the  immediate  area,  benefiting  young  people  and  communities  hundreds  of  miles 
away.  This  center  will  provide  the  catalyst  that  is  needed  to  encourage  many  young  people 
who  are  facing  their  last  chance  and  their  best  chance  at  a  productive  place  in  our  society  to 
join  the  work  force  instead  of  increasing  the  welfare  state.  Alabama  will  benefit  not  only 
because  a  campus  will  be  provided  for  the  in-need  young  people,  but  also  from  the  training 
and  education  these  students  will  bring  back  to  their  communities. 

The  U.S.  Department  of  Labor  will  solicit  bids  for  the  operation  of  the  Montgomery 
Job  Corps  Center  in  July  of  this  year.  The  center  is  scheduled  to  begin  training  young 
people  in  September  of  1997.  It  is  important  to  note  that  the  annual  operating  cost  of  the 
Montgomery  center  is  estimated  at  $4.9  million  to  $5.6  million,  well  below  the  average  $10 
million  cost  that  was  discussed  in  last  years  conference  report.  Also,  the  Job  Corps  center 
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in  Montgomery  has  already  acquired  32  acres  of  land  donated  by  the  State  Board  of 
Education.  This  land  was  conveyed  to  the  Montgomery  County  Commission  solely  for 
this  purpose. 

The  Job  Corps  program  helps  train  an  average  of  680  unemployed,  underprivileged 
young  people  a  year  in  each  center.  No  other  program  in  America  over  the  past  35  years 
comes  close  to  matching  its  superb  track  record,  nor  is  any  residential  program  as  cost 
effective.  Job  Corps  works,  and  the  Montgomery  area  is  committed  to  its  goal. 

Impact  Aid 

The  second  item  that  I  would  like  to  discuss  is  Impact  Aid.  In  his  proposed  FY  97 
budget  released  March  19,  President  Clinton  reduced  funding  for  impact  aid  to  $617 
million  and  eliminated  eligibility  for  off-base,  low-rent  housing  and  civilian  students.  The 
president  also  zeroed  out  funding  for  Section  8002  (federal  property)  and  Section  8006 
(increased  military  dependents)  of  the  impact  aid  program. 

Mr.  Chairman,  I  represent  the  Second  Congressional  District  of  Alabama  which  is 
heavily  impacted  by  two  major  military  installations;  Air  University  at  Maxwell  Air  Force 
Base,  including  the  Standard  Systems  Group  at  the  Gunter  Annex,  and  the  Army's 
Aviation  Center  at  Ft.  Rucker. 

Seventeen  separate  school  systems  in  my  district  are  impacted  by  these  military 
bases,  with  almost  15,000  students  who  are  federally  connected.  In  FY  95,  that  amounted 
to  a  direct  payment  of  nearly  $1.9  million.  That  may  not  seem  like  much  here  in 
Washington,  but  to  those  school  systems  in  my  district,  it's  a  matter  of  survival.  It  has 
been  made  very  clear  to  me  by  school  superintendents  from  my  district  that  this  program 
represents  the  only  federal  dollar  to  Alabama  school  systems  that  is  not  specifically 
earmarked,  giving  each  school  system  the  flexibility  to  manage  their  schools  in  a  way  that 
best  suits  their  individual  needs.  Impact  aid  funds  only  a  small  percent  of  the  cost  of 
educating  a  federal  student  in  Alabama,  and  the  citizens  of  Alabama  are  responsible  for 
providing  the  remainder  of  the  cost  of  educating  a  federal  student  through  local  and  state 
taxes. 

Of  those  seventeen  school  systems,  Daleville  City,  Enterprise  City,  Montgomery 
and  Ozark  City  are  most  dependent  upon  Impact  Aid.  According  to  the  federal  need  index, 
these  students  make  up  34.5%,  25.1%,  15.8%  and  21.1%  of  the  operating  budgets  of  the 
school  systems  respectively. 

I  don't  have  to  tell  you,  or  the  Members  of  this  Subcommittee  how  important 
Impact  Aid  is  to  federally  impacted  school  systems.  As  you  all  know,  this  funding  is 
basically  a  reimbursement  for  tax  revenues  these  communities  would  otherwise  receive. 
Without  this  assistance,  the  addition  of  federally  connected  students  in  the  classrooms 
would  unfairly  burden  the  entire  school  system.  I  firmly  believe  this  is  a  quality  of  life 
issue  for  the  children  of  the  men  and  women  in  uniform  who  deserve  to  have  access  to  a 
decent  education. 

Mr.  Chairman,  let  me  thank  you  and  all  Members  of  the  subcommittee  for  allowing 
me  the  opportunity  to  share  my  support  for  the  Job  Corps  and  Impact  Aid  programs.  I 
know  that  the  subcommittee  is  working  hard  to  fund  those  domestic  programs  that  most 
benefit  our  Nation,  within  the  confines  of  a  balanced  budget  by  2002,  and  I  believe  both  of 
these  programs  fit  well  within  those  parameters. 


Thank  you  Mr.  Chairman. 
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TESTIMONY  OF  THE  HONORABLE  MICHAEL  D.  CRAPO 
Of  IDAHO 

BEFORE  THE  LABOR,   HEALTH  AND  HUMAN  SERVICES,   AND  EDUCATION 
APPROPRIATIONS  SUBCOMMITTEE 
MAY  16,  1996 

MR.  CHAIRMAN,  I  THANK  YOU  AND  THE  MEMBERS  OF  THE  COMMITTEE  FOR 
ALLOWING  ME  THE  OPPORTUNITY  TO  SUBMIT  TESTIMONY  BEFORE  YOUR 
SUBCOMMITTEE  TODAY  REGARDING  FISCAL  YEAR  1997  APPROPRIATIONS. 
SPECIFICALLY,  I  WOULD  LIKE  TO  ADDRESS  APPROPRIATIONS  FOR  THE  IMPACT 
AID  PROGRAM. 

IMPACT  AID  IS  A  FEDERAL  PROGRAM  THAT  IS  VITALLY  IMPORTANT  TO  MORE 
THAN  1,600  SCHOOLS  AND  20  MILLION  CHILDREN  ACROSS  THE  COUNTRY. 
THIS  PROGRAM  IS  BASED  UPON  THE  SHARED  RESPONSIBILITIES  OF  FEDERAL, 
STATE  AND  LOCAL  GOVERNMENTS  TO  ENSURE  THAT  ALL  SCHOOL  DISTRICTS 
RECEIVE  THE  FUNDING  NEEDED  TO  EDUCATE  OUR  NATION'S  CHILDREN. 
CHILDREN  LIVING  ON  INDIAN  RESERVATIONS,  THE  CHILDREN  OF  OUR 
NATION'S  MILITARY  PERSONNEL,  AND  OTHER  TYPES  OF  FEDERAL  CHILDREN 
ARE  ALL  AFFECTED  BY  THIS  PROGRAM.  IN  AREAS  WHERE  THE  FEDERAL 
GOVERNMENT  OWNS  A  SIGNIFICANT  PORTION  OF  THE  LAND,  AND  IS  THEREFORE 
EXEMPT  FROM  PROPERTY  TAXES,  IT  IS  DIFFICULT  FOR  SCHOOL  DISTRICTS  TO 
COMPENSATE  FOR  THE  LOST  REVENUE  THAT  WOULD  OTHERWISE  BE  PROVIDED 
THROUGH  PROPERTY  TAXES.  THROUGH  THE  IMPACT  AID  PROGRAM  THIS  MONEY 
CAN  BE  RECOUPED. 

IN  MY  IDAHO  CONGRESSIONAL  DISTRICT  THE  IMPACT  AID  PROGRAM  PROVIDED 
$4,424,767.00  IN  FY  95.  THIS  AMOUNTED  TO  $1,370  PER  STUDENT.  THE 
BALANCE  OF  THE   $3,375   IT  COSTS  TO  EDUCATE  A  STUDENT  IN  IDAHO  WAS 
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MADE  UP  THROUGH  LOCAL  TAXES.  THESE  FUNDS  HELPED  TO  ENSURE  THAT 
IDAHO  STUDENTS  IN  FEDERALLY  IMPACTED  AREAS  RECEIVED  THE  SAME 
QUALITY  EDUCATION  OPPORTUNITIES  THAT  STUDENTS  IN  OTHER  PARTS  OF  THE 
STATE  RECEIVE. 

WITHIN  MY  DISTRICT  STUDENTS  ARE  IMPACTED  BY  FUNDING  IN  THIS  PROGRAM 
BECAUSE  THEIR  PARENTS  ARE  MILITARY,  THEY  ATTEND  SCHOOLS  ON  INDIAN 
RESERVATIONS,  OR  ARE  THEY  ARE  RELATED  TO  OTHER  FEDERAL  FACILITIES. 
I  KNOW  PERSONALLY  THE  IMPACT  THESE  FUNDS  HAVE  ONE  SCHOOLS  AND 
STUDENTS  IN  IDAHO  BECAUSE  MY  OWN  CHILDREN  ATTEND  SCHOOLS  THAT  ARE 
FEDERALLY  IMPACTED  IN  IDAHO  FALLS,  IDAHO.  WHILE  THEY  ARE  NOT 
"FEDERAL  CHILDREN"  THEY  LIKE  MANY  OTHER  CHILDREN  ACROSS  THE  COUNTRY 
FEEL  THE  EFFECTS  IN  THEIR  EDUCATION  THAT  SOMETIMES  IMPACT  A  SCHOOL 
DISTRICT  THAT  DOES  NOT  RECEIVE  THE  REVENUE  BENEFITS  THAT  PROPERTY 
TAXES  CAN  PROVIDE.  I  BELIEVE  THE  FEDERAL  GOVERNMENT  HAS  A  UNIQUE 
RESPONSIBILITY  TO  PROVIDE  HELP  TO  THESE  STUDENTS  AND  COMMUNITIES. 

FOR  THESE  REASONS,  I  RESPECTFULLY  REQUEST  THAT  THE  FUNDING  FOR  THE 
IMPACT  AID  PROGRAM  BE  FUNDED  AT  A  LEVEL  NO  LOWER  THAN  THE  FY  9  5 
LEVEL  OF  $728  MILLION.     THANK  YOU. 
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ZOE  LOFGREN  PuakReskmoTo: 

laTH  OSTmCT.  CAUFOttNIA  □  liaCANNONBUUWO 

Wasmnoton,  DC  20618 


Congress  of  tfie  Winittb  States  □  «"»*».. 


OBtafyington,  BC  20515-0516 


Testimony  of 
Congresswoman  Zoe  Lofgren 

before  the  Appropriations  Subcommittee  on 
Labor,  Health  &  Human  Services,  and  Education 
May  16,  1996 

Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  allowing  me  this 
opportunity  to  testify.  I  realize  that  you  will  hear  similar  testimony  from  many  Members, 
so  I  will  keep  my  comments  very  short.  I  do  feel  it  was  important,  however,  to  come 
before  you  in  support  of  the  Job  Corps  Program. 

I  believe  that  we  have  a  responsibility  to  every  child  in  this  country-to  ensure 
their  safety,  their  health  and  their  well-being.  And  while  our  States  and  localities  take 
the  lead  in  many  areas,  it  is  up  to  us  in  this  Congress  to  help  out  where  needed, 
especially  for  those  children  who  are  falling  through  the  cracks  of  our  system. 

The  Job  Corps  program  is  an  element  of  this  Federal  safety  net,  providing  a  safe 
haven  and  a  second  chance  for  at-risk  and  disadvantaged  youth.  The  results  speak  for 
themselves:  seventy  percent  of  youths  served  by  Job  Corps  find  jobs,  join  the  military  or 
pursue  higher  education.  It  is  a  positive  outcome  for  at-risk  youth  who  could  otherwise 
be  unemployed,  be  on  welfare,  .or  turn  to  lives  of  crime.  It  is  also  a  wise  investment  in 
our  community:  Job  Corps  reduces  the  number  of  youths  in  our  criminal  system  and  on 
our  welfare  rolls  and  increases  the  number  of  tax-paying,  constructive  members  of 
society. 

Few  programs  are  perfect  and  Job  Corps  is  no  exception.  But  recent  program 
enhancements,  including  a  zero  tolerance  policy  for  drugs  and  violence,  mandatory  drug 
testing,  and  longer  term  tracking  of  Job  Corps  participants  will  strengthen  the  program.  I 
believe  that  these  changes  underline  the  Job  Corps'  serious  commitment  to  address 
community  concerns,  so  that  the  program  will  continue  to  improve.  I  think  that  my  own 
Job  Corps  center,  based  in  San  Jose,  exemplifies  this  commitment,  recently  winning  two 
national  awards  for  its  excellence.  I  support  excellence,  and  I  ask  for  your  support  for 
the  Job  Corps  program. 


Once  again,  I  thank  you  for  your  time. 
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Statement 
of 

Congressman  Ed  Whitfield 
First  District,  Kentucky 

to 

Committee  on  Appropriations 
Subcommittee  on  Labor,  Health  and  Human  Services 

May  16.1995 

Mr.  Chairman,  I  appreciate  having  the  opportunity  to  voice  my  support  for  the  Job  Corps 
program  before  your  Subcommittee. 

The  largest  Job  Corps  facility  is  located  in  my  District.  The  Earle  C.  Clements  Job  Corps 
Center  in  Morganfield,  Kentucky,  serves  2,200  disadvantaged  youth. 

Their  mission  is  to  provide  quality  job  training  in  a  student-oriented  program.  By  targeting  the 
needs  of  students  to  prepare  them  for  the  job  market,  Job  Corps  is  providing  a  dual  service  — 
to  the  young  men  and  women  enrolled  in  training  programs  and  to  our  society.  It  serves 
students  by  giving  them  the  skills  and  esteem  they  need  to  become  more  responsible,  employable 
and  productive  citizens.  It  also  serves  society  by  providing  training  to  individuals  who  otherwise 
might  not  have  the  skills  needed  to  hold  a  job  or  pursue  a  career. 

Job  Corps  offers  these  students  the  opportunity  to  succeed. 
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Mr.  Chairman,  this  is  a  program  that  works.  National  statistics  show  that  last  year  73  percent 
of  all  Job  Corps  participants  found  jobs  or  pursued  higher  education.  Forty-six  percent  of  those 
eligible  obtained  their  GED. 

The  results  at  the  Earle  C.  Clements  Job  Corps  Center  topped  these  national  averages.  At  the 
Clements  Center,  83  percent  of  all  participants  found  jobs  or  went  on  to  higher  education.  This 
is  impressive  considering  that  80  percent  of  the  students  were  high  school  drop-outs  and  37 
percent  came  from  families  on  public  assistance. 

Across  my  District,  business  owners  and  management  complain  about  the  lack  of  skilled  workers 
in  the  labor  force.  Job  Corps  helps  meet  that  demand  by  providing  individuals  specialized 
training  in  such  trades  as  carpentry,  auto  mechanics,  computer  repair  and  health  occupations. 
Students  also  learn  social  skills  to  complement  their  training. 

Mr.  Chairman,  Job  Corps  is  a  success  story.  Throughout  the  104th  Congress,  we  have  taken 
great  strides  to  limit  government  bureaucracy  and  eliminate  duplicative  and  ineffective  programs. 

Job  Corps  is  a  prime  example  of  a  federal  program  that  works.  It  is  an  investment  in  our  future. 

I  want  to  commend  the  Subcommitee  for  all  their  work  in  securing  Job  Corps  funding  in  the  past 
and  hope  the  House  will  support  continued  funding  in  the  FY  1997  budget. 
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Testimony  of 
The  Honorable  Neil  Abercrombie 
First  District  of  Hawaii 
May  15, 1996 

Before  the  House  Appropriations  Subcommittee  on  Labor,  HHS,  and  Education 
Hearing  on  Job  Corps  Program 

Mr.  Chairman,  I  am  writing  to  express  my  wholehearted  support  of  the  Job  Corps 
program  and  to  reinforce  the  tremendous  need  among  at-risk  youth  in  Hawaii  that 
is  addressed  by  the  Hawaii  Job  Corps  Center  in  Waimanalo. 

I  am  proud  to  have  taken  part  in  the  dedication  of  the  new  Hawaii  Job  Corps 
center  in  Waimanalo  last  fall.  This  outstanding  facility  has  the  strong  support  of 
the  community  -  from  local  business  people  and  local  leaders,  to  Governor  Ben 
Cayetano.  We  are  all  delighted  to  have  this  Job  Corps  center  to  help  address  the 
needs  of  our  more  than  13,500  young  people  who  are  living  in  poverty.  In  fact, 
each  year  the  Hawaii  center  will  help  465  students  to  become  taxpayers  in  the 
workforce.  More  importantly,  the  center  exemplifies  the  true  spirit  of  Aloha  by 
embracing  the  many  cultures  of  Hawaii  and  its  children. 

As  you  know,  Job  Corps  is  an  investment  in  our  future.  For  $67  per  student  per 
day,  it  provides  our  most  vulnerable  young  people  with  the  education  and  training 
they  need.  Moreover,  it  delivers  strong  results  on  our  investment.  In  1994,  73 
percent  of  Job  Corps  students  nationwide  entered  the  workforce  or  went  on  to 
higher  education.  As  such  Job  Corps  is  a  top-notch  deficit  reduction  tool.  It  adds 
to  the  economic  growth  of  our  nation  and  helps  to  fulfill  our  moral  obligation  to 
train  impoverished,  hopeless  youth.  Our  investment  in  Job  Corps  is  one  that  we 
need  to  continue. 

I  greatly  appreciate  the  Committee's  strong  support  for  Job  Corps  in  past  years, 
and  I  urge  you  to  fund  the  program  at  the  level  proposed  by  the  Clinton 
Administration  in  the  FY 199 7  budget 
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REPRESENTATIVE  TOM  LATHAM 
IOWA  -  FIFTH  DISTRICT 

STATEMENT  BEFORE  THE  SUBCOMMITTEE  ON  LABOR,  HEALTH 
AND  HUMAN  SERVICES,  AND  EDUCATION 

COMMITTEE  ON  APPROPRIATIONS 

Thank  you,  Mr.  Chairman,  for  allowing  me  to  submit  my  testimony  before 
the  Subcommittee.  I  appreciate  the  scrutiny  with  which  the  Subcommittee 
must  consider  these  programs  during  this  time  of  fiscal  restraint.  However, 
I  am  confident  that  you  recognize  that  there  are  certain  programs  whose 
existence  are  crucial  in  order  to  continue  to  afford  the  necessary  opportunities 
for  America's  youth.  I  would  like  to  ask  the  Subcommittee  to  include  in  its 
appropriations  bill  adequate  funding  for  Job  Corps,  which  plays  such  an 
important  role  in  communities  throughout  the  country. 

In  my  home  state  of  Iowa  we  are  fortunate  to  have  an  outstanding  Job  Corps 
center  in  Denison  that  is  a  vital  part  of  the  community.  Denison  Job  Corps 
center  students  recognize  the  opportunity  and  embrace  the  responsibilities  that 
come  with  it.  As  these  students  strive  to  transform  their  lives  in  Job  Corps, 
they  regularly  take  the  time  to  ensure  that  others  in  the  community  benefit 
from  the  skills  they  acquire.  It  is  estimated  that  Job  Corps  participants  have 
contributed  more  than  $15,000  worth  of  services  to  the  surrounding 
community  during  the  last  two  years. 

The  Denison  Job  Corps  center  helps  to  address  the  needs  of  our  state's  more 
than  61,000  at-risk  youth.  Each  year  the  center  provides  450  disadvantaged 
young  people  from  Iowa  and  the  surrounding  region  with  the  academic, 
vocational,  and  social  skills  needed  to  become  productive,  tax-paying 
members  of  society.  In  fact,  84%  of  Denison  students  are  placed  into  jobs  or 
higher  education.  This  is  considerably  higher  than  the  still  impressive 
placement  rate  of  73%  for  Jobs  Corps  nationally.  What's  more,  Job  Corps 
students  who  enter  jobs  start  at  an  average  wage  that  is  more  than  30% 
higher  than  the  national  minimum  wage.  Considering  the  fact  that  80%  of 
these  students  are  high  school  drop-outs,  70%  have  never  held  a  full  time  job 
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and  more  than  40%  are  from  families  on  public  assistance,  these  results 
convince  me  that  Job  Corps  is  a  sound  investment  that  we  should  continue. 

We  have  to  make  difficult  choices  in  the  appropriations  process.  Job  Corps 
is  a  program  with  proven,  quantifiable  results  for  our  tax  dollars.  I  am 
confident  that  by  continuing  to  fund  Job  Corps  we  are  making  a  sound 
investment  in  America's  youth  one  community  at  a  time. 
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Testimony  of  Representative  Vic  Fazio 
Before  the  House  Appropriations  Subcommittee 
on  Labor,  Health  and  Human  Services,  and  Education 
May  15,  1996 

Mr .   Chairman : 

Thank  you  for  the  allowing  me  the  opportunity  to  present 
written  testimony  in  support  of  the  national  Job  Corps  program, 
and  specifically,   for  the  Sacramento  Job  Corps  Center. 

As  you  know,   the  Job  Corps  is  designed  to  assist  young 
people  who  need  the  wide  range  of  services  provided  in  the 
residential  setting  of  a  Job  Corps  Center.     These  services 
include  basic  education,  vocational  skills  training,  work 
experience,   counseling,   health  care  and  related  support  services. 

The  unique  combination  of  training  and  support  services 
provided  in  the  Job  Corps  program  better  prepares  Job  Corp 
participants  to  obtain  gainful  employment,  pursue  further 
education  or  training,   or  satisfy  entrance  requirements  for 
careers  in  the  armed  services . 

Job  Corps  operates  through  a  partnership  of  government, 
labor  and  the  private  sector.     The  Government  provides  the 
facilities  and  equipment  for  Job  Corps  Centers.     It  also  provides 
funding  for  recruiting  new  students,  center  operations,  and 
placement  of  students  upon  termination. 

In  conjunction  with  the  private  sector,  Job  Corps  Centers 
provide  comprehensive  training  in  basic  and  vocational  education, 
work  experience,   counseling,   enrichment  activities  and  job 
placement  assistance. 

In  my  district,   the  Sacramento  Job  Corps  Center  and  the 
programs  that  it  administers  serves  thousands  of  economically  and 
socially  depressed  young  people  in  the  Sacramento  area.  As 
someone  who  encouraged  the  development  of  the  Job  Corps  Center  in 
Sacramento  almost  two  decades  ago,   I  am  justifiably  proud  of  the 
Sacramento  Job  Corps  program's  operations  and  achievements. 

The  Sacramento  area  is  fortunate  to  have  one  of  the  Job 
Corps'   110  campuses,  providing  education  and  training  for  over 
500  young  at-risk  men  and  women  annually.     The  Sacramento  Job 
Corps  Center  was  established  in  1978  and  employs  a  total  of  160 
area  residents.     The  Center  not  only  benefits  our  community 
financially,   contributing  more  than  $6  million  to  the  local 
economy,  but  its  students  have  also  performed  literally  hundreds 
of  thousands  of  dollars  of  value  in  community  improvement  and 
renovation  and  volunteer  projects. 
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Service  to  the  community  has  been  the  hallmark  of  the 
Sacramento  Job  Corps  Center  and  its  students  have  contributed  to 
the  region  in  many  ways.     They  have  painted  the  public  television 
station's  new  studios,   renovated  city  parks  facilities,  painted 
community  churches,   repaired  roads  and  parking  areas  in  the  El 
Dorado  National  Forest,   filled  sandbags  during  recent  floods,  and 
assisted  in  various  neighborhood  projects. 

As  a  long  term  supporter  of  the  Job  Corps  program,  both  in 
Sacramento  and  throughout  the  nation,   I  continue  to  believe  that 
the  Job  Corps'  mission  of  preparing  disadvantaged  young  people 
for  productive  lives  and  futures  should  be  strongly  supported  by 
the  Congress. 

I  encourage  the  Subcommittee  to  fully  fund  the  Job  Corps 
program  for  fiscal  year  1997. 
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Statement  of 
REP.  GEORGE  E.  BROWN,  JR. 
to  the 

Committee  on  Appropriations 

Subcommittee  on  Labor,  Health  and  Human  Services, 
and  Education 

U.S.  House  of  Representatives 

May  15,  1996 


Mr.  Chairman,  I  appreciate  having  the  opportunity  to  present  my  testimony 
before  you  and  the  Subcommittee  in  support  of  funding  for  Job  Corps.  I  would  like  to 
focus  my  remarks  on  the  Job  Corps  program  as  it  functions  locally  in  the  communities 
of  the  Inland  Empire  region  of  Southern  California. 

The  Inland  Empire  Job  Corps  Center  is  located  in  San  Bernardino,  California 
and  currently  has  more  than  300  students  enrolled  in  13  different  vocations.  When 
they  graduate,  they  will  join  the  ranks  of  our  workforce  as  machinists,  nurses, 
carpenters,  and  other  professionals. 

I  know  that  the  Subcommittee  has  acknowledged  the  accomplishments  of  the 
Job  Corps  in  the  past,  and  I  appreciate  having  had  the  opportunity  to  submit  testimony 
in  previous  sessions  in  support  of  Job  Corps.  I  strongly  encourage  the 
Subcommittee's  continuation  and  expansion  of  our  nation's  premier  and  most  cost- 
effective  residential  training  program. 

I  am  extremely  proud  of  the  work  being  done  by  and  the  accomplishments 
being  achieved  at  the  Inland  Empire  Job  Corps  Center.  Within  the  past  year,  more 
than  100  students  have  obtained  their  high  school  or  GED  diploma,  over  190  have 
completed  specific  vocational  training,  and  a  total  of  237  students  have  been  placed  in 
jobs. 
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Statement  of  Rep.  George  E.  Brown,  Jr. 
page  two 


The  Inland  Empire  Center  ranks  first  among  110  centers  in  job  placement.  One 
reason  for  this  prestigious  position  is  the  strong  relationship  the  center  has  with  the 
San  Bernardino  Housing  Authority  which  has  hired  over  30  students  for  an 
apprenticeship  program.  Here  students  use  the  skills  they  have  attained  while  at  the 
center  to  rehabilitate  local  apartments  and  houses.  After  a  six  month  apprenticeship, 
the  students  earn  higher  wages  and  go  on  to  become  permanent  employees. 

Through  Job  Corps,  as  a  community,  as  a  state,  and  as  a  nation  we  reap  far 
more  than  we  sow.    The  benefits  of  the  program  far  outweigh  the  costs.  Thanks  to 
your  support,  the  Inland  Empire  Job  Corps  Center  is  first  on  the  list  for  a  new 
dormitory  that  will  help  relieve  the  center's  waiting  list  by  accommodating  68  male 
students.  The  cost  of  this  facility  has  been  estimated  at  $2.2  million  and  can  only 
become  a  reality  with  your  continued  support. 

Mr.  Chairman,  this  is  not  the  time  to  cut  back;  this  is  the  time  to  forge  ahead. 
Your  continued  support  for  Job  Corps  is  needed  to  ensure  our  success  in  this  task. 
Thank  you,  Mr.  Chairman  and  Subcommittee  Members  for  allowing  me  to  submit  my 
testimony  in  support  of  the  Job  Corps. 
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Congre**  of  tf?e  Winittb  States; 

aSflfitjsngton,  BC  20515 

CONGRESSMAN  SHERWOOD  BOEHLERT  (R-NY) 
STATEMENT  ON  BEHALF  OF  THE  JOB  CORPS  PROGRAM 
MAY  15,  1996 


I  appreciate  Chairman  Porter  affording  me  the  opportunity  to  testify 
on  behalf  of  a  program  which  has  been  tremendously  successful  in  my 
district  and  many  others  throughout  the  nation.    That  program  is  Job 
Corps. 

Job  Corps  has  won  widespread  bipartisan  support  because  it  works. 
Job  Corps  makes  a  cost-effective  investment  in  our  most  severely 
disadvantaged  youths.    We're  talking  about  kids  who  come  from  welfare 
families,  kids  who  are  high-school  drop-outs,  and  kids  who  have  never 
held  a  full-time  job.    Through  Job  Corps  these  youths  earn  their  high 
school  diplomas,  they  learn  responsibility,  and  they  gain  marketable  job 
skills  which  enable  them  to  become  self-sufficient  members  of  society. 

Without  our  help  these  kids  will  likely  turn  to  crime  or  rely  on  the 
welfare  state  to  continue  supporting  them.    These  are  expensive 
alternatives,  both  financially  and  socially. 

The  Oneonta  Job  Corps  Center  in  my  Congressional  District  trains 
almost  400  youths  in  a  dozen  different  trades  and  occupations  ranging 
from  culinary  arts  to  masonry.    Youths  are  recruited  from  all  over  New 
York  State  and  placed  in  jobs  throughout  the  nation. 

The  Oneonta  Center  is  unique  in  that  it  has  a  solo-parent  program 
for  single  mothers.    These  women  on  public  assistance  leave  the  welfare 
state  and  live  on-site  in  dormitories.    Children  receive  day  care  while 
their  mothers  earn  their  degree  and  obtain  job  skills  as  well  as  learn 
parenting  and  other  social  skills.    This  is  an  ideal  way  to  get  single 
mothers  off  public  assistance  and  into  the  job  market. 

I  think  Chairman  Porter  and  the  Committee  have  done  an  admirable  job 
achieving  .the  deficit  reduction  goals  set  forth  by  Congress.  The 
Committee  has  taken  the  limited  funds  available  and  set  priorities 
accordingly.     Last  year  1  was  pleased  to  see  that  Job  Corps  was  able  to 
receive  an  increased  appropriation  in  a  dwindling  allocation.     I  urge  the 
Committee  to  continue  showing  its  support  by  providing  another  increase 
in  the  FY97  appropriation. 

While  I'm  here,  I  would  also  like  to  make  a  pitch  for  the  National 
Institutes  of  Health  (NIH) .    The  Committee  has  recognized  NIH  as  one  of 
its  highest  priorities,  and  I  hope  that  this  support  will  continue.  NIH 
is  the  world's  leading  biomedical  research  institute  because  of  the 
generous  federal  support  which  NIH  has  always  enjoyed. 

Simply  put  NIH  saves  lives  and  reduces  health  care  costs.    NIH  has 
greatly  improved  the  quality  of  American  life  through  advances  in  the 
treatment  of  cancer  and  other  illnesses.     Furthermore,  the  growth  in  the 
biotechnology  and  pharmaceutical  industry  has  created  thousands  of 
American  jobs.     I  urge  the  Committee  to  continue  its  support  for  NIH  by 
approving  another  increase  in  funding  for  NIH. 
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STATEMENT  OF  REPRESENTATIVE  TOM  DAVIS  OF  VIRGINIA 
TO  THE  LABOR,  HEALTH  AND  HUMAN  SERVICES 
APPROPRIATIONS  SUBCOMMITTEE 


May  15,  1996  Hearing 


Mr.  Chairman,  thank  you  for  the  opportunity  to  submit  testimony  to  your  Subcommittee 
today.  I  am  here  to  express  my  support  for  Job  Corps,  a  program  that  this  subcommittee  has 
supported  in  the  past,  and  1  know  will  continue  to  support  in  the  future. 

In  Virginia,  there  are  three  Job  Corps  centers  --  Blue  Ridge,  Old  Dominion,  and 
Flatwoods.  While  Virginia  centers  serve  more  than  1, 100  students  each  year,  it  must  be  noted 
that  there  is  an  estimated  1 18.000  at-risk  youth  in  the  Commonwealth 

Mr  Chairman,  what  impresses  me  about  the  Job  Corps  are  its  results  When  we  look  at 
the  vast  array  of  training  programs  offered  to  America's  young  people,  it  is  very  difficult,  if  not 
impossible  to  judge  the  effectiveness  of  many  of  these  programs  Anecdotal  evidence  is  fine,  but 
when  we  have  diminishing  financial  resources  to  invest,  we  must  invest  in  programs  that  can 
justify  their  costs.  Job  Corps  is  one  program  that  justifies  its  costs  and  can  prove  results. 

Nationally  last  year,  73%  of  all  participants  got  jobs  or  went  on  to  higher  education 
Forty-six  percent  of  those  eligible  obtained  their  GED  The  average  wage  of  graduates  was  more 
than  30%  higher  than  the  minimum  wage.  The  results  in  Virginia  were  even  more  impressive 
In  the  Virginia  centers,  84.2%  of  all  participants  got  jobs  or  went  on  to  higher  education  This  is 
impressive  considering  that  82%  of  the  students  were  high  school  dropouts 

Virginia  Centers  train  in:  accounting,  building  maintenance,  food  service,  medical 
assistance,  construction  trades,  and  auto  mechanics  to  list  a  few  These  are  job  skills  that  will 
serve  these  citizens  well  into  the  next  century. 

When  you  look  at  the  serious  issues  that  negatively  impact  our  society  today  --  crime, 
welfare,  lack  of  quality  education  and  youth  with  no  formal  training  -  we  need  to  find  solutions 
to  these  problems.  In  my  opinion.  Job  Corps  is  one  of  the  solutions  Job  Corps  is  a  good 
investment  for  our  future  and  you  have  my  support  for  your  efforts  on  behalf  of  the  program 
during  the  FY  1997  appropriations  process.  Thank  you  for  your  support,  and  I  look  forward  to 
working  with  you  on  behalf  of  this  important  program 
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TESTIMONY 
THE  HONORABLE  J.C.   WATTS,  JR. 
Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 
Committee  on  Appropriations 
Wednesday,  May  15,  1996 


MR.  CHAIRMAN:  Thank  you  for  the  opportunity  to  submit  testimony 
to  the  Subcommittee  today.     I  want  to  express  my  support  for  a 
program  that  this  Subcommittee  has  supported  in  the  past,  and  I 
hope  will  continue  to  support  in  the  future.     I  am  referring,  of 
course,  to  the  Job  Corps  program. 

In  Oklahoma  we  have  four  Job  Corps  centers  -  including  the 
Treasure  Lake  Job  Corps  Center  in  the  Fourth  Congressional 
District  which  I  am  privileged  to  represent.     While  Oklahoma 
Centers  serve  more  than  2,000  students  each  year,  it  must  be 
noted  that  there  is  an  estimated  83,000  at-risk  youth  in  the 
state.     I  am  extremely  proud  of  the  job  done  in  all  four  Oklahoma 
centers  -  especially  the  Treasure  Lake  Job  Corps  Civilian 
Conservation  Center  in  Indiahoma. 


Mr.  Chairman,  what  impresses  me  about  the  Job  Corps  are  results. 
When  we  look  at  the  vast  array  of  training  programs  offered  to 
American's  young  people,  it  is  very  difficult,  if  not  impossible, 
to  judge  the  effectiveness  of  many  of  these  programs  Anecdotal 
evidence  is  fine,  but  when  we  have  diminishing  resources  to 
invest,  we  need  to  invest  in  programs  that  can  justify  their 
costs.     Job  Corps  justifies  its  costs  and  can  prove  its  results. 

Nationally,   last  year,  seventy-three  percent  of  all  participants 
got  jobs  or  went  on  to  higher  education.      Forty- six  percent  of 
those  eligible  obtained  their  GED.     The  average  wage  of  graduates 
was  more  than  thirty  percent  higher  than  the  minimum  wage.  The 
results  at  Treasure  Lake  were  equally  impressive.     At  the  Center, 
eighty-eight  percent  of  all  full  time  participants  got  jobs  or 
went  on  to  higher  education.     This  is  impressive  considering  that 
eighty  percent  of  the  students  were  high  school  drop  outs  and 
forty-seven  percent  came  from  families  on  public  assistance. 

When  you  look  at  the  serious  issues  that  negatively  impact  our 
society  today  --  crime,  welfare,  lack  of  quality  education  and 
millions  of  youth  with  no  formal  training  --we  need  to  find  a 
solution  to  these  problems.  In  my  opinion,  Job  Corps  is  part  of 
the  solution.  Job  Corps  is  a  good  investment  for  our  future,  and 
you  have  my  full  support  in  your  effort  to  obtain  full  funding 
for  Job  Corps  in  the  FY  1997  appropriation  process.  Thank  you 
for  your  support,  and  I  look  forward  to  working  with  you. 

PLEASE  REPLY  TO: 

□  WASHINGTON  □  NORMAN 

□  LAVYTON 

PMMTED  OA)  HECYCLfO  PAPER 
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NUTRITION 
SCREENING 
INITIATIVE 


1010  Wisconsin  Avenue,  NW 


Washington,  DC  20007 


Blue  Ribbon  Advisory  Committee 

Alliance  for  Aging  Research 
American  Association  of  Homes  for  the 
Aging 

American  Association  of  Retired  Persons 


American  College  of  Health  Care 


American  Geriatrics  Society 
American  Health  Care  I 
American  Hospital  Association 
American  Medical  Association 
American  Medical  Directors  Association 
American  Nurses  Association,  Inc. 
American  Society  for  Clinical  Nutrition,  Inc. 
American  Society  for  Geriatric  Dentistry 
American  Society  for  Parenteral  and 

Enteral  Nutrition 
American  Society  of  Consultant  Pharmacists 
Gerontological  Society  of  America 
Joint  Commission  on  Accreditation  of 

Healthcare  Organizations 
National  Association  of  Directors  of 

Nursing  Administration  in 

Long  Term  Care 
National  Association  of  Meal  Programs 
National  Association  of  Nutrition  8c  Aging 

Services  Programs 
National  Association  of  State  Units  on 


National  Gerontological  Nurses 

Association 
National  Hispanic  Council  on  Aging,  Inc. 
National  League  for  Nursing 
The  Catholic  Health  Association 
The  National  Caucus  and  Center  on  Black 

Aged,  Inc. 

Technical  Rntiew  Committee 

Albert  Ban-ocas.  M.D. 

Nutrition  Institute  of  Louisiana* 

Pendleton  Memorial  Methodist  Hospital* 
Bruce  R.  Bistrian,  M.D.,  Ph.D. 

Harvard  Medical  School/New  England 

Deacones:  Hospital* 
George  L  Blackburn,  M.D.,  Ph.D. 

Harvard  Medical  School/New  England 

Deaconess  Hospital* 
Joseph  S.  Cassells,  M.D. 

Institute  of  Medicine* 
Ronnie  Chemoff,  Ph.D.,  R.D. 

Little  Rock  VA  Hospital/University  of 

Arkansas  Medical  Sciences* 
Donna  Cohen,  Ph.D. 

University  of  South  Florida 
Johanna  Dwyer,  D.Sc.,  R.D. 

New  England  Medical  Center/Tup 

University* 
Richard  J.  Ham,  M.D. 

SUM  Health  Science  Center  at  Syracuse, 

NY* 

Gerald  C.  Keller,  M.D. 

Ochner  Clinic 
David  A.  Lipschitz,  M.D.,  Ph.D. 

Little  Rock  VA  Hospital/University  of 

Arkansas  Medical  Sciences* 
Irwin  H.  Rosenberg,  M.D. 

Tufts  University* 
Nancy  S.  Wellman,  Ph.D.,  R.D. 

Florida  International  University* 
Jane  V.  White,  PhD..  R.D. 
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STATEMENT  OF  DOUGLAS  HENLEY,  M.D. 
FOR  THE  NUTRITION  SCREENING  INITIATIVE 


Mr.  Chairman  and  Members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  provide  testimony  about  malnutrition  and  the  elderly.  I  would  like  to  respectfully 
request  that  this  committee  direct  the  National  Institute  on  Aging  (NIA)  to  conduct 
the  critical  research  needed  to  clarify  this  problem  and  its  solutions.  It  is  my  goal  to 
provide  the  information  that  you  need  to  be  confident  that  your  actions  will  make  a 
difference  for  millions  of  malnourished  Americans,  their  families,  and  their  health 
care  providers. 

Background;  The  Nutrition  Screening  Initiative 

The  American  Academy  of  Family  Physicians,  The  American  Dietetic 
Association,  and  the  National  Council  on  the  Aging  are  founding  partners  of  the 
Nutrition  Screening  Initiative  (NSI).  These  3  organizations  are  joined  by  a  broad, 
multidisciplinary  coalition  of  27  medical,  social,  and  aging  organizations  focusing  on 
the  nutrition  and  health  of  older  Americans.  NSI's  goal  is  to  establish  routine 
nutrition  screening  and  intervention  to  reduce  the  rate  of  malnutrition  among  the 
elderly  and,  ultimately,  all  segments  of  society. 

Prevalence  of  Malnutrition  Among  the  Elderly 

Over  the  past  decade,  it  has  become  increasingly  clear  that  inadequate  nutritional 
intake  and  malnutrition  is  a  problem  for  many  older  Americans.  Using  widely 
accepted  criteria,  a  substantial  proportion  of  older  Americans  have  dietary  intakes  or 
diseases  that  place  them  at  high  risk  of  malnutrition.  Recent  studies  document  that 
many  Americans  consistently  fail  to  consume  even  the  minimal  recommended 
servings  of  fruits  and  vegetables.  Only  13  percent  of  adults  aged  55  to  74  years 
consumed  these  minimums.  Intakes  of  lowfat  milk  products  and  other  foods 
recommended  for  optimal  health  are  often  inadequate  as  well. 

You  may  recall  a  report  from  your  colleagues  on  the  former  House  Committee 
on  Education  and  Labor  which  stated  that  "85%  of  the  older  population  have  one  or 
more  chronic  conditions  that  have  been  documented  to  benefit  from  nutrition 
interventions."  Some  of  the  most  common  conditions  are  hypertension,  diabetes 
mellitus,  renal  disease,  heart  disease,  osteoporosis,  and  chronic  gastrointestinal 
conditions.  In  addition,  cancer  is  the  second  most  common  cause  of  death  in  older 
patients,  but  up  to  40%  of  cancer  patients  suffer  from  malnutrition. 

Many  older  Americans  do  not  have  access  to  the  basic  foods  necessary  for  a 
healthy  diet.  A  study  conducted  by  the  Urban  Institute  revealed  that  more  than  1.5 
million  elderly  said  "yes"  when  asked  if  they  have  experienced  at  least  1  of  4 
indicators  of  food  deprivation  in  the  past  6  months.  And  more  than  400,000 
individuals  said  "yes"  when  asked  if  they  have  skipped  meals  in  the  last  month 
because  they  had  no  food  available  and  no  money  or  food  stamps  to  buy  food.  The 
prevalence  of  food  deprivation  among  the  elderly  underscores  the  need  for  a  widely 
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distributed  and  well-funded  nutrition  screening  and  intervention  program.  It  seems 
obvious  that  in  order  to  address  malnutrition,  we  must  locate  those  who  are  at  risk 
and  use  the  most  cost-effective  strategies  to  treat  them. 

In  a  survey  commissioned  by  the  Nutrition  Screening  Initiative,  a  national  sample 
of  doctors  said  that  one  quarter  of  their  elderly  patients  suffer  from  malnutrition. 
Among  hospitalized  elderly  patients,  the  rate  of  malnutrition  was  even  higher  -  as 
much  as  half  of  this  group  was  estimated  to  be  malnourished.  Among  nursing  home 
residents  and  home  care  recipients,  doctors  and  administrators  estimated  that  the  rate 
of  malnourishment  was  50%  and  44%  respectively.  It  was  also  reported  that  one  of 
the  biggest  obstacles  to  routine  nutrition  screening  and  early  intervention  is  the  lack 
of  reimbursement  to  health  care  providers. 

These  high  rates  of  malnutrition  should  be  a  giant  red  flag  to  health  care  and 
long-term  care  policymakers  because  malnourished  older  Americans  get  more 
infections  and  diseases,  their  injuries  take  longer  to  heal,  surgery  on  them  is  riskier, 
and  their  hospital  stays  are  longer  and  more  expensive. 

Cost  Effectiveness  of  Screening  and  Treatment 

I  am  extremely  pleased  to  announce  that  the  Nutrition  Screening  Initiative  will  be 
releasing  the  first  cost-effectiveness  analysis  of  the  use  of  medical  nutritional 
therapies  very  soon.  Medical  nutritional  therapies  are  used  for  the  dietary 
management  of  a  medical  disorder,  either  orally  or  by  tube  feeding.  This  study  is 
being  conducted  by  the  Barents  Group  of  Peat  Marwick  and  is  based  on  a  complete 
review  of  the  scientific  literature  and  research  based  on  a  cost-effectiveness  model. 

The  Barents  Group  study  shows  that  there  is  considerable  evidence  of  both  the 
clinical  efficacy  and  cost-effectiveness  of  medical  nutritional  therapies  in  the 
treatment  of  a  wide  variety  of  illness  and  conditions,  such  as  bowel  diseases,  cancer, 
diabetes,  hip  replacement,  HIV/ AIDS,  liver  diseases,  renal  dysfunction,  and  sepsis. 
Also,  there  are  significant  savings  in  the  care  of  Medicare  beneficiaries,  Medicaid 
recipients,  and  FEHBP  members  if  medical  nutritional  therapies  are  used 
appropriately  and  consistently  for  patients  with  critical  injuries  and  illness. 

In  addition,  other  preliminary  studies  have  indicated  that  malnourished  patients 
compared  to  well-nourished  patients: 

•  take  40%  longer  to  recover  from  an  illness; 

•  have  two  to  three  times  more  complications; 

•  have  hospital  stays  that  are  90%  longer  and  $5,000  more  costly  per 
medical  patient  and  $10,000  more  costly  per  surgical  patient;  and 

•  are  readmitted  to  hospitals  earlier  and  more  frequently. 

These  findings  should  guide  and  focus  our  research  efforts  toward  verifying  and 
quantifying  the  prevalence  of  malnutrition  in  the  growing  elderly  population,  and 
learning  what  are  the  most  effective  and  cost-saving  interventions. 
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Detecting  Malnutrition 

Nutrition  screening  provides  a  systematic  method  to  identify  those  at  risk  and  to 
employ  the  necessary  range  of  social,  economic,  dietary,  and  medical  interventions 
to  prevent  malnutrition.  With  the  appropriate  scientific  research,  medical 
interventions,  and  social  action,  malnutrition  and  nutrition-related  health  problems 
can  be  addressed  and  in  many  cases  can  be  prevented. 

To  help  identify  at-risk  elderly,  the  Nutrition  Screening  Initiative  has  developed 
and  distributed,  free  of  charge,  a  checklist  to  help  individuals  determine  if  they  are  at 
risk  of  malnutrition.  It  is  a  simple  self-test  that  requires  individuals  to  indicate,  for 
example,  if  they  eat  fewer  than  two  meals  per  day,  how  often  they  eat  alone,  if  they 
don't  have  enough  money  to  buy  the  food  they  need,  and  whether  they  have  tooth  and 
mouth  problems  that  make  eating  difficult  -  all  signs  that  they  may  be  at  risk  of 
malnutrition.  This  checklist  has  been  distributed  to  more  than  one  million  doctors, 
nurses,  and  other  health  service  providers  all  over  the  country  to  promote  awareness 
of  the  risk  factors  of  malnutrition.  The  Nutrition  Screening  Initiative  is  also 
distributing  more  precise  nutrition  screening  tools  to  be  used  by  health  care 
professionals  to  assess  levels  of  malnutrition  and  to  guide  interventions  to  prevent 
and  treat  nutrition-related  health  problems. 

NSI  sees  many  opportunities  with  the  growth  of  managed  care  to  integrate 
nutrition  screening,  promote  nutrition  interventions,  and  prevent  nutrition-related 
health  problems  among  the  nation's  elderly.  HMOs  and  other  types  of  managed  care 
organizations  continue  to  enroll  Medicare  beneficiaries  in  record  numbers.  Not 
surprisingly,  many  plans  are  finding  that  nutrition  screening  and  nutrition 
intervention  programs  help  them  identify  and  meet  the  needs  of  high-risk 
populations. 

NSI  is  working  with  managed  care  professionals  across  the  country  to  identify 
the  finest  existing  nutrition  programs,  to  develop  model  programs  and  nutrition  care 
manuals,  and  to  improve  the  ability  of  health  plans  to  prevent  nutrition-related 
problems.  Recently,  NSI  held  a  round  table  discussion  with  employers  and 
representatives  of  managed  care  organizations  in  collaboration  with  the  Washington 
Business  Group  on  Health.  The  discussion  focused  on  nutritional  health  and  its 
significance  to  improving  senior  health  and  controlling  the  burgeoning  health  care 
budget.  The  round  table  confirmed  employer  interest  in  nutrition  care  as  a  key 
indicator  that  "managed  care"  can  deliver  quality  cost-effective  health  care. 

NSI  is  also  working  with  the  National  Committee  for  Quality  Assurance  to 
develop  measures  of  health  plan  performance  in  the  area  of  nutrition  care  to  be 
included  in  HEDIS  (version  3.0),  their  performance  measurement  system.  This 
information  will  help  consumers  and  employers  make  judgments  about  plan  quality 
and  lead  to  cost-effective  approaches  to  care. 
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Research  Agenda 

In  order  to  move  forward  with  additional  public  health  measures  to  address 
malnutrition  among  the  elderly,  scientists,  clinicians,  and  policymakers  have  asked 
for  in-depth  information  on  such  research  topics  as: 

•  the  validity  of  nutrition  screening  and  assessment  tools  and  criteria; 

•  the  efficacy  of  nutrition  interventions  delivered  by  community  health  and 
social  service  professionals; 

•  the  effects  of  nutritional  supplements  on  the  malnourished  older  person  to 
determine  their  impact  in  acute  and  chronic  situations;  and 

•  the  efficacy  and  cost  effectiveness  of  screening  for  malnutrition  in  a 
variety  of  settings  —  free  living,  hospitalized,  and  long-term  care  elderly 
populations. 

Historical  Perspective  of  Research  Support 

Mr.  Chairman,  first  I  would  like  to  remind  the  committee  of  your  past  support  for 
this  research  and  to  thank  you  and  your  colleagues  for  the  steadfast  support  and 
leadership  that  you  have  provided  over  the  years.  In  1993,  the  Departments  of 
Labor,  HHS,  and  Education  and  Related  Agencies  Appropriations  bill  provided  $1.5 
million  for  the  National  Institute  on  Aging  to  conduct  research  on  the  efficacy  and 
cost  effectiveness  of  nutrition  screening  and  intervention  activities,  and  on  the  extent 
of  malnutrition  and  related  disorders  in  the  elderly  population.  The  National 
Institutes  of  Health  Revitalization  Act  of  1993  authorized  this  research,  and  the 
FY95  appropriations  bill  reiterated  the  committee's  interest  in  "the  research  focus  of 
NIA  regarding  malnutrition  among  the  elderly  and  the  special  role  of  nutrition  in 
assisting  in  the  recovery  of  hospitalized  elderly  patients."  This  language  was 
included  in  the  Senate  report  as  well. 

Representatives  of  the  American  Academy  of  Family  Physicians  and  the 
American  Dietetic  Association  met  with  NIA  staff  several  times  during  1994,  to  help 
clarify  research  goals,  priorities,  and  feasible  study  designs.  On  July  29,  1994,  NIA 
published  a  program  announcement  to  encourage  research  into  the  extent,  causes, 
and  potential  interventions  in  malnutrition  in  the  elderly.  However,  NIA  made  no 
specific  funding  amount  available  for  this  research  and  only  one  modest  grant  has 
been  awarded. 

Last  year,  for  FY96,  you  reiterated  your  support  for  this  research  and  the  Senate 
report  accompanying  the  NIA  appropriations  bill  stated 

Malnutrition  among  the  elderly  is  a  serious  public  health  problem  and 
has  been  identified  as  a  clinical  research  priority  by  the  Institute  of 
Medicine.  The  Committee  is  disappointed  in  the  progress  made  on  its 
fiscal  year  1993  recommendation  for  research  on  the  efficacy  and 
outcomes  of  nutrition  screening  to  identify  the  levels  of  malnutrition 
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and  other  nutrition-related  problems  among  the  elderly.  The  Institute 
is  urged  to  redouble  its  efforts  in  this  important  area. 

In  NIA's  budget  justification  for  FY97,  reference  is  made  to  the  House  report 
language  "supporting  research  on  nutrition  screening  and  malnutrition-related 
problems  among  the  elderly."  Unfortunately,  NIA's  response  to  the  committee's 
report  language  in  its  budget  justification  focuses  on  using  animal  models  that  are 
not  related  to  the  research  you  requested  on  efficacy  and  cost  effectiveness  of 
nutrition  screening  and  intervention  activities  and  on  the  extent  of  malnutrition  in  the 
elderly  population.  We  believe  that  the  April  1996  workshop  referenced  by  NIA  in 
its  justification  must  be  followed  by  funding  of  qualified  researchers  in  the  field  as 
this  committee  has  directed. 

Today,  we  are  asking  the  committee  to  restate  its  commitment  to  the  priority  use 
of  funding  for  this  research  in  the  fiscal  year  1997  appropriations  bill.  This  research 
will  add  critical  empirical  data  to  our  understanding  of  malnutrition  among  the 
elderly  and  the  most  effective  interventions  for  preventing  and  treating  it. 

Conclusion 

The  level  of  malnutrition  among  America's  older  adults  is  unacceptable  and  it  is 
preventable.  We  believe  that,  with  the  findings  from  the  authorized  NIA  research, 
we  can  keep  people  out  of  nursing  homes  and  hospitals  and,  when  they  do  become 
ill,  we  can  help  them  recover  faster.  But  we  need  to  get  this  research  started  as  soon 
as  possible.  Support  for  nutrition  research  is  widespread:  the  nearly  2,000  delegates 
to  the  1995  White  House  Conference  on  Aging  recommended  nutrition  care  and 
nutrition  research  in  9  of  the  23  health-related  resolutions  that  were  passed  at  that 
conference. 

Mr.  Chairman,  the  need  for  the  findings  from  the  NIA  research  grows  each  year 
we  wait.  Your  support  of  these  research  efforts  will  help  contain  the  demand  for 
health  care  resources  and  improve  the  quality  of  life  for  older  individuals.  We  must 
do  more  to  keep  older  Americans  healthy  and  out  of  expensive  acute  and  chronic 
care  settings. 

Thank  you  for  your  past  support  and  your  consideration  of  our  current 
request. 
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Introduction 

The  Association  for  Health  Services  Research  (AHSR)  is  pleased  to  submit  this  statement  in  support 
of  federal  appropriations  for  health  services  research  within  the  Department  of  Health  and  Human 
Services  (HHS). 

AHSR  is  the  only  national  professional  association  devoted  exclusively  to  the  promotion  of  research 
focused  on  the  delivery,  quality  and  financing  of  our  health  care  system.  The  association  represents 
more  than  2,500  individuals  drawn  from  a  wide  array  of  professional  disciplines  who  are  actively 
engaged  in  research  and  education.  In  addition,  AHSR  represents  has  1 30  organizational  members 
including  universities,  consumer  groups,  large  employers,  insurers,  managed  care  companies,  health 
care  systems,  pharmaceutical  companies  and  other  organizations  representing  key  components  of  the 
private  sector. 

At  the  outset,  we  would  like  to  express  our  appreciation  to  the  subcommittee  for  recognizing  the 
valuable  contributions  of  health  services  research  and  for  providing  continuing  support  to  the  research 
enterprise.  Without  such  public  support,  it  would  not  have  been  possible  to  carry  out  vital  research 
on  patient  outcomes  or  to  conduct  surveys  and  research  on  access  to  care  and  deliver)'  system  models. 

The  focus  of  health  services  research  is  the  entire  health  care  delivery  system,  which  sets  it  apart  from 
purely  clinical  and  biomedical  investigations.  Health  services  research  is  frequently  inter-disciplinary, 
consisting  of  team  efforts  involving  the  collaborative  work  of  various  professional  disciplines.  It 
includes  the  work  of  physicians,  epidemiologists,  psychologists,  nurses,  statisticians,  and  social 
scientists  of  many  disciplines,  prominent  among  them  economists,  sociologists,  and  organizational 
theorists.  The  ultimate  objective  of  health  services  research  is  the  assembly  of  structured, 
objective  information  that  can  help  policymakers  and  managers  guide  the  health  care  system 
towards  greater  effectiveness  and  efficiency. 

Health  services  research  provides  the  analytic  underpinnings  of  every  health  care  policy  issue  that 
comes  before  the  Congress.  The  products  of  health  services  research  are  used  by  policymakers  who 
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may  not  always  recognize  that  the  knowledge  they  are  applying  is  the  result  of  investments  made  over 
the  years  by  Congress.  Let  there  be  no  mistake,  a  vigorous  and  adequately  supported  health  services 
research  program  financed  in  part  with  public  funds  is  critically  necessary  to  sound  and  effective 
policymaking. 

This  Congress  will  not  successfully  reduce  federal  health  care  expenditures,  provide  people  with 
access  to  care  or  improve  the  quality  of  that  care  without  fully  supporting  a  federal  commitment  to 
health  services  research.  Quite  simply,  if  the  federal  commitment  to  health  services  research  falls 
short,  our  nation's  health  care  delivery  system  will  be  less  accessible  to  your  constituents,  provide 
them  less  quality  care  and  cost  them  more,  both  as  patients  and  as  taxpayers. 

The  Need  for  Health  Services  Research 

By  now  the  story  of  the  magnitude  of  spending  for  health  care  in  the  United  States  is  an  all-too 
familiar  one.  Recent  estimates  put  the  total  bill  for  both  public  and  private  expenditures  in  excess 
of  $1  trillion  with  an  annual  growth  rate  of  about  7.5  percent.  While  there  has  been  some  moderation 
in  spending  increases,  the  current  rate  is  still  more  than  double  the  rate  of  general  inflation.  There 
continues  to  be  intense  pressure  in  both  the  public  and  private  sectors  to  bring  this  growth  rate  more 
in  line  with  our  overall  economic  growth.  Without  significant  changes  in  the  organization,  delivery 
and  financing  of  services,  health  spending  is  estimated  to  reach  16  percent  of  our  gross  domestic 
product  (GDP)  by  the  end  of  the  decade. 

Meanwhile,  the  health  care  system  is  in  the  midst  of  fundamental  restructuring.  New,  integrated 
health  delivery  organizations  are  replacing  the  fragmented  system  of  largely  independent  health  care 
facilities  and  practitioners.  New  financing  arrangements  based  on  bundling  covered  services  into 
capitated  payment  rates  are  supplanting  traditional  fee-for-service  payments.  And,  new  data  systems 
are  being  developed  to  provide  comparative  performance  measures  to  purchasers  and  consumers  of 
health  services.  These  changes  are  not  only  altering  the  structure  of  the  health  delivery  system  -  they 
are  dramatically  shifting  the  incentives  and  the  locus  of  accountability  for  the  system's  performance. 

All  these  changes  -  and  many  others  --  raise  critical  research  questions  and  require  a  sustained 
monitoring  and  evaluation  capability.    In  addition,  there  is  a  continuing  need  to  assess  the  health 
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status  of  our  population,  to  evaluate  new  delivery  and  treatment  models,  to  develop  interventions  that 
address  long-standing  health  problems  such  as  infant  mortality,  inadequate  prevention  and  health 
promotion  strategies,  and  to  design  new  approaches  to  expanding  access  to  health  care  services  for 
those  outside  of  public  and  private  coverage  programs. 

Over  the  years,  publicly  funded  health  services  research  has  been  extraordinarily  useful  in  providing 
many  of  the  policy  tools  to  deal  with  the  access,  quality  and  cost  problems  that  have  challenged  our 
health  system  —  particularly  in  the  Medicare  and  Medicaid  programs.  For  example,  health  service 
researchers  with  public  support  developed  and  tested  the  Medicare  prospective  payment  system  (PPS) 
for  inpatient  hospital  stays  and  the  resource-based  relative  value  scale  (RBRVS)  for  the  Medicare 
physician  fee  schedule.  Both  of  these  research  products  have  been  implemented  and  are  credited  with 
significantly  slowing  the  growth  of  Medicare  outlays. 

As  Congress  has  considered  legislation  to  reform  various  components  of  the  health  care  system,  the 
demand  for  objective,  empirically  based  information  and  analysis  has  been  met  through  the  products 
of  health  services  research.  Such  critical  issues  as  the  composition  and  trends  in  the  supply  and 
distribution  of  the  health  care  workforce,  coverage  and  utilization  of  primary  and  preventive  benefits, 
and  the  impact  of  health  insurance  market  reforms  on  the  availability  and  cost  of  coverage  have  been 
investigated  and  evaluated  through  research  projects  supported  with  public  funds. 

In  addition,  federally  supported  health  services  research  provides  the  private  sector  with  the  objective 
information  needed  to  make  health  care  more  effective  and  efficient  and,  ultimately,  to  improve  the 
health  status  of  Americans.  Health  services  research  provides  the  scientific  basis  for  decisions  on 
selecting  health  plans,  choosing  among  alternative  treatments  and  financing  decisions.  While  the 
private  sector  must  be  a  partner  in  conducting  health  services  research,  no  private  sector  entity  can 
do  it  alone.  For  even  the  most  costly  conditions,  few  individual  health  plans  or  employers  have  a 
sufficient  number  of  cases  that  would  economically  justify  the  commitment  of  resources  to  support 
the  type  of  large-scale  studies  necessary  to  identify  the  most  effective  and  efficient  care.  Moreover, 
where  the  private  sector  has  the  financial  interest,  proprietary  interests  preclude  wide-scale  public 
access  or  use  of  research  results.  For  these  reasons,  a  federal  commitment  to  supporting  health 
services  research  is  imperative. 
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As  we  look  to  the  future  and  contemplate  the  necessity  of  updating  and  strengthening  our  publicly 
financed  programs  Medicare  and  Medicaid  --  for  future  generations,  the  need  for  research  to  assess 
the  impact  of  what's  happening  and  to  point  the  way  to  new  models  for  these  programs  has  never 
been  greater.  While  the  private  sector  has  a  responsibility  for  supporting  research,  government  must 
be  a  partner  ~  sharing  the  financing  burden  and  providing  the  leadership.  For  all  these  reasons,  we 
call  on  this  Subcommittee  to  renew  its  commitment  to  health  services  research  to  ensure  cost-effective 
and  high-quality  health  care  for  all  Americans. 

We  believe  it  is  necessary  and  appropriate  to  apply  public  funds  for  these  purpo-es  because  the  public 
at  large  are  the  beneficiaries  of  this  research.  AHSR  seeks  to  work  with  you  to  assure  that  adequate 
funds  are  made  available  to  the  research  programs  carried  out  in  four  agencies  within  HHS: 

•  the  Agency  for  Health  Care  Policy  and  Research; 

•  the  Office  of  Research  and  Demonstrations  in  the  Health  Care  Financing  Administration; 

•  the  National  Institutes  of  Health;  and 

•  the  National  Center  for  Health  Statistics  in  the  Centers  for  Disease  Control  &  Prevention. 
Agency  for  Health  Care  Policy  and  Research 

The  mission  of  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR)  is  to  generate  and 
disseminate  information  that  improves  the  delivery  of  health  care.  The  AHCPR  research  agenda 
comprises  three  main  activities: 

o         health  insurance  and  expenditure  surveys; 

o         research  on  health  care  systems  cost  and  access;  and 

o         research  on  health  care  outcomes  and  quality. 

The  President's  budget  proposes  $144  million  in  total  for  AHCPR  including  a  specific  $44.7  million 
set  aside  to  fund  the  Medical  Expenditure  Panel  Survey  (MEPS  ~  formerly  the  National  Medical 
Expenditure  Survey),  a  15  percent  increase  over  FY  1996  funding  but  some  $16  million  below  the 
appropriations  for  FY  1995. 
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To  fully  fund  MEPS  would  require  a  15  percent  reduction  in  the  agency's  current  grant  portfolio  and 
the  virtual  elimination  of  funding  any  new  projects  throughout  the  fiscal  year.  We  are  concerned  that 
a  large  number  of  important  and  qualified  research  proposals  will  not  be  funded  without  terminating 
support  for  existing  projects.     We  believe  that  a  funding  level  of  $160  million  is  essential. 

AHCPR  is  a  focal  point  in  the  federal  government  for  critical  research  on  health  care  systems  and  on 
quality  and  patient  outcomes.  A  15  percent  reduction  for  these  activities  would  deprive  both  the 
public  and  private  sector  of  valuable  knowledge  about  how  to  make  health  care  interventions  more 
effective,  economical  and  of  higher  quality.  Such  a  step  would  be  shortsighted  and  would  inevitably 
cost  more  than  it  would  save. 

We  cannot  underestimate  the  loss  from  such  a  large  reduction  to  current  AHCPR  projects. 
Specifically,  the  agency  is  supporting  ten  projects  assessing  the  impact  of  market  forces  on  how  care 
is  delivered  and  how  these  forces  have  affected  the  price,  distribution,  and  quality  of  available 
services.  And,  there  is  a  major  project  in  partnership  with  the  Health  Care  Financing  Administration 
(HCFA)  supported  by  the  agency  to  give  Medicare  beneficiaries  enrolled  in  private  managed  care 
organizations  more  information  about  their  health  plan  choices.  The  agency  is  also  currently 
supporting  five  rural  demonstration  sites  that  are  identifying  innovative  ways  to  increase  access  to 
primary  care  through  managed  care  models  that  have  the  potential  to  significantly  increase  the  health 
status  of  rural  residents. 

Another  critical  research  area  at  risk  is  research  on  health  care  outcomes  and  quality.  Planned  for 
FY  1996  are  three  collaborative,  multi-site  randomized  controlled  trials  to  evaluate  alternatives  to 
hysterectomies,  cooperative  agreements  to  develop  and  test  measures  of  the  quality  of  care  for 
enrolled  populations,  and  continuing  support  for  a  number  of  computer  applications  in  the  provision 
of  patient  care.  The  agency  is  also  the  primary  source  for  conducting  technology  assessments  for  the 
Medicare  program. 

In  the  area  of  clinical  practice  guidelines,  AHCPR  has  been  responsive  to  the  Committee's  concerns. 
The  agency  took  its  criticism  seriously,  engaged  in  a  dialogue  with  the  health  care  community,  and 
announced  that  it  will  no  longer  directly  support  the  development  of  clinical  practice  guidelines. 
Instead,  it  will  concentrate  on  its  strength  -  the  development  and  assessment  of  the  scientific  evidence 
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that  physicians,  health  plans  and  other  providers  need  so  that  they,  not  AHCPR,  can  develop 
guidelines  or  other  quality  improvement  strategies.  This  approach  will  provide  physicians  and  health 
plans  with  the  information  they  need  to  develop  better,  evidence-based  guidelines  without  the 
implication  that  the  federal  government  is  telling  them  how  to  practice  medicine. 

For  all  these  reasons,  we  strongly  urge  this  Subcommittee  to  recommend  funding  for  AHCPR  for  FY 
1997  at  the  level  of  $160  million.  Without  such  support,  the  agency  will  be  severely  handicapped 
in  continuing  to  fulfill  its  mission  of  improving  the  delivery  of  health  care.  In  the  context  of  funding 
for  activities  within  HHS.  this  funding  represents  less  than  half  of  1  percent  of  the  Department's 
discretionary  spending  authority.  At  this  level,  the  agency  will  be  able  to  fund  the  MEPS  without 
cutting  its  extramural  research  program. 

Office  of  Research  and  Demonstrations,  Health  Care  Financing  Administration 

The  Office  of  Research  and  Demonstrations  (ORD)  within  the  Health  Care  Financing  Administration 
develops  and  implements  new  health  care  policies  and  evaluates  the  impact  ot  HCFA*s  Medicare  and 
Medicaid  programs  on  its  beneficiaries,  providers,  states  and  others. 

These  activities  are  carried  out  through  over  800  grants,  cooperative  agreements,  contracts  and 
intramural  studies  encompassing  a  range  of  topics  including  costs,  access,  quality  and  alternative 
delivery  models.  ORD  also  conducts  payment  policy  demonstrations  utilizing  ;ts  authority  to  waive 
applicable  program  laws  and  regulations  for  demonstration  participants,  hnportantly.  among  the 
demonstrations  conducted  by  ORD  are  many  that  were  mandated  by  Congress  in  recent  legislation. 

ORD's  research  activities  fall  into  five  areas: 

o         monitoring  and  evaluating  health  system  performance; 
o         improving  health  care  financing  and  deliver)'  mechanisms: 
o         meeting  the  needs  of  vulnerable  populations; 
o         improving  consumer  choice  and  health  status;  and 

o         strengthening  communication  among  HCFA,  its  beneficiaries  and  the  health  care 
community. 
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Much  of  the  work  of  ORD  is  focused  on  monitoring  the  access,  quality  and  cost  of  services  to 
beneficiaries,  especially  for  the  disabled  and  vulnerable  populations.  A  current  priority  is  the 
development  of  meaningful  outcome  and  access  indicators  and  the  necessary  data  bases  to  carry  out 
these  oversight  responsibilities.  The  office  also  is  seeking  to  design  new  delivery  models  for 
managing  the  care  of  high  cost/high  risk  patients  and  new  payment  and  quality  assurance  systems  for 
acute  care,  post-acute  care  and  long-term  care.  Finally,  the  office  intends  to  support  projects  to 
develop  integrated  acute  and  long-term  care  delivery  systems  and  to  produce  more  useful  consumer 
information  that  can  improve  beneficiary  decision-making  with  respect  to  health  plan  options. 

The  President's  budget  requests  funding  for  ORD  at  $55.3  million  for  FY  1997,  of  which  $50.8  is 
for  basic  research.  Medicare  and  Medicaid  expenditure  growth  has  imposed  new  demands  to  develop 
and  test  innovative  payment  and  health  delivery'  systems.  The  implementation  and  evaluation  of  these 
systems  will  require  substantial  resources  in  the  next  few  years.  Again,  AHSR  is  concerned  about 
the  trend  of  reduced  resources  for  vital  research  and  evaluation  activities  and  recommends  funding 
at  a  minimum  of  $55.3  million. 

National  Institutes  of  Health 

The  National  Institutes  of  Health  are  the  focal  point  of  federally  supported  biomedical  and  behavioral 
research.  The  exceptional  leadership  provided  by  the  NIH  has  led  to  important  breakthroughs  in  basic 
research  knowledge  and  in  more  targeted  clinical  applications  that  have  worldwide  benefits.  Among 
the  13  institutes,  the  AHSR  is  particularly  concerned  with  research  activities  carried  out  at  three 
institutes,  the  National  Institute  of  Mental  Health;  the  National  Institute  on  Alcoholism  and  Alcohol 
Abuse;  and  the  National  Institute  on  Drug  Abuse,  and  the  National  Library  of  Medicine. 

National  Institute  of  Mental  Health  (NIMH).  The  NIMH  spent  $80.9  million  on  mental  health 
services  research  in  FY  1995,  and  an  additional  $13  million  made  available  specifically  for  AIDS- 
related  studies.  Many  NIMH  grants  support  research  to  find  cost-efficient  and  effective  treatments 
for  the  severely  mentaiiy  ill  --  a  patient  group  that  requires  ongoing  and  often  expensive  health  care. 

Other  NIMH  grants  include  •  assessing  the  impact  of  managed  care  on  individuals  with  severe  mental 
illness  in  light  of  the  changing  roles  of  the  public  and  private  sectors  in  the  financing  and  delivery 
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of  services,  and  •  testing  new  care  models  for  persons  with  schizophrenia  and  other  profound  mental 
illnesses.  NIMH  also  supports  research  aimed  at  developing  improved  information  on  the  cost- 
effectiveness  of  mental  health  care. 

The  President's  budget  for  FY  1997  recommends  $671  million  to  support  all  activities  at  NIMH 
including  $100  million  for  mental  health  services-related  research.  While  this  represents  a  modest 
increase  of  $10  million  from  the  support  provided  this  year,  we  believe  this  is  justified  because  of 
the  critical  need  to  better  serve  those  with  mental  illnesses.  AHSR  recommends  funding  at  the 
President's  budget  level. 

National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA):  The  N1AAA  pursues  a  vigorous 
program  of  research  related  to  understanding  the  causes  of  alcohol  abuse  and  alcoholism  as  well  as 
the  evaluation  of  alternative  therapies.  The  institute  has  recently  supported  studies  to  assess  the 
impact  of  mandatory  Medicaid  managed  programs  on  the  treatment  of  alcoholism  focusing  on 
treatment  outcomes,  service  utilization  and  costs.  Grants  have  also  been  awarded  for  studies  of 
alcoholism  in  rural  areas  and  for  the  evaluation  of  a  new  extended  case  monitoring  program  for 
alcoholics  that  concentrates  on  the  recently  treated  patient  and  assures  a  prompt  return  to  intensive 
treatment  for  the  relapsing  alcoholics.  The  goal  of  these  studies  is  the  identification  of  more  effective 
and  economical  treatment  models  for  this  disease. 

The  President's  budget  calls  for  $203  million  for  NIAAA  in  FY  1997  --  with  $30  million  set  aside 
for  health  services  research.  The  AHSR  supports  an  appropriation  of  $203  million  to  continue  the 
important  work  of  this  institute. 

National  Institute  on  Drug  Abuse  (NIDA):  Health  services  research  is  a  critically  important  part  of 
NIDA's  efforts  because  of  the  continuing  need  to  improve  the  quality,  delivery  and  cost-effectiveness 
of  drug  abuse  services.  NIDA's  research  agenda  is  organized  around  several  themes  -  organization 
of  drug  abuse  services,  including  linkages  with  other  systems  of  care;  financing  of  drug  abuse 
services;  assessments  of  the  need,  access  and  utilization  of  services;  and  the  effectiveness  and  costs 
of  services.  The  institute  also  conducts  a  vigorous  dissemination  program  sharing  the  results  of 
research  in  a  user-friendly  and  practical  form  to  policymakers  and  service  providers. 
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For  FY  1997,  the  institute  plans  to  increase  its  support  for  research  focused  on  the  organization  and 
financing  of  drug  abuse  treatment,  especially  as  it  relates  to  national  studies  of  alternative  delivery 
systems  including  managed  care  and  managed  behavioral  health  care  systems.  Special  emphasis  will 
continue  on  research  to  improve  HIV  prevention  programs  for  drug  abusers  and  the  impact  of  efforts 
to  reduce  the  spread  of  HIV  infection  in  the  drug  abusing  population,  In  addition,  projects  to  monitor 
the  impact  of  changing  Medicaid  eligibility  and  reimbursement  policies  on  access,  utilization,  cost, 
quality,  and  patient  outcomes  in  the  drug  abuse  population  will  be  supported. 

The  current  level  of  funding  for  NIDA  is  $458  million.  The  President's  budget  recommends  an 
increase  to  $466  million  in  FY  1997.  AHSR  supports  the  President's  budget  recommendations. 

National  Library  of  Medicine  (NLM):  As  the  country's  premier  medical  library,  NLM  functions  as 
a  source  of  medical  and  health-related  information  as  well  as  a  sponsor  of  research  that  seeks  to 
improve  information  resources  for  the  health  care  system.  The  increasing  application  of  advanced 
information  technologies  to  health  care  and  public  health  has  the  potential  to  improve  the  quality  and 
quantity  of  data  available  for  health  services  research.  Perhaps  most  significantly,  as  health  care  uses 
of  sophisticated  information  technology  expand,  the  impact  of  such  technology  on  cost,  quality  and 
access  to  health  care  becomes  an  even  more  central  question  for  health  services  research. 

NLM's  health  services  research  information  program  makes  the  results  of  health  services  research, 
including  practice  guidelines  and  technology  assessments,  readily  available  to  health  practitioners, 
administrators,  payers  and  policymakers  through  databases  and  other  information  services.  The 
library  also  works  to  foster  an  improved  health  information  infrastructure  so  that  better  health  services 
research  and  public  health  data  can  be  generated  as  a  byproduct  of  patient  care. 

NLM  uses  its  extramural  grant  program  to  fund  a  broad  range  of  activities  with  the  common  goal  of 
improving  the  transfer  of  biomedical  and  health-related  information.  For  example,  one  recent  grant 
connected  select  hospitals  to  the  Internet  to  facilitate  clinician  access  to  online  sources  of  medical 
literature.  Through  cooperative  agreements,  NLM  also  works  with  AHCPR  to  enhance  computer- 
based  patient  record  systems. 


The  FY  1996  appropriation  for  the  NLM  is  $141  million.    For  FY  1997,  the  President's  budget 
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requests  funding  at  the  $147  million  level.  This  increase  will  permit  $8  million  to  support  the  NLM's 
health  services  research  information  program.  AHSR  supports  funding  of  the  NLM  at  the  level 
recommended  in  the  President's  budget. 

National  Center  for  Health  Statistics,  Centers  for  Disease  Control  and  Prevention 

The  National  Center  for  Health  Statistics  (NCHS)  within  the  Centers  for  Disease  Control  and 
Prevention  is  the  nation's  principal  health  statistics  repository  compiled  from  a  broad  base  of  surveys 
and  data  systems  in  the  public  and  private  sectors.  NCHS  operates  over  a  dozen  major  surveys  and 
data  systems  including  the  highly  regarded  National  Health  Interview  Survey  (NHIS).  In  partnership 
with  the  AHCPR,  the  NCHS  is  implementing  the  Department's  Survey  Integration  Plan  that  aims  to 
streamline  and  consolidate  a  wide  range  of  health  surveys.  In  addition,  NCHS  conducts  surveys  on 
ambulatory  surgery,  employer-based  insurance  coverage,  nursing  homes,  and  health  and  nutrition. 
Progress  on  integrating  and  coordinating  all  these  surveys  is  significant. 

Once  these  activities  have  been  completed,  researchers  will  have  access  to  detailed,  continuous  data 
on  health  status,  medical  expenditures,  employer-provided  health  insurance  and  characteristics  of  the 
health  care  system.  With  greater  comparability  and  linkages  between  the  survey  data,  health  service 
researchers  will  have  much  richer  and  more  powerful  information  sources  for  their  research  projects. 
The  value  of  this  undertaking  to  the  research  community  and  to  health  care  policymakers  cannot  be 
over  emphasized. 

Funding  for  the  NCHS  in  FY  1996  is  $78  million.  The  President's  budget  for  FY  1997  calls  for  an 
increase  of  $1 1  million  for  a  total  of  $89  million.  Of  this  amount,  $53  million  would  be  set  aside 
for  the  conduct  of  surveys,  including  the  costs  of  integrating  the  survey  on  health  and  nutrition  and 
the  NHIS  with  the  Medical  Expenditure  Panel  Survey  (MEPS)  conducted  by  AHCPR. 

AHSR  strongly  supports  FY  1997  funding  for  the  NCHS  at  the  level  of  $89  million.  Without  a 
strong,  integrated  data  system  to  support  health  services  research,  it  will  not  be  possible  to  meet  the 
challenges  of  a  rapidly  transforming  health  care  system. 


Conclusion 
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AHSR  is  mindful  of  the  fiscal  pressures  resulting  from  the  commitment  to  reduce  the  federal  deficit 
over  the  next  six  years  and  we  recognize  that  efforts  to  achieve  a  balanced  federal  budget  require  tight 
limits"  on  spending  for  all  federal  programs.  However,  we  strongly  believe  that  a  balanced  budget 
strategy  must  not  preclude  a  continuing  investment  of  public  funds  in  health  services  research  — 
research  that  is  often  the  source  of  methods  for  enhancing  the  cost-effectiveness  of  health  care 
financed  through  public  programs. 

All  of  the  discretionary  programs  face  level  funding  under  the  budget  resolution  now  under 
consideration.  However,  we  want  to  emphasize  that  reducing  the  health  services  research  budget  in 
order  to  fund  increases  in  other  areas  would  be  a  serious  mistake,  and  one  which  we  believe  would 
result  in  larger  federal  and  private  health  expenditures  in  the  future.  Without  a  strong  research 
program  it  is  not  possible  to  improve  the  effectiveness,  quality  and  efficiency  of  health  services 
delivery  and  w  ithout  a  strong  federal  funding  commitment  to  health  services  research  it  is  not  possible 
to  bring  the  public  or  private  sector  costs  of  health  care  under  control.  An  prudent  investment  in 
health  services  research  will  yield  large  dividends  to  the  public  in  terms  of  lower  health  costs  and 
better  care. 
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program  it  is  not  possible  to  improve  the  effectiveness,  quality  and  efficiency  of  health  services 
delivery  and  without  a  strong  federal  funding  commitment  to  health  services  research  it  is  not  possible 
to  bring  the  public  or  private  sector  costs  of  health  care  under  control.  An  prudent  investment  in 
health  services  research  will  yield  large  dividends  to  the  public  in  terms  of  lower  health  costs  and 
better  care. 
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BACKGROUND 

A.  Accomplishments 

Mr.  Chairman  and  distinguished  Members  of  the  Subcommittee,  I  am  Dr.  Norman  Maldonado, 
President  of  the  University  of  Puerto  Rico  (UPR).  The  University  of  Puerto  Rico,  founded  in 
1903  as  a  land-grant  institution,  shortly  after  the  United  States  assumed  responsibility  for  shared 
governance  of  Puerto  Rico,  is  the  state  university  of  Puerto  Rico  and  is  the  largest  Hispanic 
institution  of  higher  education  in  the  United  States.  Moreover,  it  is  one  of  the  largest  multi- 
campus  systems  in  the  United  States.  The  UPR  has  over  55,000  students  (66  percent  of  whom 
are  women),  5,000  faculty  members,  four  major  campuses  and  six  regional  colleges  and  other 
units  throughout  the  island,  and  360  academic  programs  all  fully  accredited  by  national 
organizations.  UPR  operates  schools  of  Law,  Science,  Mathematics,  Engineering,  Medicine, 
Architecture,  Humanities,  Education  and  Social  Sciences.  As  the  premier  Hispanic  institution  in 
the  United  States,  UPR  has  graduated  over  250,000  students,  many  of  whom  have  made 
significant  contributions  to  American  society. 

The  University  ranks  number  one  among  all  U.S.  institutions  in  terms  of  the  number  of  Hispanic 
students  that  go  on  to  obtain  Ph.Ds  in  science  and  engineering.  For  instance: 

■  One  in  ten  students  attending  the  University's  largest  campus  at  Rio  Piedras 
receive  a  Bachelors  degree  in  science  and  go  on  to  obtain  PH.Ds. 

■  The  University  is  the  largest  producer  of  Hispanic  women  professionals  in  the 
nation.  UPR  at  Mayaguez  is  the  16th  largest  engineering  school  in  the  nation  and 
enrolls  over  4000  engineering  students,  of  which  about  1600  are  women. 

■  Over  20  percent  of  the  MDs,  and  BS  degrees  in  science,  engineering  and 
mathematics  granted  to  Hispanics  have  been  awarded  by  The  UPR. 

■  Among  those  Hispanics  receiving  PH.Ds  in  science,  engineering  and 
mathematics,  20  percent  did  undergraduate  work  at  The  UPR. 

■  Although  the  population  of  Puerto  Rico  is  only  6  percent  of  the  total 
underrepresented  minority  population  in  the  Nation,  Puerto  Rico  grants  10  percent 
of  all  BS  degrees  in  the  science,  engineering  and  mathematics  fields  awarded  to 
underrepresented  minorities. 

No  other  school  in  the  Nation  can  boast  these  statistics.  This  enormous  talent  pool  of  Hispanic 
students  has  contributed  to  the  development  of  the  island,  other  parts  of  the  Caribbean,  and  the 
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mainland.  Consider,  for  example,  that  while  Puerto  Rico  is  an  island  with  a  population  of  about 
3.6  million  people,  a  paper  published  just  last  summer  entitled,  "The  Economic  Relation  of  the 
United  States  and  the  Puerto  Rican  Economies:  An  Interregional  Input-Output  Approach," 
estimated  that  activities  underway  on  the  island  contribute  $39.8  billion  to  the  U.S.  Gross 
Domestic  Product  annually.  Consider  also,  that  almost  every  one  of  our  nation's  major 
pharmaceutical  companies,  approximately  30,  have  a  plant  on  the  island,  generating  about  $6.7 
billion  of  the  island's  total  Gross  Domestic  Product.  The  vast  majority  of  the  Chief  Operating 
Officers  managing  these  companies  in  Puerto  Rico  are  graduates  of  The  UPR. 

Furthermore,  with  the  help  of  Federal  funding  from  the  National  Science  Foundation  (NSF),  the 
Environmental  Protection  Agency  (EPA),  the  National  Aeronautics  and  Space  Administration, 
and  the  Department  of  Energy,  UPR  has  successfully  competed  with  19  other  states  for  EPSCoR 
funds  and  has  used  these  funds  to  build  a  solid  research  base  at  the  University.  This  base  is  now 
being  linked  to  government  and  industry,  and  UPR  has  helped  spearhead  the  establishment  of  the 
Council  on  Science  and  Technology.  This  Council  will  guide  Puerto  Rico's  development  of  an  R 
&  D  base  that  will  give  strength  and  provide  local  roots  to  its  high  technology  industry  and 
economic  base,  enabling  the  Island  to  become  internationally  competitive  in  this  economic  area. 

In  reviewing  this  data,  the  contributions  of  UPR  to  the  nation's  economy  and  overall  well-being 
are  clear.   We  are  here  to  tell  you  that  Federal  assistance  to  UPR  has  made  a  difference. 
Additionally,  we  are  here  to  say  that  as  the  nation's  attention  turns  to  Latin  American  markets, 
there  is  a  unique  and  pivotal  role  The  UPR  can  play  as  one  of  the  nation's  largest  university 
systems  graduating  bilingual  students. 

Having  said  this,  please  know  that  many  hurdles  remain.  In  this  vein,  please  know  that  in  the 
areas  of  Health,  Education  and  Labor,  the  Commonwealth  of  Puerto  Rico  needs  Federal 
assistance  now,  as  much  as  ever. 

B.  Challenges 

Many  of  the  island's  residents  live  in  poverty.  In  fact,  according  to  data  compiled  for  the  1990 
census,  58.9  percent  of  all  Puerto  Ricans  live  below  the  poverty  level.  In  comparing  the  levels 
of  poverty  on  the  island  to  that  of  mainland  states,  we  see  that  the  rate  of  poverty  in  Puerto  Rico 
comes  closest  to  that  of  Mississippi,  where  25.2  percent  of  the  residents  live  in  poverty. 
Compare  this  also  to  the  national  poverty  percentage  of  13.1  percent.  When  looking  at  data 
related  to  per  capita  income,  we  see  that  the  per  capita  income  of  Puerto  Ricans  is  about  half  that 
of  residents  living  in  Mississippi,  and  about  one-third  of  the  national  average.  The  average 
Puerto  Rican  makes  about  $6,693.00  a  year.  It  is  in  the  face  of  these  challenges  that  I  come 
before  you  today. 

In  terms  of  emerging  workforce  needs,  the  face  of  our  nation  is  changing.  More  Hispanics  and 
women  will  be  needed  to  fill  positions  across  all  professions  and  disciplines,  particularly  in  the 


2 


1655 


areas  of  science  and  technology.  Additionally,  the  traditional  parameters  of  our  nation's 
marketplace  are  being  reshaped  and  are  moving  across  our  boarders  and  out  of  the  hemisphere. 
The  passage  of  the  North  American  Free  Trade  Agreement  (NAFTA),  and  GATT,  developments 
in  Mexico,  Russia,  Somalia,  Peru,  South  Africa  and  other  parts  of  the  world  signal  that  today's 
students  must  be  prepared  to  work  and  live  in  a  world  increasingly  defined  by  international 
developments  and  activities. 

More  significantly,  with  the  Hispanic  population  being  the  fastest  growing  minority  population  in 
the  country,  persons  from  our  community  undoubtedly  will  be  called  upon  to  provide  the 
leadership  and  expertise  needed  for  the  next  century.  As  we  attempt  to  address  the  challenges 
we  face,  as  well  as  those  that  lie  ahead,  we  at  UPR  understand  that  no  community  can  afford  to 
be  an  island. 

Consequently,  I  am  here  to  ask  that  you,  as  Members  of  Congress,  join  UPR  in  enhancing  an 
educational  system  that  will  prepare  our  students  for  the  next  century,  and  will  be  instrumental  in 
increasing  the  productivity  of  the  nation  and  the  self-sufficiency  of  the  island.  I  ask  that  you 
fund  those  programs  at  the  Departments  of  Education,  Labor,  and  Health  and  Human  Services 
that  will  provide  Hispanic  students  greater  educational  opportunities  and  allow  them  to  become 
(1)  bilingual  and  knowledgeable  of  computers,  science  and  technology;  (2)  entrepreneurial, 
independent  thinkers  and  compassionate  citizens;  and  (3)  more  productive,  skilled,  literate 
workers,  capable  of  life-long  learning. 

EDUCATION  AND  LABOR  PROGRAMS 

Already,  the  University  works  in  partnership  with  the  Puerto  Rico  Department  of  Education,  and 
we  have  played  a  leading  role  in  the  reform  of  science  and  mathematics  instruction  in  schools 
across  the  island.  Our  efforts  are  highly  regarded.  Puerto  Rico  is  one  of  26  States  that  were 
awarded  National  Science  Foundation  funds  from  the  Statewide  Systemic  Initiative  (SSI). 
Through  the  Puerto  Rico-SSI,  a  total  of  80  schools  have  been  bootstrapped  and  important 
changes  in  school  cultures  and  student  performance  in  science  and  mathematics  have  been 
achieved.  For  measuring  excellence  and  accountability  purposes,  the  National  Assessment  of 
Educational  Progress  (NAEP)  test  was  administered  to  both  private  and  public  schools  in  the 
Island.  The  test  revealed  a  14-point  gap  in  performance  between  the  private  schools,  where 
middle-class  students  attend,  and  the  public  schools,  which  serve  the  large,  low-income 
population  of  Puerto  Rico.  The  intervention  of  the  SSI  schools  already  has  made  an  impressive 
difference.  The  performance  of  these  schools  on  the  NAEP  reveals  that  the  gap  has  been 
reduced  by  one  half.  Additionally,  through  the  Department  of  Education's  Goals  2000  and  the 
Department  of  Labor's  School-to-Work  initiative,  UPR  is  extending  and  using  the  advances 
learned  in  science  to  other  disciplines.  Not  only  are  Goals  2000  and  School-to-Work  two  of  the 
most  important  initiatives  of  our  time,  but  these  initiatives  are  vital  to  Puerto  Rico.  I  commend 
the  Committee  for  its  past  support  of  these  initiatives  and  ask  that  these  programs  not  be 
subjected  to  any  cuts  and  be  at  least  level-funded  in  FY  1997. 
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In  looking  at  other  programs  sponsored  by  the  Department  of  Education,  we  ask  that  full  funding 
be  provided  for  the  TRIO  programs  (Upward  Bound,  Student  Support  Services,  Talent  Search, 
Educational  Opportunity  Centers,  and  Ronald  E.  McNair).  As  you  know,  TRIO  serves  about 
2.5  million  Americans  from  low-income  backgrounds.  Approximately  15  percent  of  all  TRIO 
students  are  Hispanic.  Since  it  was  established  by  Congress  in  1965,  TRIO  has  provided  an 
avenue  to  economic  independence  for  thousands  of  Hispanic  students. 

Under  Title  m,  section  316  of  the  Higher  Education  Act,  which  authorizes  programs  to 
strengthen  Hispanic  serving  institutions,  we  ask  that  funds  for  Hispanic  Colleges  and  Universities 
be  increased  to  $20  million.  The  special  category  for  Hispanic  institutions,  under  Title  in, 
received  its  initial  funding  of  $12  million  just  two  years  ago  in  FY95.  Because  limited  Federal 
funds  have  been  available  until  recently,  Hispanic  institutions  have  accrued  needs,  and  additional 
funds  are  needed  to  help  our  institutions  strengthen  our  capacity  in  order  to  effectively  address 
the  dynamic  and  complex  challenges  we  face  related  to  demographics,  English  literacy,  and 
poverty.  At  some  point,  we  also  ask  the  Committee  to  consider  adding  Hispanic  institutions  to 
the  graduate  program  which  currently  only  designates  16  Historically  Black  Colleges  and 
Universities  as  eligible  entities. 

Also  at  the  Department  of  Education,  recognizing  current  budget  constraints,  UPR  asks  that  level 
funding  be  provided,  as  a  very  minimum,  for  the  following:  (1)  the  Patricia  Roberts  Harris 
Fellowship;  (2)  the  Graduate  Assistance  in  National  Need  Fellowship  Program;  (3)  the 
International  Business  Education  Program;  (4)  the  Minority  Science  Improvement  Program;  (5) 
Work-Study;  (6)  Eisenhower  Science  and  Math;  and  (7)  the  Urban  Community  Service 
Program. 

HEALTH  AND  HUMAN  SERVICES 

Turning  to  the  Department  of  Health  and  Human  Services,  we  ask  that  at  least  a  four  percent 
increase  be  provided  for:  (1)  the  National  Institutes  of  Mental  Health's  Minority  Research 
Development  Program  (MRDP);  (2)  the  National  Institute  on  Drug  Abuse,  particularly  as 
NIDA's  activities  address  AIDS  and  the  effect  of  drugs  on  the  body's  immune  system;  and  (3) 
the  National  Institutes  of  Health  Research  Support  programs,  which  includes  the  Minority  Access 
to  Research  Careers  (MARC),  Minority  Institutions  Research  Development  (MIRDP),  and 
Minority  Biomedical  Research  Support  (MBRS). 

Similar  to  African  Americans,  Hispanic  populations  suffer  disproportionately  from  HIV/AIDS, 
homicide,  diabetes,  substance  abuse  and  other  health  problems.  We  ask  the  Committee  to  keep 
the  funding  for  NIH  so  as  to  support  the  previously  identified  initiatives.  We  also  ask  that  the 
subcommittee  at  least  level  fund  the  Health  Career  Opportunity  Program  (HCOP),  the  Office  of 


4 


1657 


Minority  Health,  and  other  programs  at  the  Department  of  Health  and  Human  Services  which 
help  to  increase  the  number  of  Hispanics  entering  the  health  professions. 

TELECOMMUNICATIONS 

Finally,  I  would  be  remiss,  if  I  did  not  share  with  you  the  important  role  that  telecommunications 
is  playing  in  helping  Puerto  Rico  to  strengthen  our  local  initiatives  as  well  as  our  relationship 
with  the  mainland  and  other  parts  of  the  Caribbean  and  Latin  America.  We  are  in  the  process  of 
putting  in  place  an  infrastructure  that  will  allow  us  to  educate  and  train  a  more  literate 
workforce,  conduct  advanced  research,  and  to  take  our  success  in  educating  underserved  and 
underrepresented  populations  to  scale.  Consequently,  we  ask  that  you  support  the 
Administration's  request  for  its  education  technology  initiative.  We  also  support  the  continued 
funding  of  the  Corporation  of  Public  Broadcasting  (CPB).  The  Corporation  is  playing  a  critical 
role  at  UPR.  Approximately  $200,000  in  operational  support  is  provided  by  CPB  to  the 
University  for  cultural  and  educational  programs  offered  by  WRTU-FM  (the  University's  radio 
station).  Without  this  assistance  from  the  Corporation  of  Public  Broadcasting,  this  type  of 
programming  would  not  be  available. 

Again,  the  University  thanks  the  Chairman  and  Members  of  the  Committee  for  the  opportunity  to 
present  this  testimony. 
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AROOSTOOK  BAND  OF  MICMACS 


P.O.  BOX  772 

PRESQUE  ISLE,  MAINE  04769 
(207)  764-1972 


Hon.  John  Edward  Porter,  Chairman 
Appropriations  Subcommittee  on  Labor, HHS 
Education  and  Related  Agencies 
2358  Rayburn  House  Office  Building 
Washington.D.C.  20515 


Dear  Hon.  John  Edward  Porter: 

Please  accept  this  written  testimony  on  behalf  of  the  Aroostook 
Band  of  Micmac  Indians  residing  in  Presque  Isle,  Maine;  regarding 
appropriations  and  restructuring  for/of  the  Indian  Child  Welfare 
Act. 

The  Aroostook  Band  of  Micmac  Indians  believes  that  it  is 
imperative  to  control  and  maintain  our  greatest  resource,  our 
Children.  It  is  common  knowledge  that  abuse  and  neglect  of  our 
children  is  on  the  increase,  and  yet  all  Indian  children  have  an 
inherent  right  to  grow  up  in  a  healthy  and  nurturing  environment. 

We  believe  that  the  Multi-Ethnic  Placement  Act  adopted  in  1994 
places  children  outside  the  protection  of  the  Indian  Child  Welfare 
Act.     We  believe  that  it  is  imperative  to  not  only  unify  tribes, 
but  to  return  to  traditional  beliefs  in  the  protection  of  the  Great 
Spirit. 


May  13,1996 
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Page  Two 

Hon.  J.E.  Porter 


Please  note  that  the  fear  steadily  being  disseminated  by  the 
National  Adoption  Council  is  based  on  misguided  information  and  can 
only  create  great  barm  to  Native  Families  and  the  children  caught 
in  the  never  ending  battle.  The  NAC  has  professed  a  long  history 
of  opposing  the  involvement  of  Indian  Tribes  and  even  the  primary 
families  in  adoptive  proceedings.  NAC  has  even  gone  to  the  extent 
of  suggesting  that  they  know  what  is  best  for  the  indian  children 
in     question     and      indian     communities.  Nonetheless,  many 

Congressional  members  have  become  quite  vulnerable  to  such 
perspectives  regarding  Indian  Country  in  relation  to  the  Indian 
Child  Welfare  Act. 

The  Aroostook  Band  of  Micmac  Indians  highly  supports  and 
recommends  that  the  Indian  Child  Welfare  Act  remain  intact  without 
any  Congressional  opposition  and  or  amendments.  We  firmly  believe 
that  it  is  imperative  for  all  indian  tribes  to  continue  to  unite  in 
an  effort  to  protect  ALL  Indian  Children  as  well  as  to  safeguard 
their  heritage. 

Thank  you  for  your  time  and  consideration.  Please  feel  free  to 
contact  me  at  my  office  should  you  have  further  concerns  and  or 
questions . 


Mack  Ayotte 

Tribal  Administrator 


cc:  Tribal  Council 
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RESOLUTION 
NUMBER  009-27-95-01 
OF  THE  MICMAC  BAND  COUNCIL 
OF  THE 

AROOSTOOK  BAND  OF  MICMAC  INDIANS 

WHEREAS,  THE  AROOSTOOK  BAND  OF  MICMAC  INDIANS  BECAME  A  FEDERALLY 
RECOGNIZED  INDIAN  TRIBE  ON  NOVEMBER  16,  1991  AND  BECAME 
ELIGIBLE  TO  PARTICIPATE  IN  FEDERAL  PROGRAMS  FOR 
FEDERALLY  RECOGNIZED  INDIAN  TRIBES;  AND 

WHEREAS,  THE  AROOSTOOK  BAND  OF  MICMAC  INDIANS  CONSIDERS  THE 
WELFARE  OF  ITS  CHILDREN  A  TOP  PRIORITY;  AND 

WHEREAS,  THE  U.S.  DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES  HAS 
FUNDING  FOR  TRIBAL  CHILD  WELFARE  PROGRAMS  AVAILABLE  UNDER 
THE  SOCIAL  SECURITY  ACT;  TITLE  IV  B  FUNDING 


NOW  THEREFORE  BE  IT  RESOLVES  BY  THE  MICMAC  BAND  COUNCIL  THAT  THE 
AROOSTOOK  BAND  OF  MICMAC  INDIANS  HEREBY  REQUESTS  CHILD  WELFARE 
FUNDING  FROM  THE  U.S.  DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES; 

BE  IT  FURTHER  RESOLVED  THAT  THE  TRIBAL  CHIEF,  MARY  PHILBROOK,  IS 
DULY  AUTHORIZED  TO  NEGOTIATE  AND  EXECUTE  ANY  DOCUMENTS  NECESSARY 
FOR  THE  COMPLETION  OF  TITLE  IV  B  APPLICATION  AGREEMENTS  AND 
AMENDMENTS  THEREOF,  PROVIDED  THAT  THE  AROOSTOOK  MICMAC  BAND  COUNCIL 
SHALL  HAVE  THE  OPPORTUNITY  TO  REVIEW  ALL  CONTRACTS  PRIOR  TO  THEIR 
EXECUTION . 

BE  IT  FURTHER  RESOLVED  THAT  THIS  RESOLUTION  IS  IN  EFFECT  AND  IN 
FORCE  UNTIL  SUCH  TIME  THAT  THE  TRIBAL  COUNCIL  CHOOSES  TO  WITHDRAW 
OR  SUPPLANT  THIS  RESOLUTION. 

CERTIFICATION 

WE,  THE  UNDERSIGNED  TRIBAL  CHIEF,  VICE  CHIEF,  TREASURER, 
AND  SECRETARY  OF  THE  AROOSTOOK  BAND  OF  MICMACS  SO  HEREBY  CERTIFY 
THAT  THE  MICMAC  BAND  COUNCIL  IS  COMPOSED  OF  ELEVEN  (11)  MEMBERS  OF 
WHOM  /  n  (  /O)  WERE  PRESENT  DURING  THE  AROOSTOOK  MICMAC  BAND 
COUNCIL  MEETING  HELD  ON  THE  27  OF  SEPTEMBER,  1995;  AND  THAT  THE 
FOREGOING  RESOLUTION  WAS  DULY  ADOPTED  BY  THE  AFFIRMATION  VOTE  OF 
P       (  y  )  MEMBERS. 
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RESOLUTION 
NUMBER  CQO^-  -Q2~~ 

OF  THE  TRIBAL  COUNCIL 
THE  GOVERNING  BODY 
OF  THE 

AROOSTOOK  BAND  OF  MICHAC  INDIANS 


WHEREAS ,     the  Aroostook  Band  of  MicMacs  is  a  federally  recognized 
Indian  Tribe  established  under  P.L.   102-171;  and 

WHEREAS ,     the  Aroostook  Band  of  MicMacs  Tribal  Council  is  the 
governing  body;  and 

WHEREAS  ,     the  Aroostook  Band  of  MicMacs  provides  services  with  an 
Indian  Child  Welfare  Act  Program  (ICWA)  in  order  to 
ensure  the  best  interests;  health  and  well-being  of 
MicMac  Children  are  established  as  a  priority; 


NOW,   THEREFORE  BE  IT  RESOLVED  that  the  Aroostook  Band  of  MicMacs 
desires   to  compensate   for   legal   services   rendered  by   Pine  Tree 
Legal  Assistance  pursuant  to  the  Indian  Child  Welfare  Act 
Program;  and 

BE  IT  FURTHER  RESOLVED  THAT  the  Tribal  Chief,  Mary  Philbrook,  is 
duly  authorized  to  negotiate  and  execute  documents  necessary  to 
provide  the  Aroostook  Band  of  MicMacs  ICWA  program  legal  services 
in  order  to  protect  the  interests  of  MicMac  Children,  provided  that 
the  Aroostook  Band  of  MicMacs  Tribal  Council  shall  have  the 
opportunity  to  review  all  contracts  and  documents  prior  to  their 
execution. 


CERTIFICATION 


I,  the  undersigned  Tribal  Chief  of  the  Aroostook  Band  of 
MicMacs  do  hereby  certify  that  the  Tribal  Council  is  composed  of 
eleven  (11)  members  of  whom  f&s  K/0)  were  present  during  the 
meeting  of  <^yrf:  s??9  .  1995;  and  that  the  foregoing  resolution 
was  duly  adopted  by  the  affirmative  vote  of      ^  (9 )  members. 
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STATEMENT  FOR  SUBMISSION  TO  THE 
HOUSE  APPROPRIATIONS  LABOR,  HEALTH 
AND  HUMAN  SERVICES,  EDUCATION  AND 
RELATED  AGENCIES  SUBCOMMITTEE 

Mr.  Chairman  and  members  of  the  Subcommittee,  this  Statement  is 
submitted  on  behalf  of  the  National  Coalition  for  Osteoporosis  and  Related  Bone 
Diseases.  We  very  much  appreciate  the  opportunity  to  submit  our  comments  on 
the  FY  1997  Labor,  HHS  and  Education  and  Related  Agencies  Appropriations  Bill. 

We  want  to  emphasize  up  front  our  interest  in  asking  for  additional 
research  into  osteoporosis  and  related  bone  diseases. 

As  a  national  coalition  of  organizations  representing  the  millions  of 
women,  men  and  children  who  suffer  from  bone  diseases,  and  the  scientists 
intimately  involved  in  bone  disease  research,  we  believe  bone  disease  has  never 
received  adequate  medical  research  funds.  Several  reasons  can  be  enumerated. 
First,  a  lack  of  attention  to  women's  diseases  is  clearly  apparent.  Second,  the  lead 
NIH  institute  charged  with  the  responsibility  for  conducting  research,  the  National 
Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS),  is  a 
relatively  recent  one  and  is  currently  experiencing  similar  federal  research 
cutbacks.  While  overall  National  Institutes  of  Health  funding  averages  27%, 
NIAMS  can  only  fund  19%  of  the  high  quality  grants  it  receives  annually. 
Consequently  osteoporosis,  Paget's  disease  and  Osteogenesis  Imperfecta  continue  to 
be  underfunded  despite  the  overwhelming  number  of  Americans  afflicted  by  these 
debilitating  diseases. 
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Each  year,  osteoporosis,  Paget's  disease,  and  Osteogenesis  Imperfecta, 
among  other  bone  diseases,  strike  30  million  Americans  and  cause  loss  of 
independence,  disability,  pain  and  death.  In  the  U.S.  today,  an  estimated  25 
million  Americans  have  or  are  at  risk  for  osteoporosis.  Each  year,  the  disease 
causes  an  estimated  1.5  million  hip,  spine,  wrist,  and  other  fractures. 

Major  questions  need  to  be  addressed  if  we  are  to  bring  diseases  such 
as  Paget's  and  Osteogenesis  Imperfecta  under  control.  Paget's  disease  of  the  bone  is 
a  chronic  disorder  which  results  in  enlarged  and  deformed  bones  in  one  or  more 
regions  of  the  skeleton.  Excessive  bone  breakdown  and  formation  causes  the  bone 
to  be  dense  but  fragile.  Paget's  disease  is  most  common  in  Caucasian  people  of 
European  descent,  but  it  also  occurs  in  African  Americans.  Rarely  diagnosed  in 
people  under  age  50,  Paget's  disease  may  occur  in  up  to  3%  of  the  American 
population  over  age  60. 

Osteogenesis  Imperfecta  is  a  genetic  disorder  characterized  by  fragile 
bones  which  fracture  easily,  often  from  no  apparent  cause.  A  severely  affected  child 
begins  fracturing  before  birth.  Osteogenesis  Imperfecta  can  cause  hundreds  of 
fractures  in  a  life  as  well  as  hearing  loss,  short  stature,  skeletal  deformities, 
breakable  teeth,  weak  muscles,  and  respiratory  difficulties.  Approximately  40,000 
people  in  the  United  States  have  Osteogenesis  Imperfecta  which  affects  people  of  all 
ages,  races  and  both  sexes. 
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Cost  of  acute  and  long-term  care  for  all  these  diseases  is  estimated  to 
be  $20  billion.  As  the  population  ages,  these  costs  are  expected  to  increase  to  more 
than  $60-$80  billion  by  the  year  2020.  Without  intervention  now,  these  diseases 
will  drive  the  cost  of  acute  and  long-term  care  well  into  the  next  century  and 
overwhelm  any  effort  to  contain  health  care  costs. 

Bone  diseases  affect  women,  men  and  children  of  all  ages.  Fractures 
due  to  inadequate  bone  strength  to  withstand  the  usual  activities  of  daily  life  occurs 
in  the  young  as  well  as  the  old;  in  men  and  women.  Any  kind  of  major  physical 
stress  can  be  either  detrimental  or  beneficial  to  skeletal  health.  It  is  essential  that 
we  learn  and  then  teach,  for  example,  our  young  military  personnel,  including 
200,000  women  on  active  duty,  how  to  build  their  bones  to  maximal  strength  in 
order  to  withstand  successfully  the  rigors  of  the  military  and  also  to  be  well- 
equipped  throughout  life. 

Among  the  factors  that  contribute  to  bone  loss,  a  recent  study  at  West 
Point  showed  that  strenuous  physical  exercise  among  male  and  female  cadets  was 
associated  with  a  reduction  in  bone  density.  In  women,  this  is  due  sometimes  to 
loss  of  menstrual  periods  as  shown  recently  in  a  study  of  2,312  active  duty  Army 
women.  In  men,  it  is  not  known  whether  male  hormones  may  also  change  under 
the  conditions  of  major  physical  stress.  Stress  fractures  are  among  the  most 
important  injuries  that  take  men  and  women  in  the  Army  off  duty.  They  lead  to  a 
minimum  of  6-8  weeks  of  inactivity,  with  full  recovery  taking  at  least  12  weeks.  In 
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a  recent  survey,  1,338  stress  fractures  were  diagnosed  in  109,000  undergoing  basic 
training.  Thus,  much  clinical  and  laboratory  work  needs  to  be  done  in  order  to 
understand  the  pathology  of  these  diseases,  the  impact  it  has  on  unique  and  varied 
sectors  of  our  population  including  African  American  women,  Caucasian  Ethnic 
European  men,  military  personnel,  and  children.  Further,  we  need  to  find  ways  to 
prevent,  treat,  and  cure  these  diseases  on  behalf  of  all  the  millions  of  Americans 
who  suffer  every  day. 

Support  for  funding  for  NIH  is  critical  to  increase  the  understanding 
the  causes  of  and  risk  factors  for  osteoporosis  and  related  bone  diseases.  This  will 
enable  doctors  to  better  identify  patients  at  high  risk  and  to  take  steps  to  reduce 
that  risk.  Moreover,  support  for  funding  for  NIH  is  critical  to  the  progress  being 
made  on  the  biochemical  products  of  collagen  breakdown.  Laboratory  tests  for 
these  markers,  which  can  be  performed  on  urine  or  blood  samples,  will  provide 
rapid,  simple  and  highly  cost-effective  ways  to  monitor  the  effectiveness  of 
osteoporosis  therapy  and  look  for  changes  in  the  bone  over  a  period  of  time. 

While  NIAMS  should  be  commended  for  the  excellent  and  far-reaching 
bone  disease  research  it  has  conducted,  there  is  little  doubt  that  the  institute  could 
do  so  much  more  with  additional  funding.  For  example,  NIAMS  funded  research  in 
the  role  of  Vitamin  D  receptor  gene  variations  at  risk  factors  for  osteoporosis  has 
generated  a  huge  interest  in  identifying  genetic  risk  factors  for  osteoporosis. 
Clinical  research  is  also  need  to  accurately  identify  high  risk  women  before 
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irreversible  damage  occurs.  Finally,  research  is  needed  to  determine  the  long-term 
effects  of  hormone  replacement  therapy.  The  keys  to  answering  these  questions  and 
bringing  these  diseases  under  control  will  only  by  discovered  through  a  rigorous 
program  of  medical  research. 

Important  strides  also  continue  to  be  made  with  the  American  public 
through  the  establishment  by  Congress  in  1993  of  an  osteoporosis  resource  center. 
This  highly  successful  center,  housed  at  the  National  Osteoporosis  Foundation, 
reaches  hundreds  of  thousands  of  people  annually  and  educates  several  key 
population  sectors  including  adolescent  girls,  frail  elderly  men  and  women  and 
ethnic  communities.  Unfortunately,  its  limited  budget  ($500,000  annually  for  four 
years),  precludes  the  center  from  disseminating  information  through  Internet,  CD 
ROMS  and  other  modern  technology  which  could  better  reach  the  American  people 
more  efficiently  and  effectively.  The  Osteoporosis  and  Related  Bone  Diseases 
Resource  Center  possesses  a  toll-free  number  but  current  funding  only  allows  for 
less  than  20,000  calls  per  year.  Additional  monies  for  education  will  ultimately 
create  a  more  sophisticated  and  better  informed  public. 

Without  additional  support  for  research  and  the  National  Osteoporosis 
Resource  Center,  these  diseases  will  swamp  the  overburdened  health  care  system 
and  render  fruitless  any  effort  to  implement  cost  containment  strategies.  We 
desperately  need  investment  in  further  research  on  bone  diseases  and,  how  to 
prevent  and  treat  them  once  they  have  developed.  The  many  scientists  and 
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researchers  involved  in  bone  disease  research  also  firmly  believe  that  it  is  within 
our  national  grasp  to  ultimately  eliminate  these  diseases  as  a  public  health 
problem. 

Thank  you. 
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STATEMENT  OF  THE 


NATIONAL  INDIAN  IMPACTED  SCHOOLS  ASSOCIATION 

Edward  F.  Parisian,  President  Peter  Belletto,  President-Elect 

c/o  Heart  Butte  School  District  #1  c/o  Gallup-McKinley  County  School 

Box  259  Box  1318 

Heart  Butte,  Montana  59448  Gallup,  New  Mexico  87301 


SUBMITTED  TO  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 
LABOR - HHS - EDUC AT I ON 

REGARDING  FY1997  FUNDING  FOR  IMPACT  AID 

MAY  16,  1996 


The  National  Indian  Impacted  Schools  Association   (NIISA)  ,  an 
association  of  public  schools  in  Indian  country  dedicated  to 
quality  education  for  Indian  and  Alaska  Native  students,  is 
pleased  to  present  this  statement  on  FY1997  appropriations  for 
Impact  Aid. 

The  National  Indian  Impacted  Schools  Association  supports 
FY1997  funding  of  $752  million  under  the  formula  as  provided  in 
current    statute.      Within   this    amount    bur   top   priorities  are: 

1)  $631  million  for  basic  support  payments   (section  8003)  - 
same  as  the  FY1995  level,  and 

2)  $25  million  for  construction   (section  8007) .  Additionally 
we  recommend  development  of  a  long-term  plan  for  school 
construction  in  Indian  country. 


The  remainder  of  the  funding  would  provide: 


•  $40  million  for  payments  for  children  with  disabilities 

•  $40  million  for  heavily  impacted  districts  (section 

8003 (f)  ) 

•  $16  million  for  payments  for  federal  property  (section 

8002) 

We  appreciate  that  Congress  has  given  the  highest  priority 
when  making  Impact  Aid  funding  decisions  to  basic  support  payments 
for  heavily  impacted  Indian  districts.     We  also  ask  you  to 
consider,   however,   schools  which  have  a  substantial  number  of 
Indian  students  but  which  are  not  in  the  most  heavily  impacted 
category  and  also  the  desperate  need  for  construction  funds. 
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The  ability  for  heavily  impacted  schools  in  Indian  country  to 
raise  revenue  is  greatly  restricted.     For  instance  in  School 
District  87J-L  in  Montana,  which  is  100%  impacted,   a  mill  of 
taxation  is  worth  only  $55.     This  school  would  have  to  set  its 
mill  level  at  4,545  mills  to  raise  $250,000.     This  compares  to 
some  school  districts  that  could  raise  this  amount  with  only  one 
mill!     At  the  Heart  Butte  school  in  Montana,   a  mill  is  worth  only 
$42.     There  are  many  such  similar  examples  in  Indian  country. 

Prior  to  the  Citizenship  Act  of  1924,  which  conferred 
citizenship  on  Indians  born  within  the  territorial  limits  of  the 
United  States,  many  states  would  not  provide  funding  for  education 
for  Indian  people.     While  it  is  now  clearly  established  that 
states  must  provide  Indian  children  equal  access  to  state  schools, 
the  fact  that  Indian  trust  lands  are  nontaxable   (as  is  also  the 
case  with  military  bases)   necessitates  federal  financial  support. 
Indian  tribes  in  the  U.S.  retain  only  3%  of  their  aboriginal  land 
--  a  land  base  which  is  central  to  the  continued  existence  of 
tribal  governments,   to  the  maintenance  of  our  tribal  cultures  and 
languages,   and  to  the  ability  to  freely  exercise  our  religions. 

The  Impact  Aid  program  provides  basic  funding  to  890  public 
school  districts  which  serve  students  whose  parents  live  or  work 
on  Indian  trust  lands.     There  are  53  million  acres  of  Indian  land 
held  in  trust  by  the  Federal  Government.     The  Impact  Aid  program 
in  Indian  country  is  a  clear  cut  example  of  the  United  States 
government  carrying  out  its  trust  responsibility  to  Indian  people. 
It  is  also  the  embodiment  of  the  United  States  public  policy  to 
provide  every  child  a  free  public  education. 

Besides  being  the  financial  foundation  for  public  schools  in 
Indian  country,   the  Impact  Aid  program  provides  a  unique 
opportunity  for  tribal  governments  and  Indian  and  Alaska  Native 
communities  to  be  involved  in  the  education  of  their  children  in 
public  schools.     This  is  a  very  important  link  between  tribal 
governments  and  state  school  systems.       We  support  the  provisions 
in  the  Impact  Aid  law  which  require  LEAs  to  develop  Indian 
Policies  and  Procedures   (IPP).     The  IPP  provide  a  formal 
opportunity  for  tribal  governments  and  parents  of  Indian  children 
to  comment  on  whether  Indian  students  are  participating  on  an 
equal  basis  with  non-Indian  students  in  educational  programs  and 
school  activities.     They  provide  for  modification,  when  necessary-, 
of  school  programs  to  ensure  that  Indian  children  are 
participating  on  an  equal  basis  with  non-Indian  children.  And 
school  districts  are  to  consult  with  tribes  and  the  Indian 
community  on  the  planning  and  review  of  school  programs  and 
materials.     Even  in  cases  where  the  schools  are  made  up  primarily 
of  Indian  children  and  the  school  board  consists  of  Indian 
members,   the  link  between  the  tribal  government  and  the  school 
(which  is  part  of  a  state  government  system)   is  important.     And  it 
may  be  even  more  important  in  those  instances  where  the  school 
population  has  a  significant  number  of  Indian  students,  but  they 
are  not  in  the  majority  and/or  the  school  board  has  few  if  any 
Indian  members . 
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The  Administration's  FY1997  request  for  Impact  Aid  proposes 
--  once  again  --  that  the  formula  for  distribution  of  basic 
support  payments  be  changed.     We  disagree  with  this  proposal.  We 
believe  the  formula  established  in  the  recent   (1994)  elementary 
and  secondary  education  reauthorization  statute   (Public  Law  103- 
382)    is  a  fair  formula.      It  is  more  needs-based  than  the  formula 
it  replaced.     The  Administration's  proposal  would  tie  payments  to 
the  state  average  of  the  local  share,   an  approach  which 
discriminates  against  Indian  reservation  schools  which  are  in 
rural  areas,   have  poor  roads,   extremely  high  transportation  costs, 
and  many  students  with  special  needs.     Fortunately,    there  is  no 
indication  that  the  authorizing  committees  intend  to  change  the 
Impact  Aid  formula. 

With  regard  to  construction,    the  Administration's  budget 
request  would  provide  only  $4  million  in  formula-based  Capital 
Fund  Payments  to  districts  that  have  at  least  50%  children 
residing  on  Indian  lands,   which  receive  funding  because  they  are 
coterminous,   or  which  have  a  sudden  and  substantial  increase  in 
military  students.     A  construction  budget  of  this  level  is  almost 
meaningless  --  both  because  of  the  tremendous  need  for  new 
construction  funding  and  because  of  the  way  the  funds  are 
distributed.     The  Heart  Butte  school  in  Montana,    for  instance, 
received  $20,000  in  FY1996  Impact  Aid  construction  funds.  They 
are  in  great  need  of  a  junior  high  school,   at  an  estimated  cost  of 
$1  million   (a  very  modest  amount  for  a  school) .     At  $20,000  a 
year,    the  school  district  would  have  to  accumulate  its  funding  for 
nearly  50  years  in  order  to  have  $1  million!     About  the  only 
meaningful  use  The  Heart  Butte  school  can  make  of  this  $20,000 
construction  stipend  is  as  a  contribution  toward  the  $33,000 
annual  cost  of  leasing  a  modular  building  in  which  to  house  its  60 
junior  high  students. 

We  do  not  want  this  to  become  the  norm  for  school  facilities 
in  Indian  country  and  elsewhere  --  temporary  trailer  houses  and 
modular  buildings  which  are  even  inadequate  short-term  solutions 
to  persistent  space  needs.     Accommodations  like  this  do  not  serve 
the  needs  of  students  and  give  a  very  negative  message  about  our 
commitment  to  education.     The  current  system  of  providing  small 
amounts  of  formula-driven  money  effectively  preclude  any  chances 
for  future  school  construction  in  Indian  country  --  an  unmet  need 
estimated  to  be  at  least  $200  million. 

We  recommend  that  Congress  and  the  Administration  work  with 
tribes  and  school  districts  to  develop  a  sensible  school 
construction  funding  policy  for  public  schools  on  Indian 
reservations,   and  to  look  at  other  financing  options  including 
direct  federal  appropriations,    loan  guarantees,   bonding,  and 
lease-back  arrangements.     A  number  of  years  ago  Congress  mandated 
that  the  Indian  Health  Service  develop  a  10 -year  plan  for 
construction  of  sanitation  facilities  in  Indian  country.  While 
the  10-year  plan  is  somewhat  behind  schedule,   this  strategy  has 
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proven  very  beneficial  and  resulted  in  annual  appropriations  to 
address  the  staggering  backlog  of  needed  sanitation  facilities. 
Similarly,  we  believe  the  development  of  such  a  long-range  plan 
for  school  facility  needs  in  Indian  country  would  provide  Congress 
with  a  comprehensive  inventory  of  needs  and  a  reasoned  strategy 
for  addressing  them  through  an  annual  appropriation  for  this 
purpose.     In  the  interim,  we  recommend  full  funding  of  the 
$25  million  annual  authorization  for  construction. 

Thank  you  for  your  consideration  of  our  concerns  and  needs. 
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Thank  you  for  the  opportunity  to  submit  testimony  on  behalf  of  the  National  Federation  of 
Community  Broadcasters,  orNFCB,  which  is  the  sole  national  organization  of  community 
oriented  non-commercial  radio  stations. 

The  NFCB  requests  that  the  Subcommittee  include  with  its  1999  CPB 
appropropriation  report  a  recommendation  that  CPB  give  funding  priority  to  public  radio 
stations  that  serve  rural,  underserved  and  unserved  areas  and  sole  service  providers.  Our 
request  echoes  language  included  in  reports  from  House  and  Senate  subcommittees. 

Community  radio  fully  supports  sustained  funding  for  the  Corporation  for  Public 
Broadcasting.  Federal  support  distributed  through  the  CPB  is  an  unreplaceable  resource 
for  rural  stations  and  for  those  stations  serving  minority  communities.  In  the  case  of  the 
rural  and  minority  stations,  CPB  support  may  not  ever  be  replaced  and  the  goal  of 
universal,  local,  non-commercial  radio  service  will  become  only  a  dream. 

In  other  communities,  stations  need  time  to  develop  support  to  replace—wholly  or 
partly—  the  sustaining  grants  from  CPB.  Without  time  to  develop  new  streams  of  support 
the  stations  may  give  up  services,  depriving  their  communities  of  a  reliable  source  of 
noncommercial  programming  about  themselves  while  they  are  awash  with  news  from 
around  in  the  world  every  thirty  minutes. 

After  the  1988  hearings  on  reauthorization  for  the  Corporation  for  Public  Broadcasting, 
the  Congress  directed  the  CPB  specifically  to  support  public  radio  stations  that  provide  the  only 
broadcast  service  to  their  communities,  to  extend  public  radio  service  to  the  rest  of  the  nation. 
Congress  recommended  that  CPB  support  public  radio  services  to  rural  and  minority 
communities.  Stations  existed  in  these  communities,  but  they  were  too  small  to  be  eligible  for 
CPB  support  as  the  criteria  existed  in  1988. 

In  1990,  the  public  radio  system  resolved  to  provide  public  radio  service  to  95%  of  the 
American  people  and  to  redistribute  CPB  funds  to  an  emerging  group  of  rural,  minority  and 
developing  stations  in  order  to  achieve  that  goal  in  a  meaningful  way.  The  Corporation  of 
Public  Broadcasting  adopted  the  proposal  and  established  new  grant  programs  beginning 
in  fiscal  year  1992.  These  are  the  Station  Development  or  STEP  grants,  Sole  Service  grants, 
Program  Assistance  grants,  and  Micro-Market  grants. 

In  fiscal  year  1996,  these  four  grant  programs  provided  nearly  SI. 5  million  in 
support  to  61  emerging  station  grantees,  about  2.4%  of  $61,290,292  which  is  public  radio's 
share  of  the  CPB  appropriation.  Individually,  stations  participating  in  these  grant 
programs  receive  annual  support  from  CPB  ranging  from  $11,429  to  $57,666. 

In  Senate  Report  104-145,  these  grant  programs  are  encouraged  with  the  language: 
The  Committee  directs  CPB  in  allocating  reduced  funding  to  consider  the  impact  on  rural 
radio  and  TV  studios,  especially  sole  service  providers,  stations  with  minimal  donor  bases  or 
service  areas  with  limited  video  programming  alternatives,  and  community  radio  stations.  The 
Committee  directs  to  give  priority  to  stations  which  serve  rural,  underserved,  and  unserved 
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areas  and  sole  service  providers. 

Similar  language  has  been  included  House  reports  on  the  CPB.  We  are  asking  that  the 
Subcommittee  consider  including  such  a  recommendation  with  the  1999  appropriation,  With 
Congressional  direction  such  as  given  above,  these  critical  grant  programs  for  especially 
important  stations  will  continue.  Without  such  language,  these  grant  programs  which 
represent  only  2.4%  of  the  radio  share  of  the  appropriation  are  at  risk  of  being  significantly 
reduced  or  even  eliminated. 

Thank  you  for  your  consideration  of  our  testimony.  If  the  Subcommittee  has  any  questions 
or  needs  to  follow-up  on  any  of  the  points  expressed  above,  please  contact: 

Lynn  Chadwick,  President  &  CEO 
National  Federation  of  Community  Broadcasters 
telephone:  415-771-1160 
telefax  415-771-4343 

The  NFCB  is  a  twenty  year  old  grassroots  organization  which  was  established  by,  and 
continues  to  be  supported  by  our  member  stations.  Large  and  small,  rural  and  urban,  the  NFCB 
member  stations  are  distinguished  by  their  commitment  to  local  programming  and  community 
participation  and  support.  NFCB' 3  90  Participant  members  and  136  Associates  come  from  across 
the  United  States,  from  Alaska  to  Florida;  from  every  major  market  to  the  smallest  Native 
American  reservatioa  While  the  urban  member  stations  serve  communities  that  include  New 
York,  Minneapolis,  San  Francisco  and  other  major  markets,  the  rural  members  are  often  the  sole 
source  of  local  and  national  daily  news  and  information  in  their  communities.  NFCB's 
membership  reflects  the  true  diversity  of  the  American  population:  40%  of  the  members  serve 
rural  communities  and  34%  are  minority  radio  services. 

On  community  radio  stations'  airwaves  examples  of  localism  abound:  on  KELI  in 
Porcupine,  South  Dakota  you  will  hear  morning  drive  programs  in  their  Native  Lakota  language; 
throughout  the  California  farming  areas  around  Fresno,  Radio  Bilingue  programs  five  stations 
targeting  low-income  farm  workers;  in  Barrow  Alaska,  on  KBRW  you  will  hear  the  local  news 
and  fishing  reports  in  English,  and  Yupik  Eskimo;  in  Dunmore,  West  Virginia,  you  will  hear 
coverage  of  the  local  school  board  and  county  commission  meetings;  KABR  in  Alamo  New 
Mexico  serves  its  small  isolated  Native  American  population  with  programming  almost 
exclusively  m  Navajo;  and  on  WWOZ  you  can  hear  the  sounds  and  culture  of  New  Orleans 
throughout  the  day. 

In  1 949  the  first  community  radio  station  went  on  the  air.  From  that  day  forward, 
community  radio  stations  were  reliant  on  their  local  community  for  support  through  listener 
contributions.  Today,  many  stations  are  partially  funded  through  the  Corporation  for  Public 
Broadcasting  grant  programs.  CPB  funds  represent  about  15%  of  the  larger  stations'  budgets,  but 
often  can  represent  up  to  40%  of  the  budget  of  the  smallest  rural  stations. 
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TESTIMONY  BY 
MR.  DANIEL  KANE 
PRESIDENT  AND  CHIEF  EXECUTIVE  OFFICER, 
ENGLEWOOD  HOSPITAL  AND  MEDICAL  CENTER 
ENGLEWOOD,  NEW  JERSEY 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION, 
AND  RELATED  AGENCIES 
COMMITTEE  ON  APPROPRIATIONS 
U.S.  HOUSE  OF  REPRESENTATIVES 

MAY  16,  1996 

Thank  you  for  the  opportunity  to  submit  written  testimony  for  the  record  to  the  House 
Labor,  Health  and  Human  Services,  Education  and  Related  Agencies  Appropriations 
Subcommittee  regarding  the  efforts  of  Englewood  Hospital  and  Medical  Center,  located  in 
Englewood,  New  Jersey,  to  establish  the  "Dizzy  Gillespie  Cancer  Institute."  We  believe 
the  Institute  can  be  replicated  in  similar  medical  and  cancer  care  facilities  across  the  country. 
The  Institute  is  part  of  a  comprehensive  institutional  plan  to  expand  the  capabilities  and 
outreach  of  Englewood' s  oncology  programs  in  response  to  a  significant  regional  need  for 
improved  cancer  care. 

The  centerpiece  of  this  initiative  is  the  proposed  expansion  of  The  Cytodiagnosis  and 
Breast  Care  Center  at  Englewood  which  will  serve  women  in  the  northern  New  Jersey  and 
New  York  metropolitan  area.  This  testimony  describes  the  "Englewood  model"  of  breast 
cancer  diagnosis  and  the  capabilities  of  Englewood  to  expand  this  unique  program  to  include 
other  break-through  diagnostic  methods  for  prostate  cancer  and  other  cancers.  Given  the 
uniqueness  of  our  program,  the  FY  1997  Budget  submitted  to  Congress  by  the  President 
includes  a  specific  recommendation  for  funding  of  the  Englewood  initiative  in  the  amount  of 
$5  million  in  the  FY  1997  budget  cycle  through  the  health  facilities  construction  account  of 
the  Health  Resources  and  Services  Administration  (HRSA)  of  the  Department  of  Health  and 
Human  Services. 

As  a  major  medical  center  and  cancer  facility  in  New  Jersey,  Englewood  is 
redesigning  its  care  and  treatment  programs  to  provide  a  more  coordinated  system  of  patient- 
centered  care:  to  represent  a  cancer  care  delivery  system  that  places  the  patient  and  family  at 
the  center  of  all  institutional  activity,  with  the  guarantee  of  complete  access  to  all  elements  of 
the  process.  Englewood  Hospital  and  Medical  Center  is  undertaking  a  major  expansion  of  its 
capital  facilities  to  establish  the  "Dizzy  Gillespie  Cancer  Institute." 

The  Institute  will  be  one  of  the  leading  facilities  of  its  kind  in  the  country  providing 
patient-centered  cancer  services  to  a  broad  community  of  need.  The  combined  and  enhanced 
existing  programs  in  cancer  research  and  treatment,  pediatric  care,  training,  education  and 
community  outreach,  cancer  detection  and  treatment,  hospice  care,  and  other  specialty  areas 
will  provide  substantial  opportunities  to  meet  one  of  the  most  critical  health  challenges  well 
into  the  next  century. 

AN  AFFILIATE  OF  MOUNT  SINAI  SCHOOL  OF  MEDICINE 
350  ENGLE  STREET  ENGLEWOOD,  NEW  JERSEY  0763 1    (2015  894-3000 
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The  proposed  Institute  represents  a  unique  demonstration  project  to  show  how  health 
administration  challenges  can  positively  meet  the  demands  of  cancer  care  through 
community,  state  and  federal  teamwork.  Englewood  Hospital  and  Medical  Center's 
innovative  plan  for  a  regional  cancer  institute  will  successfully  meet  that  critical  need.  The 
Institute  will  represent  z  model  for  effectively  providing  comprehensive,  customized 
prevention,  early  detection,  diagnosis,  treatment  and  rehabilitation  services,  and  educational 
programs  for  cancer  patients  and  their  families. 

With  nearly  1,300  employees,  700  professional  nurses,  a  500-member  medical  staff 
and  1 ,000  volunteers,  Englewood  Hospital  and  Medical  Center  serves  more  than  350,000 
residents  in  30  townships.  Englewood  Hospital  and  Medical  Center  has  one  of  the  most 
preeminent  medical  staffs  of  any  hospital  in  New  Jersey.  Members  of  the  staff  represent 
virtually  every  clinical  specialty  and  subspecialty  and  hold  one  of  the  highest  Board 
Certification  rates  in  the  country.  As  the  first  organized  medical  staff  in  Bergen  County,  the 
physicians  have  been  leaders  in  medical  care  for  over  a  century. 

Englewood  is  seeking  a  public-private  partnership  to  effectively  meet  the  challenges  of 
cancer  diagnosis  and  treatment  in  order  to  serve  larger  populations  of  cancer  patients  and 
their  families  throughout  New  Jersey.  We  particularly  want  to  be  able  to  provide  increased 
access  and  outreach  to  our  indigent  and  minority  cancer  patients. 

INNOVATIVE  PROGRAM  IN  BREAST  CARE  TREATMENT: 

With  the  incidence  of  breast  cancer  on  the  rise  to  the  point  where  one  out  of  every 
nine  women  are  affected,  Englewood  has  pioneered  an  innovative  comprehensive  breast  care 
program  that  provides  early  detection,  single  site,  same-day  diagnosis  and  treatment  through 
its  Cytodiagnosis  and  Breast  Care  Center  founded  in  1991  under  the  direction  of  Dr.  Miguel 
Sanchez.  Uniquely  known  as  the  "Englewood  Model,"  the  Center  employs  a  condensed 
diagnostic  process  and  the  smooth  procedure  is  shown  to  dramatically  ease  the  psychological 
trauma  for  the  patient,  speed  the  planning  of  further  treatment,  reduce  the  cost  of  care  and 
increase  patient  volume. 

The  Cytodiagnosis  and  Breast  Care  Center  performs  over  2400  fine  needle  aspirations 
annually  and  includes  stereotactic  and  ultrasound-guided  capabilities.  The  unparalleled  same- 
day  diagnostic  facility  also  results  in  lower  cost  of  care  for  the  Center  and  consequently, 
lower  patient  fees. 

For  most  women,  the  discovery  of  a  lump  in  a  breast  is  an  extremely  traumatic 
experience;  the  course  from  discovery  to  diagnosis  for  the  average  patient  is  often  a  three  to 
six  week  ordeal,  marked  by  fear  and  uncertainty  as  the  patient  makes  numerous  visits  to  a 
range  of  specialists.  However,  combining  pathology  and  radiology  in  a  single  outpatient 
clinic,  thereby  reducing  the  lag  times  associated  with  making  appointments  and  reading  tests 
enables  a  clinic  to  provide  a  diagnosis  before  the  patient  leaves  the  clinic  and  reduces  a  great 
amount  of  stress  for  the  patient.  This  condensed  diagnostic  process  and  the  smooth 
procedure  is  shown  to  dramatically  ease  the  psychological  trauma  for  the  patient,  speed  the 
planning  of  further  treatment,  reduce  the  cost  of  care  and  increase  patient  volume. 


-2- 


1677 


When  it  first  opened  in  1991,  the  Cytodiagnosis  and  Breast  Care  Center  at  Englewood 
Hospital  and  Medical  Center  provided  appropriate  facilities  of  the  then  current  and 
anticipated  volume  of  patients.  However,  because  of  the  success  of  this  clinical  approach, 
with  a  three-fold  increase  in  volume,  the  facility  today  is  severely  taxed  in  meeting  demand 
for  its  services. 

The  proposed  new  Cytodiagnostic  and  Breast  Care  Center  will  increase  the 
department  space  available  from  a  current  area  of  2300  square  feet  to  more  than  9500  square 
feet.  Numbers  of  mammography  rooms,  fine  needle  aspiration  exam  rooms,  and  stereotactic 
procedure  rooms  will  all  double  to  accommodate  current  and  anticipated  demand.  Pathology 
and  radiology  reading  areas  will  be  expanded  to  accommodate  a  doubling  of  on-site  medical 
staff.  Laboratory,  film  process,  file  and  technician  work  areas  will  all  triple  in  area.  Space 
for  confidential  patient  consultations  and  education  that  is  currently  not  available  will  be 
provided.  A  state-of-the-art  medical  conference  and  teaching  facility  will  be  provided  within 
the  department  to  accommodate  the  multi-discipline  clinical  conferences  as  well  as  the 
continuously  growing  medical  education  role  of  this  Center.  This  expansion  will  provide  the 
needed  facilities  to  allow  this  unique  service  at  Englewood  Hospital  and  Medical  Center  to 
continue  and  grow. 

THE  DIZZY  GILLESPIE  CANCER  INSTITUTE: 

The  "Dizzy  Gillespie  Cancer  Institute"  will  address  the  wide  scope  of  needs  in  each 
individual  case,  including  medical,  physical,  educational,  emotional,  advocacy  and  access 
needs.  The  Institute  will  be  one  of  the  leading  facilities  of  its  kind  in  the  country  providing 
patient-centered  cancer  services  to  a  broad  community  of  need.  The  combined  and  enhanced 
existing  programs  in  cancer  research  and  treatment,  pediatric  care,  training,  education  and 
community  outreach,  cancer  detection  and  treatment,  hospice  care  and  other  specialty  areas 
will  provide  substantial  opportunities  to  meet  one  of  the  most  critical  health  challenges  in  the 
1990's  and  into  the  next  century. 

The  Dizzy  Gillespie  Cancer  Institute  will  serve  as  a  regional  and  national  model  in 
cancer  care  that  can  be  replicated  in  medical  centers  across  the  country.  We  envision  an 
institute  that  will  be  a  leader  in  community-based  cancer  care  in  four  key  areas:  1)  Cancer 
Care  Cost  Containment;  2)  Cancer  Care,  Prevention,  and  Treatment  Systems;  3) 
Community  Outpatient  Cancer  Services;  and,  4)  Automated  Cancer  Information  and 
Education  Services. 

The  Dizzy  Gillespie  Cancer  Institute  will  effectively  demonstrate  a  truly  viable 
approach  to  containing  health  care  costs  through  consolidation  of  resources,  elimination  of 
inefficiencies  and  unnecessary  duplication.  The  Institute  will  work  in  partnership  with  payers 
to  contain  health  care  costs  through  information  sharing  and  improved  quality  of  care  through 
careful  analysis  of  outcome  measurements.  The  Institute  will  house  an  integrated  patient  care 
information  system  to  assist  Center-administration  coordinated  care,  and  effectively  and 
efficiently  allocate  valuable  human  and  capital  resources. 

We  expect  to  expand  our  breast  care  program  to  serve  as  a  national  model  for  breast 
cancer  diagnosis  and  treatment  throughout  the  country.  We  are  one  of  the  first 
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comprehensive  facilities  in  the  United  States  where  cytopathologists  and  radiologists  conduct 
rapid,  highly  accurate  and  non-surgical  cancer  diagnosis  in  a  single  setting.  We  also  hope  to 
implement  a  three-dimensional  treatment  planning  system  which  permits  precise  targeting  of 
cancer  cells,  and  eliminating  radiation  to  normal  and  unaffected  cells.  For  many  tumors,  the 
rate  of  local  control  of  the  cancer  is  a  function  of  the  dose  of  radiation  delivered.  Increased 
doses  of  radiation  achieved  with  3-D  planning  can  result  in  more  control  of  treatment,  and 
ultimately  higher  rates  of  cure. 

Conformal  therapy  is  the  corollary  to  3-D  treatment  planning,  which  allows  for  higher 
radiation  doses  to  be  precisely  delivered  to  the  particular  organ  being  treated.  This  high  dose 
therapy  is  made  possible  through  the  development  of  the  multileaf  collimator  and  the 
computer  controlled  linear  accelerator.  The  collimator  contains  multiple  pairs  of  thin  leaves 
that  attenuate  the  radiation  beam.  Since  each  leaf  can  move  independently,  a  field  of  any 
shape  can  be  rapidly  created  which  eliminates  the  need  to  fashion  and  insert  customized 
beam-shaping  lead  blocks.  Eliminating  the  need  to  continually  re-enter  the  room  and  place 
the  lead  blocks  dramatically  reduces  patient  treatment  time  and  patient  movement. 

We  want  to  be  able  to  utilize  stereotactic  radiosurgery  which  also  allows  for 
exquisitely  precise  radiation  treatments  to  small  tumors  such  as  brain  tumors.  This  treatment 
technique  can  also  be  used  for  artereo  venous  malfunctions.  We  would  like  to  integrate 
cryosurgery  cancer  treatment  into  our  new  Institute's  treatment  options  which  uses  an 
ultrasound  guided  minimally  invasive  procedure  to  deliver  super  cooled  liquid  nitrogen  to 
destroy  diseased  or  cancerous  tissues  via  a  probe.  The  system  Englewood  would  purchase  is 
specifically  designed  to  treat  prostate  cancer  by  freezing  and  destroying  the  prostate. 

The  Institute  will  allow  for  outpatient  radiology  and  diagnostic  testing  in  much  more 
efficient  manner,  with  the  ability  to  accommodate  routine  diagnostic  testing,  as  well  as 
support  patients  who  are  referred  from  private  physicians'  offices.  Englewood  will  be  able 
to  offer  a  wide  variety  of  outpatient  physician  services  including  pediatric  and  clinical  care, 
all  in  the  same  setting.  Englewood  Hospital  and  Medical  Center  and  its  staff  of  dedicated 
professionals  are  constantly  striving  to  gain  a  foothold  in  the  global  battle  against  cancer. 
We  are  making  daily  advances  in  our  ability  to  detect,  diagnose  and  treat  cancers  in  early, 
more  treatable  stages,  and  our  ongoing  aim  is  to  be  a  promise  of  hope  for  the  community  we 
serve. 

WINNING  THE  WAR  ON  CANCER:  A  FEDERAL  PARTNERSHIP 

The  increasing  incidence  of  cancer  is  a  national  crisis  and  warrants  a  national 
response.  The  number  deaths  in  1994  for  the  State  of  New  Jersey  was  over  18,000,  one  of 
the  highest  rates  in  the  nation.  At  the  same  time,  New  Jersey  had  over  43,000  new  cases  of 
cancer.  Breast  cancer  has  been  skyrocketing  in  New  Jersey  over  the  last  several  years  -  in 
1994,  there  were  over  1800  deaths  alone  due  to  breast  cancer.  At  a  time  when  there  is  a 
tremendous  need  to  consolidate  national  resource  and  avoid  costly  duplication  of  services  and 
treatment  programs,  Englewood  Hospital  and  Medical  Center  will  provide  innovative 
insight  and  experience  for  effectively  meeting  the  goals  of  current  health  policies,  as  well  as 
look  to  the  future,  regarding  treating  cancer  patients  in  a  coordinated,  cost-effective,  personal 
manner. 
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A  Federal  partnership  is  sought  for  the  purpose  of  expanding  Englewood's  capabilities 
in  cancer  diagnosis  and  management  in  order  to  serve  a  larger  population  within  New  Jersey, 
and  also  to  serve  as  a  national  model  for  comprehensive  cancer  diagnosis  and  treatment 
nationwide.  Capital  development  goals  and  objectives  at  Englewood  include  facilities 
enhancement,  expansion  and  development  of  existing  cancer  diagnosis  and  treatment 
programs,  expansion  of  the  existing  Breast  Care  Center,  related  innovative  research  training, 
and  records  management  initiatives. 

As  part  of  our  continued  efforts  in  cost-effective  cancer-care,  Englewood  Hospital  and 
Medical  Center  is  seeking  federal  support  in  the  amount  of  $5  million  in  the  FY  1997  Labor, 
HHS  Appropriations  Bill  within  the  health  facilities  construction  grant  program  of  the  Health 
Resources  and  Services  Administration  (HRSA).  The  total  cost  of  the  initiative  is  estimated 
at  $36  million.  Englewood  Hospital  and  Medical  Center  is  contributing  substantial  resources 
of  its  own  to  this  endeavor  as  we  seek  to  be  a  model  in  cost-effective  and  accessible  cancer 
care. 

We  believe  that  Englewood  can  serve  as  a  national  model  in  community-based  cancer 
care  that  effectively  demonstrates  the  utilization  of  a  talented  medical  staff,  innovative 
technologies,  state-of-the-art  medical  procedures,  and  a  strong  personal  commitment  to  our 
patients,  their  families  and  friends,  and  the  entire  Englewood  community.  As  a  major  public 
policy  concern  for  both  the  medical  community  and  public  officials  at  the  local  and  national 
level,  we  are  constantly  seeking  answers  to  unanswered  questions  to  a  disease  that  is  now 
steadily  shifting  from  heart  disease  as  the  leading  cause  of  death  in  the  industrialized  world. 

The  "Dizzy  Gillespie  Cancer  Institute"  will  enable  Englewood  to  more  clearly  focus 
our  current  efforts  and  programs  in  cancer  care  drawing  upon  the  strong  resources  of  our 
physician  and  medical  staff  and  the  application  of  advanced  technologies  to  provide  new, 
critical  advances  in  cancer  treatment  and  research.  The  Institute  will  enable  our  patients  to 
receive  the  best,  most-effective  cancer  therapies  available  within  a  managed-care 
environment.  In  tandem  with  on-going  clinical  research,  the  Institute  will  position  Englewood 
as  a  unique  regional  cancer  facility  that  combines  new  and  innovative  technologies  for 
detecting,  treating,  and  curing  cancer  well  into  the  year  2000  and  beyond. 

Again,  we  thank  the  Subcommittee  for  its  interest  and  support  of  our  work  to  win  the 
war  against  cancer.  We  appreciate  the  opportunity  to  submit  testimony  today  to  discuss  with 
you  our  continued  efforts  in  this  battle. 
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Nr.    Chairman:    The  National   Rural   Health  Association    (NRHA)  is 

pleased  to  provide  the  Labor /HHS/ ED  Subcommittee  with  a  statement 
recommending  FY  1997  funding  levels  for  rural  health  programs.  The 
NRHA  is  a  national  non-profit  organizations  whose  membership 
includes  rural  health  care  providers,  administrators,  health 
planners,  researchers  educators  and  policy  makers.  Our  mission  is 
to  improve  the  health  of  rural  Americans  and  to  provide  leadership 
through  advocacy,  communications,  education  and  research. 


Our  funding  requests  for  FY  1997  follow: 

Rural  Health  Outreach  Grants  Program.  NRHA  is  requesting  funding 
at  $30.2  million,  a  $2.3  million  increase  over  the  FY  1996  level. 

This  innovative  program  is  unique  in  that  it  requires  that  a 
consortium  of  at  least  three  local  entities  collaborate  to  design 
delivery  systems  to  meet  the  community  health  care  needs.  These 
grants  will  expand  or  establish  a  wide  range  of  essential  health 
services  in  rural  areas,  including  mobile  primary  care  outreach 
programs  for  migrant  and  seasonal  farmworkers,  telemedicine  and 
trauma  care  services. 

Rural  Health  Care  Transition  Grants  Program.  NRHA  urges  you  to 
support  the  Rural  Health  Care  Transition  Grants  Program  at  $17.6, 
the  same  level  the  program  received  in  FY  1995,  and  $3.6  million 
increase  over  the  FY  1996  level.  Established  by  OBRA  of  1987,  the 
Rural  Health  Transition  Grants  Program  was  funded  to  assist  rural 
hospitals  with  less  than  100  beds  to  modify  their  services  in  order 
to  assure  access  to  high  quality  care  to  Medicare  beneficiaries. 
The  grant  program  currently  provides  awards  of  up  to  $50,000  per 
year  for  each  of  three  years  to  hospitals  to  help  them  determine 
how  to  convert  acute  care  beds  to  other  types  of  facilities.  The 
funding  also  supports  the  planning  and  implementation  of  projects 
to  adapt  to  other  environmental  changes  such  as  clinical  practice 
patterns,  changes  in  service  populations,  declining  demand  for 
acute  care  inpatient  hospital  capacity  and  increasing  demand  for 
ambulatory  and  emergency  services. 

Rural  Health  Research.  NRHA  supports  a  funding  level  of  $10 
million  for  the  federal  Office  of  Rural  Health  Policy  (ORHP) ,  a 
$600,000  increase  over  FY  1996  levels.  This  line  item  funds 
research  programs,  the  National  Advisory  Committee  on  Rural  Health, 
the  rural  health  information  clearinghouse  function,  and 
telemedicine  grants.  The  Office  of  Rural  Health  Policy  administers 
these  programs,  all  of  which  contribute  to  its  mission  of  being  and 
HHS  agency  responsible  for  providing  a  rural  perspective  on  agency 
programs.  ORHP  currently  supports  6  rural  health  research  programs 
and  plans  to  support  5  in  FY  1997.  The  centers  provide  timely, 
policy  relevant  research,  including  work  on  rural  hospitals,  health 
professionals,  delivery  of  mental  health  services,  and  functioning 
of  managed  care  systems.  The  telemedicine  grants  supported  through 
this  line  provide  a  uniquely  rural  application  of  new  technology, 
since  only  rural  institutions  can  apply.  Increasing  this 
appropriation  is  a  restoration  of  only  some  of  the  funds  rescinded 
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in  FY  1995,  when  the  amount  was  originally  13.5  million. 


Essential  Access  Community  Hospital  (EACH) /Rural  Primary  Care 
Hospital  (RPCH)  Program.  In  FY  1996,  both  the  House  and  the 
Senate  did  not  approve  funds  for  the  EACH  program.  NRHA  recommends 
continued    support    of    rural    health    network    development.  The 

EACH /RPCH  program  currently  provides  grants  to  states  for  the 
purpose  of  developing  Rural  Health  Networks  and  designating 
hospitals  as  an  EACH,  a  full-service  referral  hospital  and  RPCH, 
down-scaled  limited  service  facilities.  NRHA  believes  that  it  is 
important  to  provide  an  alternative  model  to  help  rural  communities 
meet  local  health  care  needs  and  demands. 

Community  Health  Centers.  NRHA  is  recommending  that  you  provide 
the  highest  level  of  funding  possible  for  the  community  health 
center  cluster.  For  many  rural  communities,  the  CHC  is  the 
provider  of  primary  and  preventive  health  care  services.  CHCs 
provide  services  to  5.3  million  residents  of  underserved  urban  and 
rural  areas.  About  65  percent  of  the  health  centers  and  50  percent 
of  the  users  are  from  rural  areas.  Moreover,  it  is  well  documented 
that  CHCs  that  provide  health  care  services,  like  maternal  and 
child  health  care  services,  well  child  care  and  immunizations,  just 
to  name  a  few,  have  significantly  improved  the  status  of  health 
care  in  rural  areas.  To  meet  unmet  needs  and  to  expand  to  serve  an 
ever  increasing  demand  for  services,  we  urge  you  to  provide  for 
increased  funding  for  community  health  centers.  Migrant  health 
services,  which  are  included  in  the  community  health  center 
cluster,  are  designed  to  provide  access  to  migrant  and  seasonal 
farmworkers.  Clinical  and  occupational  health  care  services 
specific  to  the  migrant  and  seasonal  farmworker  must  be  provided  in 
a  culturally  sensitive  manner. 

National  Health  Service  Corps  (NHSC) .  NRHA  supports  a  funding 
level  of  $120.2  million  for  field  placement  and  for  loan  repayments 
and  scholarships.  This  number  restores  the  FY  1995  post-rescission 
funding  level.  The  NHSC  is  a  service  program  whose  purpose  is  to 
recruit  and  retain  primary  health  care  clinicians  for  underserved 
areas  and  populations.  The  program  is  not  designed  to  increase  the 
pool  of  health  professionals;  it  is  designed  to  target  a  portion  of 
the  existing  pool  of  health  professionals  toward  service  in 
underserved  communities.  The  NHSC  is  an  essential  lifeline  for 
providing  health  professional  services  to  those  communities  not 
reached  by  changes  in  the  private  market  such  as  remote  communities 
overlooked  by  large  managed  care  plans. 

State  Offices  of  Rural  Health.  NRHA  is  asking  that  you  support  FY 
1995  and  1996  language  directing  up  to  $2.8  million  from  the  NHSC 
for  State  Offices  of  Rural  Health.  Each  state  now  has  an  office  of 
rural  health.  The  State  Offices  coordinate  statewide  rural  health 
activities,  offer  technical  assistance  to  communities  to  develop 
health  care  programs,  are  actively  involved  in  recruitment  and 
retention  activities,  and  collect  and  share  data  and  materials. 
These  services  will  be  vital  upon  as  we  move  toward  reforming  the 
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Nation's  health  care  system. 


Health  professions.    In  light  of  recent  proposals  to  cluster  health 
professions,  the  NRHA  is  requesting  a  total  health  professions 
funding  level  at  $279  million.    This  is  a  $20  million  increase  over 
FY  1996  levels.     The  following  programs  are  included: 

Family  Medicine  Training  and  Departments.  Funding  is  essential  to 
alleviate  the  serious  shortage  of  primary  care  physicians, 
particularly  in  rural  communities.  Exposing  a  greater  number  of 
medical  students  to  the  opportunities  of  a  family  practice  in  rural 
America  will  certainly  encourage  them  to  choose  this  specialty. 

Interdisciplinary  Training  Programs.  This  program  which  encourages 
the  use  of  collaborative  efforts  and  new  techniques  to  educate 
rural  health  care  practitioners  for  service  in  rural  areas. 

Allied  Health.  High  rates  of  shortages  for  physical  therapists, 
occupational  therapists,  speech  pathologists  and  respiratory 
therapists  warrant  increased  funding  for  these  primary  care 
providers.  Moreover,  the  final  regulation  of  the  Clinical 
Laboratory  Improvement  Amendments  of  1988,  P.L.  100-578,  have  added 
to  the  demand  for  qualified  medical  technologists. 

Area  Health  Education  Centers.  The  purpose  of  the  AHECs  is  to  link 
university  health  science  and  regional  centers  with  rural  and 
medically  underserved  areas  in  order  to  improve  access  to  health 
care  services.  The  challenge  for  AHECs  is  to  help  communities  to 
educate,  train,  recruit  and  retain  health  care  providers,  provide 
continuing  education,  and  technical  assistance  to  practitioners  in 
underserved  communities. 

Health  Education  Training  Centers.  The  primary  goal  of  the  HETCs 
is  to  improve  the  supply,  distribution,  quality  and  efficiency  of 
personnel  providing  health  services  to  rural  and  medically 
underserved  populations  along  the  U.S. -Mexico  border. 

Nurse  Special  Projects.  These  projects  support  continuing 
education  for  nurses  in  prevention,  geriatric  medicine  and  long 
term  care.  Moreover,  the  programs  help  to  train  nurses  in 
innovative  practice  methods  which,  for  rural  areas,  helps  to 
increase  the  recruitment  and  retention  efforts. 

Nurse  Traineeships.  These  traineeships  provide  direct  support  to 
nursing  students  training  at  the  graduate  level.  Not  only  can 
these  nurses  provide  excellent  bedside  care,  they  can  also  serve  in 
faculty,  research,  supervisory  and  administrative  positions. 

Nurse  Anesthetists.     It  has  been  found  that  nurse 
anesthetists  deliver  substantial  cost-effective  services 
in  small  and  rural  hospitals. 

Nurse  Practitioners/Nurse  Midwives.      These  professionals  are  in 
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especially  short  supply  in  rural  and  underserved  areas.  Yet  they 
are  an  especially  necessary  component  to  access  to  health  care 
services  in  rural  areas. 

Physician  Assistants.  In  some  rural  areas  where  there  is  no 
physician,  PAs  serve  as  the  only  providers  of  care,  conferring  with 
their  supervising  physicians  as  required  by  state  law.  15  percent 
of  all  PAs  practice  in  rural  areas  of  less  than  10,000  persons. 
PAs  provide  a  high  degree  of  cost-effective  primary  care  services 
for  rural  and  medically  underserved  communities. 

Agency  for  Health  Care  Policy  and  Research  (AHCPR) .  NRHA  is  urging 
that  you  approve  funding  at  $162.7  million.  AHCPR  provides 
research  support  of  investigators  examining  critical  rural  issues. 
Work  from  previous  projects  has  helped  develop  policy  alternatives 
related  to  rural  hospital  funding  and  classification,  applications 
of  clinical  pathways  to  rural  settings,  documenting  the  quality  of 
care  provided  in  rural  settings  to  women  and  children,  and  the 
effects  of  market  based  changes  on  rural  communities  and  health 
systems.  AHCPR  has  awarded  $9.7  million  to  special  demonstration 
centers  in  Arizona,  Iowa,  Maine,  Nebraska,  Oklahoma,  and  West 
Virginia  for  the  purpose  of  delivery  and  financing  health  care. 
Five  other  special  rural  policy  and  research  centers  funded  through 
AHCPR  are  designed  to  complete  specific  research  assignments  to 
help  answer  pressing  and  immediate  questions  about  changes  in 
health  care  delivery  and  finance.  These  centers  differ  from  those 
supported  by  ORHP  in  that  the  latter  focus  on  scientifically 
determined  agenda  and  the  former  on  answering  specific  policy 
questions . 

NIOSH.  NRHA  is  asking  that  you  approve  $133.9  million  for  the 
National  Institute  for  Occupational  Safety  and  Health.  This 
funding  would  provide  essential  research  and  intervention  programs 
in  agriculture  safety.  Statistics  show  that  an  estimated  1600 
persons  die  due  to  agricultural  injuries;  approximately  3  00 
children  are  killed  due  to  farm-related  accidents;  and  an 
additional  170,000  sustain  disabling  injuries.  Clearly  this 
program  helps  to  find  innovative  mechanisms  to  deal  with  farm 
safety . 

Infant  Mortality  Initiative.  NRHA  continues  to  support  ongoing 
federal  activities  to  reduce  the  Nation's  high  rate  of  infant 
mortality  and  request  a  funding  level  of  $93  million  which  is  the 
same  level  it  received  in  FY  1996.  NRHA  is  most  concerned  that  a 
reasonable  portion  of  Healthy  Start  dollars  go  to  rural  communities 
to  provide  primary  and  preventive  health  care  services  for  pregnant 
women,  their  infants  and  children  to  reduce  the  rate  of  infant 
mortality  particularly  in  rural  communities. 

Trauma  Care.  In  FY  199  6,  the  House  and  Senate  agreed  to  not 
provide  direct  funding  support  for  trauma  care.  NRHA  continues  to 
support  the  implementation  of  trauma  care  and  emergency  medical 
systems  in  rural  areas  and  request  that  you  fund  this  program  at  $6 
million.     Funding  to  provide  these  services  is  crucial  because  of 
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serious  injuries  relating  to  motor  vehicles,  mining,  forestry  and 
agricultural  accidents.  In  light  of  these  serious  medical 
concerns,  the  ability  to  train  and  recruit  health  care 
professionals  and  the  distances  traveled  to  receive  tertiary  care, 
emphasis  should  be  placed  on  the  planning  and  development  of 
innovative  programs  targeted  for  trauma  and  emergency  care  in  rural 
areas. 

AIDS  (Ryan  White,  Title  III) .  The  NRHA  is  requesting  a  funding 
level  of  $52.3  million,  the  same  amount  the  program  was  given  in  FY 
1995.  We  would  support  additional  funds  for  this  program  if  a 
substantial  formula  change  was  made  to  target  these  funds  to  rural 
areas  of  America. 

The  NRHA  appreciates  the  opportunity  to  provide  the  Subcommittee 
with  its  recommendations  for  FY  1997  funding  for  health 
discretionary  programs  and  looks  forward  to  working  with  you  on 
these  issues  in  the  future.  If  you  have  any  questions  about  this 
or  any  other  rural  health  issue,  please  do  not  hesitate  to  contact 
Jennifer  Rapp,  NRHA  Government  Affairs  Director  at  (202)  232-6200. 
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TESTIMONY  OF  RUTH  GRAVES,  PRESIDENT  &  CEO 
READING  IS  FUNDAMENTAL,  INC. 

May  16,  1996 


Thank  you  for  the  opportunity  to  offer  recommendations  on  the  Inexpensive  Book  Distribution 
Program,  Improving  America's  Schools  Act,  Title  X  Part  E,  Sec.  10501.  Reading  Is 
Fundamental,  Inc.  (RIF)  operates  this  program  under  contract  to  the  U.S.  Department  of 
Education. 

The  past  year  has  brought  additional  evidence  that  America  continues  to  face  a  formidable 
literacy  problem.  Reports  from  private  industry  show  it;  government  studies  confirm  it.  The 
RIF/Book  Program  is  an  important  part  of  the  solution.  It  plays  a  unique,  nationwide  role  in 
helping  children  acquire  the  literacy  skills  needed  for  the  21st  century,  while  marshalling 
broad  public  and  private  volunteer  support. 

For  this  reason,  Reading  Is  Fundamental  respectfully  recommends  continued  funding 
with  an  FY  1997  appropriation  of  at  least  $10.3  million.  (An  appropriation  of  $9  million, 
as  the  Department  of  Education  has  requested,  would  withdraw  services  from  418,000 
children  who  now  benefit  from  RIF  programs.  The  FY  1996  appropriation  was  $10.3  million.) 

In  this  era  of  global  competition,  there  is  increasing  alarm  over  the  deteriorating  reading 
abilities  of  America's  children.  Statistics  are  dramatic.  According  to  the  Department  of 
Education's  latest  National  Assessment  of  Educational  Progress: 

•  In  fourth  grade,  42  percent  of  students  cannot  read  at  a  basic  level. 

•  Of  American  high  school  seniors,  60  percent  cannot  read  at  the  level  they  should  to 
correctly  interpret  and  apply  what  they've  read. 

To  make  progress  in  school  subjects,  including  math  and  science,  studies  show  reading  is  the 
most  essential  skill  children  need.  It  is  crucial  for  further  learning  and  the  workplace. 

Employers  increasingly  test  job  applicants'  reading  abilities.  According  to  the  American 
Management  Association,  more  than  a  third  of  those  tested  since  1990  lack  the  skill  to  do  the 
job.  Other  studies  show  that  while  89%  of  the  jobs  now  being  created  require  much  higher 
levels  of  literacy,  less  than  half  our  nation's  students  have  achieved  those  higher  levels. 
Studies  also  show  reading  skills  translate  into  earnings:  an  adult  who  reads  better,  earns 
more — about  $400  more  per  week  than  an  adult  with  poor  literacy  skills.  Conversely, 
employees'  low  levels  of  literacy  cost  the  U.S.  economy  about  $225  billion  a  year  in  lost 
productivity. 

It  is  little  wonder  that  children's  reading  ability  is  a  major  concern  on  Capitol  Hill  and 
throughout  the  country. 
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However,  the  same  studies  that  identify  reading  problems  also  point  to  solutions.  The 
Department  of  Education's  most  recent  "Reading  Report  Card,"  for  example,  concludes  that 
the  students  of  all  levels  who  read  most  proficiently  are  those  who  "read  for  fun  on  their  own 
time  and  have  reading  materials  at  home." 

These  avid  readers  are  made,  not  born.  Studies  of  literacy  and  learning  confirm  that  the  key 
elements  of  the  RIF/Book  Program  are  those  that  create  frequent  readers — books  in  the  home, 
the  motivation  to  read,  parent/family  involvement.  The  program  provides: 

•  Customized  reading  activities  to  get  children  to  read  and  keep  reading; 

•  New  books  to  choose,  take  home,  keep  and  read;  and 

•  How-to  guidance  that  helps  parents  encourage  their  children's  reading. 

Frequently,  the  RIF/Book  Program  provides  the  only  books  in  a  child's  home,  and  their  first 
exposure  to  the  pleasure  and  importance  of  reading.  These  are  the  books  that  can  begin  to 
build  a  foundation  of  literacy. 


Congress  has  wisely  recognized  that  the  award-winning  national  RIF/Book  Program,  though 
small  in  cost,  is  large  in  accomplishment.  Last  year: 

•  The  RIF/Book  Program  reached  3.3  million  children  in  all  50  states,  the  District  of 
Columbia,  Puerto  Rico,  the  Virgin  Islands,  and  Guam. 

•  Nearly  180,000  RIF  volunteers  stepped  forward  to  plan  activities  that  promote  avid 
reading,  then  rolled  up  their  sleeves  to  make  available  10,276,277  new  books  for 
children  to  choose,  keep,  and  read.  Local  projects  receive  Federal  funds  only  for 
books,  none  for  administration. 

•  The  RIF/Book  Program  served  children  at  15,322  sites,  not  only  in  schools  and 
libraries,  but  also  in  community  centers,  housing  projects,  migrant  labor  camps,  Head 
Start  and  Even  Start  centers,  juvenile  detention  centers,  hospitals,  and  many  other 
places  where  RIF  has  the  ability  to  reach  and  serve  young  people. 

•  Reading  Is  Fundamental  and  the  local  projects  leveraged  $1 1.81  per  child  in  private 
funds,  goods,  and  services  to  augment  the  program  at  no  cost  to  the  government. 

•  All  of  this  cost  the  taxpayer  only  $3.14  per  child  served,  for  the  entire  year. 

Says  a  RIF  volunteer  in  Owen,  Wis.:  "RIF  contributes  to  a  positive  attitude  toward 
government  spending.  Parents  enjoy  seeing  their  taxes  put  to  good  use  and  returned  to 
their  children." 
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Results 

The  RIF/Book  Program  has  amassed  a  demonstrated  record  of  results.  As  the  one  nationwide 
program  with  the  singular  purpose  of  getting  reading  materials  into  children's  homes 
permanently,  it  gets  them  to  read  often  and  motivates  them  to  "practice"  reading.  It  involves 
parents  in  children's  reading  and  engages  communities  in  supporting  children's  education. 
Assessments,  reports,  surveys,  and  other  analyses  confirm  the  following  results: 

1.  Children  read  more.  Parents,  teachers,  and  children  themselves  report  that  children  spend 
more  time  reading;  they  read  more  books.  They  talk  about  plots  and  characters,  favorite 
authors,  and  preferences  for  genres,  such  as  mysteries  or  biographies.  They  exchange  books 
with  friends,  and  pass  them  to  siblings.  They  begin  the  journey  of  lifelong  readers. 

"Without  the  RIF  program,  a  large  segment  of  our  population  would  not  have  their  own 
books.  We  have  seen  the  children's  love  of  reading  increase  dramatically  as  they  add  RIF 
books  to  their  personal  libraries."  — from  Mt.  Prospect,  111. 

2.  Children — and  their  families — use  libraries  more.  Both  school  and  public  librarians  cite 
increased  library  use  as  a  result  of  the  RIF/Book  Program.  School  librarians  report  that 
students  begin  asking  for  particular  authors,  titles,  and  themes.  Public  librarians  report  that 
more  families  visit  their  libraries  when  their  children  are  involved  with  RIF. 

"The  children  at  our  school  love  RIF.  Many  have  joined  a  county  library  close  to  their  home, 
and  many  more  are  making  good  use  of  the  library  in  our  school."  — from  Hyattsville,  Md. 

3.  Children's  reading  ability  improves.  Teachers  and  school  administrators  report  that  the 
RIF/Book  Program  plays  a  significant  role  in  strengthening  students'  reading  ability. 

"Thanks  to  RIF,  our  scores  in  reading  were  higher  this  year."  — from  Kenner,  La. 

"RIF  leads  to  improved  attitudes  and  increased  performance  on  tests."  — from  Suring,  Wis. 

4.  Children's  attitude  toward  learning  improves.  Parents  and  teachers  report  that  as 
children  become  better  readers,  they  become  more  engaged  in  other  learning. 

"RIF  encourages  our  children  to  want  to  know  more  about  a  particular  subject,  and  they  turn 
to  books  for  that  knowledge."  — from  Prince  George's  County,  Md. 

5.  Parents  become  more  involved  with  their  children's  reading  and  learning.  The 

RIF/Book  Program  teaches  parents  practical  skills  to  bring  up  their  children  as  readers.  For 
parent  volunteers,  helping  to  run  the  program  trains  them  in  management,  budgeting,  book 
selection,  organization,  and  developing  creative  reading  activities.  A  full  third  of  REF's  nearly 
1 80,000  volunteers  are  parents  of  the  children  served.  The  RIF/Book  Program  is  a  potent 
force  for  parental  involvement. 
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"The  RIF  program  encourages  meaningful  parental  involvement,  which  makes  the  children 
extremely  proud."  — from  Chippewa  Falls,  Wis. 

Because  the  results  of  this  award-winning  program  are  well-known  nationally,  youth-group 
leaders,  school  teachers,  and  parents  across  America  want  RIF  in  their  communities.  At  the 
end  of  last  fiscal  year,  RIF  had  a  waiting  list  of  2,000  funding  requests  for  new  programs. 
Had  there  been  sufficient  funds  to  honor  the  requests,  these  programs  would  serve  some  1.4 
million  additional  children,  89%  of  whom  were  identified  as  having  special  needs. 

Cost-Effective  and  Credible 

Early  in  the  history  of  the  Inexpensive  Book  Distribution  Program,  the  New  York  Times  called 
it  "one  of  those  rare  examples  of  how  the  government  has  joined  with  the  grassroots 
community  and  virtually  everyone  has  wound  up  applauding."  Today,  the  applause  continues 
for  one  of  the  nation's  most  cost-effective,  credible  programs. 

REF's  services  have  received  one  of  only  seven  A+  ratings  from  the  American  Institute  of 
Philanthropy.  Chronicle  of  Philanthropy  readers  deemed  RIF  "one  of  the  top  20  most 
credible"  organizations,  while  Parents  magazine  named  it  "one  of  the  top  15  groups  that 
really  help  kids." 

The  combination  of  the  sound  foundation  of  the  RIF/Book  Program  and  Reading  Is 
Fundamental's  reputation  have  brought  to  the  program  the  aid  of  some  of  the  nation's  most 
prominent  corporations,  foundations,  and  service  organizations.  Many  have  joined  forces  with 
RIF  to  enhance  the  program.  Among  them:  Chrysler  Corporation,  Ameritech,  General 
Electric,  Kiwanis  International,  PTOs  &  PTAs,  Lions  Clubs,  Boys  &  Girls  Clubs,  Libraries, 
Jaycees,  Even  Start,  local  businesses,  Alpha  Kappa  Alpha  sorority,  Head  Start,  Rotary  Clubs, 
and  others. 

RIF  has  also  been  able  to  negotiate,  on  a  nationwide  scale,  discounts  and  services  from  254 
book  suppliers.  As  a  result,  program  funds  serve  more  children.  Book  discounts  of  the  size 
RIF  secures  could  not  be  negotiated  locale  by  locale — nor  could  management  and  operations 
costs  be  kept  so  low. 

RIF  also  accounts  for  Federal  funds  with  rigor.  RIF  is  regularly  audited,  sometimes  twice  a 
year.  In  all  the  years  it  has  operated  the  RIF/Book  Program,  not  so  much  as  one  penny  of 
Federal  funds  has  gone  unaccounted  for.  Every  year,  RIF  provides  Congress  and  taxpayers  a 
detailed  accounting  of  the  local  programs  it  funds — where  they  operate,  the  number  of 
children  served,  the  number  of  books  placed  in  children's  hands,  and  what  programs  have 
accomplished. 
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Suited  to  Every  Community 

The  book  distribution  program  is  an  exemplary  model  of  a  Federally  funded  program  that 
helps  citizens  help  themselves.  RIF  has  a  capability  not  available  to  most  Federal  education 
programs:  its  flexible,  community-controlled  program  can  adapt  to  nearly  any  curriculum  or 
child-oriented  service. 

The  local  residents  who  deliver  this  program  make  the  major  decisions  about  which  children 
to  serve  and  what  activities  to  use.  Volunteers  customize  RIF  programs  to  reflect  the  specific 
needs,  preferences,  and  identities  of  their  local  children.  Teachers  and  other  volunteers  use  the 
program  to  enhance  classroom  curricula  or  address  local  concerns.  In  this  way,  RIF  "honors 
local  wisdom"  and  strikes  a  remarkable  balance  between  the  national  and  the  local,  the 
collective  and  the  individual,  the  Federal  government  and  the  local  citizen. 

In  addition,  RIF  has  built  upon  the  foundation  of  the  RIF/Book  Program  to  develop  projects 
targeted  for  some  of  the  nation's  children  and  families  most  in  need.  These  privately  funded 
initiatives  include:  programs  to  train  Head  Start  parents  to  operate  RIF  projects;  programs  that 
teach  young  parents'  how  to  bring  up  their  children  as  readers;  family  literacy  training  for 
low-literacy  level  parents  in  adult  learner  programs;  intensive  reading-incentive  programs  for 
first  graders;  family  reading  rallies,  workshops,  and  training  sessions;  annual  poster  and  at- 
home  reading  contests  to  motivate  young  readers  across  the  country;  reading  comers  and 
books  for  children  in  homeless  shelters;  a  series  of  literacy  guidance  booklets  for  parents;  and 
a  supplemental  hands-on  science  program  that  links  scientific  discovery  and  books.  All 
enhance  the  basic  efforts  of  the  Federal  RIF/Book  Program. 


A  National  Priority 

Literacy  is  a  national  heritage  of  strength.  Americans'  literacy  skills  continue  to  fuel  the 
nation's  triumphs— while  low  literacy  contributes  to  school  drop-out  rates,  adolescent 
pregnancy,  unemployment,  poverty,  and  homelessness.  Reading  skill  is  arguably  the  most 
important  tool  our  children  need  for  navigating  through  life's  pitfalls,  toward  independence, 
opportunity,  and  achievement 

Reading  Is  Fundamental  and  the  Inexpensive  Book  Distribution  Program  contribute  to  the 
critical  reading  progress  of  America's  children  in  many  tangible  ways.  The  RIF/Book 
Program  clearly  provides  what  our  children  need  to  become  skilled,  fluent  readers  for  the  21st 
century.  And  it  does  so  in  the  most  cost-effective,  efficient  way  possible.  This  is  a  time- 
tested,  sound  program  that  gets  young  people  to  read,  and  develops  their  interest  in  learning. 
It  achieves — dollar  for  dollar,  child  by  child — far  more  than  it  costs. 

We  respectfully  urge  a  continued  appropriation  of  at  least  $10.3  million  in  FY  1997  for  the 
Inexpensive  Book  Distribution  Program. 
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Chairman  Porter,  on  behalf  of  the  National  Ryan  White  Title  III(B)  Coalition,  I  would  like  to 
express  our  gratitude  for  the  additional  resources  provided  to  Title  III(B)  of  the  Ryan  White  CARE 
Act  in  FY  1996.  The  additional  $4.6  million  is  a  modest  step  toward  ensuring  that  adequate 
primary  care  services  are  available  to  people  with  HIV/ AIDS  in  Chicago  and  across  the  nation. 
For  FY  1997,  we  estimate  that  $96  million,  an  increase  of  $39. 1  million,  will  be  required  to  fund 
additional  Title  III(B)  applicants  and  to  assist  current  grantees  in  providing  the  latest  medical 
treatment  breakthroughs.  Outlined  in  my  testimony  is  a  detailed  justification  of  our  requested 
appropriation. 

The  National  Ryan  White  Title  III(B)  Coalition  includes  representatives  from  community  and 
migrant  health  centers,  city  and  county  health  departments,  health  care  for  the  homeless  centers 
and  diverse  community-based  organizations  that  specifically  target  communities  of  color  and  other 
historically  underserved  individuals  and  families.  Title  III(B)  of  the  Ryan  White  CARE  Act 
provides  grants  direcdy  to  existing  community-based  clinics  and  public  health  providers  to  develop 
and  deliver  both  early  and  ongoing  comprehensive  HIV  services  to  persons  with  HIV/AIDS,  on 
an  outpatient  basis.  In  FY  1995,  144  grantees  were  located  in  33  states  and  territories;  those 
numbers  are  expected  to  grow  in  FY  1996.  FY  1996  funding  for  the  Title  III(B)  program  is  $56.9 
million. 

■        For  FY  1997,  the  Coalition  is  seeking  a  total  appropriation  of  $96  million. 

The  Coalition  is  requesting  a  $39. 1  million  increase  above  the  current  FY  1996  appropriation  of 
$56.9  million.  The  Coalition's  requested  increase  has  three  components: 

1)  The  federal  government  has  already  approved  over  $25  million  in  applications  from 
qualified  Title  III(B)  grantees,  but  cannot  fund  those  applications  due  to  a  lack  of 
appropriations.  These  unfunded  applicants  are  located  in  rural  and  underserved  urban 
areas  ~  sometimes  in  locations  that  have  no  other  HIV  primary  care  available. 

2)  The  latest  AIDS-related  medical  news  is  a  successful  three-drug  combination  therapy, 
including  protease  inhibitors,  which  has  reduced  HIV  in  the  blood  to  an  undetectable  level 
in  some  cases.  $9.1  million  is  urgently  needed  by  Title  III(B)  providers,  which  currently 
provide  primary  care  to  over  51,300  clients  with  HIV  disease,  to  implement  this  promising 
new  medical  strategy,  which  requires  more  accurate,  but  more  expensive,  diagnostic 
testing.  For  example,  Title  111(B)  providers  will  be  expected  to  pay  for  "viral  load"  testing 
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to  monitor  the  efficacy  of  the  three-drug  combination  therapy  --  a  test  that  has  not  been 
previously  used  in  basic  HIV  primary  care. 

3)  Last  year,  the  clinical  trial  known  as  ACTG/076  yielded  exciting  news  ~  HIV-positive 
pregnant  women  who  took  the  medication  AZT  during  pregnancy  had  a  reduced  rate  of 
perinatal  transmission  of  HIV  to  their  babies.  Previous  rates  were  25.5  percent  as 
compared  with  8.3  percent  among  women  who  took  AZT.  The  Coalition  requests  that  a 
modest  $5  million  be  provided  to  help  Title  III(B)  clinics  address  increased  demand  for 
primary  care  services  for  pregnant  women  to  halt  maternal-infant  transmission  of  HIV. 

■  Title  III(B)  is  the  only  CARE  Act  title  ever  to  lose  funding,  despite  expanding 
caseloads  and  increasingly  more  complex  client  needs. 

Title  III(B)  requires  $96  million  in  FY  1997  so  that  current  grantees  can  administer  the  latest, 
most  effective  medical  care  without  turning  new  patients  away.  Collectively,  Title  III(B) 
providers  faced  an  increase  of  22.1%  in  their  total  HIV  population  in  1993.  The  Centers  for 
Disease  Control  and  Prevention  (CDC)  reported,  in  1994,  the  diagnoses  of  63,000  new  cases  of 
AIDS.  Between  40,000  and  80,000  new  infections  are  expected  this  year.  The  epidemic  is 
expected  to  outpace  the  additional  resources  made  available  to  the  Title  III(B)  program  in  FY  1996 
to  meet  expanding  --  and  more  complex  --  medical  needs,  such  as  the  new  three-drug  combination 
therapy  using  protease  inhibitors. 

Title  III(B)  providers  serve  the  communities  with  the  most  alarming  growth  rates  of  HIV  infection 
-  people  of  color,  women  and  adolescents  -  particularly  in  the  poorest  of  neighborhoods.  58% 
of  Title  111(B)  patients  are  people  of  color;  50%  of  Title  III(B)  patients  are  female;  12%  are 
adolescents.  It  is  estimated  that  at  least  one  teenager  becomes  infected  with  HIV  every  hour  of 
every  day.  Without  an  increase  in  Title  III(B)  funds,  community  health  providers  will  be  forced 
to  turn  away  these  patients,  creating  waiting  lists,  as  HIV/AIDS  caseloads  increase.  Needs  will 
go  unaddressed.  Patients,  forced  to  access  more  expensive  emergency  and  acute  care  in  the 
already  overcrowded  public  hospital  system,  will  delay  care  until  the  need  is  acute  and  the  cost 
is  high. 

■  The  Title  III(B)  grantees  receive  direct  funding  to  provide  primary  care  services  to 
people  with  HIV/AIDS,  avoiding  layers  of  federal  and  local  bureaucracy, 
administrative  costs  and  costly  hospital  settings. 

Title  III(B)  of  the  CARE  Act  directly  funds  HIV  primary  medical  services  to  keep  people  well 
longer  and  to  provide  a  "safety  net"  for  local  public  health  infrastructure.  Clients  are  seen  on  an 
outpatient  basis  and  avoid  expensive  in-patient  hospitalizations,  which  can  cost  an  average  of 
$1,000  per  day.  The  new  three-drug  combination  therapy  may  enable  clients  to  avoid  the  hospital 
entirely  for  a  significant  period  of  time.  If  every  HIV-positive  client  seen  by  Title  III(B)  providers 
were  able  to  avoid  just  one  week  of  in-patient  hospitalization,  a  savings  of  approximately  $360 
million  would  be  realized. 

Title  III(B)  providers  aggressively  target  outreach  to  high-risk  communities,  incorporate 
counseling  and  testing  opportunities  in  the  overall  scope  of  services  provided  to  a  community  and 
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focus  on  the  earliest  intervention  possible  in  the  onset  of  HIV  disease.  It  has  been  proven  that 
people  with  AIDS  within  a  managed  system  of  care  live  66  percent  longer  and  realize  a  savings 
of  46  percent  in  hospitalization  costs.  It  has  also  been  found  that  patients  with  AIDS  who  receive 
care  from  the  most  experienced  HIV  physicians  —  like  those  in  Title  III(B)  settings  ~  nearly 
double  their  life  expectancy  from  14  months  to  26  months. 

■  Title  III(B)  community  health  providers  are  the  primary  "point  of  access"  to 
comprehensive  health  care  for  historically  underserved  populations  and  medically 
indigent  individuals,  particularly  women,  children  and  people  of  color. 

In  1993,  an  estimated  150,000  people  with  HIV,  or  at  high  risk  for  HIV,  were  served  by  136  Title 
III(B)  clinics  nationwide.  Culturally  and  linguistically  appropriate,  Title  III(B)  services  are 
centralized  within  a  client's  existing  health  care  network  to  build  upon  historical  and  familiar 
relationships  between  patients  and  their  community  health  providers.  Additionally,  planning 
grants,  adopted  as  part  of  the  reauthorization  of  Title  III(B),  will  assist  providers,  particularly  in 
rural  areas,  in  creating  capacity  for  HIV  care  services  and  becoming  eligible  for  Title  III(B) 
funding.  These  new  planning  grants  will  avert  the  costly  creation  of  entirely  new  clinics  to  treat 
people  with  HIV/AIDS  by  building  upon  an  established  infrastructure  and  by  serving  patients  close 
to  where  they  live. 

■  Title  III(B)  of  the  Ryan  White  CARE  Act  has  been  an  extremely  successful  program 
--  combining  testing  and  counseling  services  with  primary  medical  care  for  an 
estimated  150,000  persons  in  1993  with,  or  at  high  risk  for,  HIV  infection. 

Title  III(B)  clinics  create  "one-stop  shopping"  opportunities  for  HIV  and  non-HIV  related 
comprehensive  medical  care.  Patients  newly  identified  by  a  clinic's  testing  center  are  readily 
counseled  regarding  the  need  to  stay  in  care  and  to  undertake  a  program  of  early  intervention  to 
treat  their  HIV  infection.  This  one-stop-shop  brings  newly  diagnosed  patients  quickly  into  care. 
This  is  critically  important  because  getting  patients  into  care  early  allows  for  the  use  of  AZT 
which  may  delay  the  onset  of  AIDS  symptoms.  In  Philadelphia,  one  clinic  has  an  average  intake 
of  one  new  HIV-infected  patient  daily.  HIV-positive  pregnant  women  can  be  identified  through 
basic  prenatal  visits,  counseled  on  the  options  for  HIV  early  intervention  and  provided  AZT  to 
reduce  the  possibility  of  transmission  of  the  virus  to  their  children  ~  all  in  one  setting.  This 
model  seeks  to  avert  wasteful  administrative  costs  associated  with  fragmented  service  delivery. 

Chairman  Porter,  I  urge  you  to  give  priority  consideration  to  Title  III(B)  of  the  Ryan  White  CARE 
Act  this  year  and  provide  $96  million  in  your  FY  1997  appropriations  legislation.  Because  the 
latest  medical  breakthroughs  offer  great  promise  to  improve  the  health  of  people  with  HIV/ AIDS, 
new,  first-time  patients  will  be  coming  to  Title  III(B)  clinics  for  HIV-related  primary  care.  Title 
III(B)  programs  will  be  expected  to  serve  these  patients  and  will  need  greatly  increased  resources 
if  they  are  to  do  so.  For  the  first  time  in  many  years,  there  is  new  hope.  Please  give  us  the 
funding  to  translate  that  hope  into  reality  for  people  living  with  HIV/AIDS.  If  you  or  your  staff 
have  additional  questions  regarding  Title  III(B)  programs,  please  do  not  hesitate  to  contact  me  or 
the  Coalition's  Washington  Representative,  The  Sheridan  Group.  Thank  you  in  advance  for  your 
consideration. 
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Mr.  Chairman,  I  am  submitting  testimony  for  the  record  on  behalf  of  Chronic  Fatigue 
Syndrome,  CFS.  We  wish  to  thank  you  for  your  commitment  and  continuing  interest 
in  CFS.  The  National  Chronic  Fatigue  Syndrome  Association,  NCFSA,  an  all- 
volunteer,  501(c)(3)  non-profit  organization,  incorporated  in  February  1988.  We  first 
began  our  national  educational  efforts  in  1985  when  we  operated  as  the  Central 
Regional  Office  for  the  now  defunct  National  Chronic  Epstein-Barr  Virus 
Association,  Portland,  Oregon.  In  1988,  the  NCFSA  was  formed  to  educate  and 
inform  the  public  about  the  nature  and  impact  of  Chronic  Fatigue  Syndrome  and 
related  disorders.  In  1993,  the  Board  of  Directors  voted  unanimously  to  add 
Fibromyalgia  to  its  educational  efforts.  Thus,  the  name  of  the  organization  was 
changed  to  "National  Chronic  Fatigue  Syndrome  and  Fibromyalgia  Association". 

From  our  beginning,  we  sought  cautious  and  competent  help  from  the  scientific 
community.  The  primary  focus  of  the  organization  is  to  offer  scientifically  accurate 
information  for  Chronic  Fatigue  Syndrome  and  Fibromyalgia.  Such  efforts  are 
accomplished  by  relying  on  information  published  by  the  National  Institutes  of  Health 
(NIH),  Centers  for  Disease  Control  and  Prevention  (CDC),  various  peer-reviewed, 
scientifically  accurate,  medical  publications  and  from  respected  and  reliable  medical 
advisors. 

CFS  is  a  debilitating  illness  which  has  no  diagnostic  marker,  cure  or  treatment  (other 
than  for  symptoms  only).  CFS  has  the  potential  to  create  an  enormous  economic 
drain  on  society  whether  it  be  from  healthcare  costs,  assistance  programs,  loss  of 
employment,  etc. 

As  you  know,  the  NIAID/NIH  under  the  direction  of  Dr.  Stephen  Straus,  began 
researching  this  illness  in  late  1979.  Since  that  time,  diverse  areas  of  intramural 
research  under  the  leadership  of  Dr.  Straus  includes:  EBV  studies,  viral  studies,  an 
acyclovir  (anti-viral  drug)  treatment  trial,  neuroendocrine  studies,  hydrocortisone 
treatment  study  and,  more  recently,  a  neurally  mediated  hypotension  study  to  name 
only  a  few. 

In  reviewing  the  history  of  extramural  funding  at  NIH  for  CFS,  the  many  areas  of 
CFS  addressed  include  studies  of:  searches  for  viruses  and/or  infectious  etiology 
(cause);  epidemiology  (prevalence)  and  sociology  projects;  immune  markers; 
comparative  studies  with  illnesses  having  similar  symptoms  versus  control  subjects; 
exercise  physiology/cytokines;  neurocognitive  functions  as  well  as  neurophysiologic 
measures  and  neuropsychiatric  measures,  fatigue;  cardiac  function,  respiratory 
function;  muscle  function  and  muscle  metabolism.  Additionally,  NIAID/NIH  funded 
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four  Collaborative  CFS  Research  Centers  (two  currently  ongoing)  whose 
investigators  remain  actively  involved  in  multi-disciplinary  research  approaches  to 
CFS. 

The  NIAID/NIH  has  maintained  an  open  communication  with  patient  advocacy 
groups  for  many  years  when  planning  programs,  workshops  and  reviewing  research 
priorities.  Analyzing  the  broad  range  of  NUTs  research  interests,  it  is  apparent  the 
government  is  looking  in  all  directions  for  various  causes,  risk  factors,  etc.  The  quest 
for  research  grants  is  very  competitive.  As  you  are  aware,  funding  of  extramural 
grants  is  limited  by  the  budget  allotted  to  NIAID/NIH  by  Congress  each  year. 
Occasionally,  good  grants  (not  just  CFS  research)  don't  get  funded  because  of  budet 
limitations. 

The  overall  objective  of  the  CDC  CFS  Program  is  to  track  illness  patterns  and  devise 
prevention  and  control  strategies  for  them.  In  order  to  accomplish  this,  the  CDC  has 
tried  to  accurately  determine  who  develops  CFS  and  define  the  risk  factors.  In  order 
to  develop  more  immediate  treatment  and  control  programs,  they  attempted  to 
carefully  define  the  clinical  course  of  CFS.  Prevalence  studies  cannot  be  done  by 
asking  people  in  a  room  to  hold  up  their  hand  to  indicate  they  have  CFS.  They  must 
be  supported  by  good  research  data  from  experienced  infectious  disease  specialists 
and  epidemiologists.  The  findings  are  then  subjected  to  critical  peer  review  and  made 
available  to  the  research  community,  practicing  physicians,  public  and  private  health 
care  organizations  and  patients. 

In  1988  the  CDC  convened  a  group  of  leading  CFS  investigators  and  clinicians  which 
published  a  working  case  definition  for  research  purposes.  This  landmark  paper 
(published  March  1988  in  the  Annals  of Internal  Medicine)  structured  CFS  research 
by  attempting  to  standardize  categorization  of  patients.  However,  as  experience 
accumulated,  it  became  clear  that  the  1988  working  case  definition  did  not  clearly 
distinguish  CFS  from  other  types  of  unexplained  fatigue.  Therefore,  in  1993,  the 
CDC  convened  an  International  CFS  Study  Group  which  met  several  times  in 
1993/94  to  revise  the  case  definition.  The  group  was  comprised  of  many  of  the 
leading  CFS  investigators  and  clinicians  from  the  US,  UK,  Australia,  Canada, 
Sweden,  Italy,  and  the  Netherlands,  authors  of  all  previously  published 
CFS  case  definitions,  representatives  from  CDC,  NIH,  FDA,  SSA  and  patient 
advocacy  groups.  The  revised  case  definition  was  published  in  the  Annals  of  Internal 
Medicine  in  December  1994. 

Surveillance  (prevalence)  studies  have  been  a  major  component  of  the  CFS  program 
at  CDC.  The  studies  began  in  1989  based  on  physician  referrals  (called  sentinel 
physicians)  in  four  US  cities  involving  565  patients.  Those  studies  were  initiated  to 
identify  the  most  severely  ill  CFS  patients  so  as  to  estimate  the  prevalence  of  illness 
requiring  physician  care.  This  important  information  was  useful  to.  (1)  plan  for 
utilization  of  health  services,  for  HMO's  and  insurers  (including  SSA),  (2)  define  well 
characterized  surveillance  patients  to  provide  a  cohort  to  follow  in  order  to  describe 
the  clinical  course  and  estimate  the  probability  of  recovery;  (3)  obtain  data  from 
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sentinel  surveillance  to  further  the  understanding  of  CFS  as  a  clinical  entity  and 
allowed  refinement  of  the  case  definition;  (4)  define  patients  from  the  surveillance 
cohort  to  serve  as  volunteers  in  case  control  studies,  (5)  secure  data  on  these 
severely  ill  CFS  patients  to  educate  physicians  and  provided  a  further  appreciation  of 
CFS  as  a  real  clinical  entity  and  (6)  information  from  this  surveillance  system  allowed 
development  of  the  current  population  based  surveillance  program. 

In  1994,  the  program  switched  to  a  more  active  program  by  starting  a  community 
based  study  in  San  Francisco,  CA.  The  study  involved  random  telephone  surveys  of 
fatiguing  illness  by  screening  approximately  8,000  households  and  16,000  persons.  A 
more  in-depth  community  based  study  is  planned  to  start  during  1996  in  Wichita,  KS. 
The  community  based  studies  involve  collaboration  between  CDC,  patient  advocacy 
groups  and  local  health  officials.  The  CDC  continues  to  follow-up  on  the  clinical 
status  of  all  subjects  enrolled  in  the  CFS  Sentinel  Physician  Surveillance  System. 

The  core  CDC  CFS  research  group  now  includes  eight  PhD  and  MD  staff  (plus 
appropriate  support  staff)  with  expertise  in  epidemiology,  biostatistics,  infectious 
disease  and  immunology.  The  CDC  CFS  Research  Program  also  includes  case- 
controi  studies  to  identify  associations  between  CFS  and  various  demographic, 
behavioral,  psychological,  environmental,  infectious,  immunologic  and  hormonal 
factors.  Results  of  their  findings  have  been  published  in  the  peer-reviewed  literature 
and  have  been  reported  at  many  medical  meetings. 

To  come  to  the  point,  we  feel  it  is  obvious  that  there  still  are  many  unanswered 
questions  about  CFS,  although  research  has  yielded  some  interesting  potential  clues. 
It  is  evident  that  many  personnel  have  been  involved  and  considerable  time  expended 
at  both  NIH  and  CDC  as  detailed  above.  We  feel  it  is  apparent  that  increased  funding 
from  Congress  should  be  allocated  to  both  NIH  and  CDC  in  order  to  expand  on  the 
programs  they  have  been  actively  been  involved  in  for  years  and  hopefully  to  yield 
some  answers  to  this  devastating  illness. 

Additionally,  we  feel  an  urgent  need  for  strong  leadership  and  support  from  this 
committee  and  Congress  to  increase  funding  for  basic  biomedical  research.  We  are 
ever  mindful  of  the  need  for  the  Administration  to  focus  on  deficit  reduction. 
However,  in  our  opinion,  our  nation's  welfare  needs  a  healthy,  productive  society  to 
add  to  its  economic  growth.  With  the  rise  of  new  and  emerging  diseases,  drug- 
resistant  antibiotics,  etc.,  we  strongly  feel  this  nation  must  maintain  leadership  in  basic 
biomedical  research.  As  you  know,  basic  research  provides  the  groundwork  for  later 
clinical  application.  Although  basic  research  cannot  promise  specific  cures  in  a 
defined  time  period,  we  feel  that  treatments,  cures  or  prevention  of  disease  are  not 
possible  unless  there  is  a  continuous  flow  of  new  basic  knowledge. 

Thank  you  for  your  consideration  of  our  requests  and  for  your  continued  interest  in 
CFS 
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My  name  is  Audrey  Lewis.  I  am  the  Volunteer  Executive  Director 
of  Families  of  S.M.A.  (Spinal  Muscular  Atrophy).  I  am  also  the  parent  of 
a  13  year  old  son  with  Spinal  Muscular  Atrophy  Type  II. 

Mr.  Chairman,  I  appreciate  this  opportunity  to  testify  to  the  need  for 
appropriations  for  research  and  awareness  of  Spinal  Muscular  Atrophy. 

It  is  an  alarming  fact  that  1  in  40  people  carry  the  gene 
responsible  for  Spinal  Muscular  Atrophy. 

The  following  few  paragraphs  I  share  with  you,  as  they  exemplify 
the  dire  need  for  awareness,  and  research  of  Spinal  Muscular  Atrophy: 

I  speak  to  you  as  the  volunteer  Executive  Director  who  for  the  last 
12  years  has  listened  to  families  as  they  suffer.  Whose  children  have 
been  born  seemingly  healthy  and  within  months  their  bodies  become  as 
helpless  as  a  rag  doll.  Who  intellectually  are  bright,  alert  infants  but 
whose  helpless  bodies  begin  to  whither.  Whose  lungs  become  filled 
with  mucus  and  suctioning  alone  becomes  useless.  Parents  watch  as 
their  infant  babies  gasp  for  air  and  are  unable  to  even  raise  their  small 
fingers  to  their  mouth  for  comfort.  They  are  unable  to  suck  a  bottle  or 
swallow  even  pureed  baby  food  without  aspirating.  To  keep  them  from 
starvation  a  feeding  tube  must  be  inserted  through  their  nose  or 
surgically  inserted  through  their  stomach.  They  must  make  decisions  in 
regard  to  life  support  that  no  young  family  should  have  to  make.  They 
speak  of  holding  their  infant  child  until  the  end.  Often  the  end  comes  at 
home  with  no  warning. 

There  is  the  family  with  two  daughters  both  affected.  They  were  a 
happy  family  looking  forward  to  a  10th  birthday  and  a  brownie  trip  to 
Costa  Rica.  Both  daughters  had  type  II.  Both  daughters  had  been 
healthy  for  the  most  part,  despite  their  need  for  total  assistance,  in 
dressing  and  toileting  and  daily  care.  Both  had  been  happy.  Then  one 
day  as  the  parents  were  at  work  they  received  a  phone  call  from  the 
personal  care  attendant,  one  of  their  daughters,  the  one  ready  to 
celebrate  her  10th  birthday,  did  not  wake  up.  Death  had  taken  her  in  her 
sleep.  Death  due  to  aspiration. 

There  is  the  family  with  two  boys  both  of  them  on  respirators 
whose  daily  routine  includes  round  the  clock  nursing  assistance  to 
assure  that  the  equipment  that  keeps  them  alive  is  operating.  They 
struggle  to  make  their  sons  lives  comfortable  and  full.  There  are  few 
resources  and  little  help  to  give  them  opportunities  that  they  deserve. 
Their  marriage  often  teetering  due  to  financial  and  emotional  stress. 

There  is  the  adult  who  is  slowly  loosing  the  ability  to  climb 
stairs.  Who  has  difficulty  getting  out  of  a  chair.  Who  is  unsure  how  he 
will  continue  to  support  his  family.  Who  as  a  farmer  is  no  longer  able  to 
tend  the  fields.  Where  will  he  go  and  how  will  he  get  by?  Will  his 
children  be  affected  also  he  asks?  To  all  of  these  stories  there  is  no 
relief,  no  answers,  no  explanations. 

Children  with  Spinal  Muscular  Atrophy  can  be  described  as 
angelic  in  appearance,  with  eyes  and  wisdom  of  old  souls.  However 
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poetic  this  description  may  be  it  does  not  make  up  for  loss  and  lack  of 
quantity  and  often  quality  of  life. 

Today  patients  are  still  being  put  through  unnecessary  muscle 
biopsies.  Being  given  general  anesthetics  that  may  compromise  what 
respiratory  function  they  have.  Families  are  still  being  told  regardless  of 
type  I  or  II  that  there  is  no  hope.  Nothing  they  as  families  can  do.  That 
their  children  will  die  within  years. 

In  1990  the  chromosome  which  houses  the  Spinal  Muscular 
Atrophy  gene  was  found  yet  it  was  not  until  1995  that  one  of  perhaps 
several  genes  responsible  for  Spinal  Muscular  Atrophy  was  discovered. 
Because  of  this  new  discovery  the  issues  of  a  muscle  biopsy  and  risk  of 
general  anesthetic  should  not  need  to  be  addressed,  and  lives  should 
not  be  compromised. 

The  prevalence  of  Spinal  Muscular  Atrophy  is  1 :6,000  live  births 
and  1  in  40  people  carry  the  defective  gene,  yet  there  is  no  prenatal  test 
available  to  the  general  population  as  there  is  with  tay  sachs  or  sickle 
cell  anemia.  No  test  to  afford  prospective  parents  the  peace  of  mind  that 
their  child  will  not  have  Spinal  Muscular  Atrophy,  the  number  one 
genetic  killer  of  children  under  the  age  of  two. 

Spinal  Muscular  Atrophy  is  a  disease  of  the  anterior  horn  cells.  It 
effects  the  voluntary  muscles  for  activities  such  as  crawling,  walking, 
head  and  neck  control  and  swallowing.  Type  I  Spinal  Muscular  Atrophy 
is  usually  diagnosed  before  an  infant  is  even  six  months  old.  In  the 
majority  of  cases  before  an  infant  is  even  three  months  old.  These 
infants  are  alert  and  happy  but  are  never  able  to  sit  without  assistance. 
They  have  little  or  no  movement  in  their  arms  and  legs.  Their  breathing 
is  with  the  use  of  their  diaphragm  not  their  lungs.  Their  chest  is  sunken 
in  and  weak  due  to  the  lack  of  strength  in  the  intercostals  and  accessory 
respiratory  muscles.  They  have  tremors  in  their  tongues  and  fingers. 
For  even  the  healthiest  of  these  infants  death  is  inevitable  without  life 
support  or  assisted  breathing. 

Type  II  Spinal  Muscular  Atrophy  is  almost  always  diagnosed 
before  the  age  of  two.  While  most  of  these  children  can  sit  at  some  point 
independently  they  are  never  able  to  crawl,  stand  or  walk.  Because  of 
the  weakness  of  their  muscles  their  spines  begin  to  curve  and  their 
breathing  becomes  compromised.  Their  muscles  begin  to  tighten  and 
can  become  painful  when  trying  to  straighten.  Often  times  parents  will 
need  to  make  quality  vs  quantity  of  life  decisions  and  life  support  may 
need  to  be  considered. 

Type  III  Spinal  Muscular  Atrophy  is  usually  diagnosed  after  18 
months  of  age  and  can  be  diagnosed  as  late  as  late  adolescence.  The 
child  or  young  adult  with  Type  III  will  often  develop  weakness  wnich  may 
make  walking  even  standing  difficult.  These  children  or  young  adults 
may  also  experience  tightening  of  their  muscles  and  tremors  in  their 
fingers. 

Type  IV  is  the  adult  onset  and  usually  begins  between  the  ages  of 
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18  and  30.  It  is  very  slow  in  its  progression. 

There  is  also  an  x-linked  form  of  Spinal  Muscular  Atrophy.  This 
form  occurs  only  in  males  and  is  usually  associated  with  a  mutation  in 
the  gene  that  makes  these  men  have  feminine  characteristics  such  as 
enlarged  breasts. 

With  so  many  variations  the  need  for  research  is  vital.  It  is  of  the 
essence  that  the  underlining  defect  in  the  gene  be  found  and  that 
necessary  research  be  expedited  to  replace  or  repair  the  defect.  The 
need  for  public  and  medical  awareness  is  urgent  so  no  more  lives  need 
to  be  compromised  prior  to  diagnosis. 

Research  funding  and  public  awareness  needs  must  be  met,  not 
only  in  print  but  in  actuality. 

Families  of  S.M.A.  was  incorporated  in  October  of  1984  as  a  non- 
profit organization  for  parents,  professionals  and  others  concerned  with 
Spinal  Muscular  Atrophy.  The  aims  of  the  organization  are  to  offer 
parent  support  through  contact  with  other  parents,  to  promote  an 
awareness  of  Spinal  Muscular  Atrophy  to  the  public  and  professional 
communities  by  providing  up  to  date  information,  and  to  support  and 
encourage  research  aimed  at  finding  a  treatment,  prevention  and  cure 
for  the  Spinal  Muscular  Atrophy  diseases. 

Our  organization  is  available  to  work  with  the  NINCDS  to  lend 
support,  data  and  information  regarding  Spinal  Muscular  Atrophy  cases 
which  we  have  knowledge.  We  encourage  families  to  participate  in  a 
National  Roster  at  Indiana  University  with  the  hope  that  this  information 
will  prove  useful  to  further  research. 

For  too  long  Spinal  Muscular  Atrophy  has  not  been  recognized 
with  the  magnitude  which  it  deserves.  Years  of  potential  research  have 
been  lost  causing  too  many  families  to  struggle  with  life  and  death 
choices  for  their  children.    With  Spinal  Muscular  Atrophy  there  is  an 
evolutionary  process  of  acceptance  that  takes  place  as  the  childs  body 
grows  but  their  muscles  do  not  keep  up.  A  sorrow  with  milestones  lost, 
the  first  body  jacket,  the  first  wheelchair,  braces,  suctioning.  No  parent  is 
ever  prepared  to  hear  the  news  that  their  child  may  not  walk,  but  to  hear 
that  your  child  may  not  live  is  an  incomprehensible  emotion.  Some 
families  can  cope,  some  cannot.  The  day  to  day  struggles  of  life  with  a 
child  with  Spinal  Muscular  Atrophy  take  their  toll,  both  emotionally  and 
financially.  Now  is  the  time  to  find  the  answers  to  keep  these  children 
alive  so  that  the  gifts  of  wisdom  that  they  all  seem  to  have  may  be 
passed  on  from  generation  to  generation. 

Mr.  Chairman  and  members  of  the  Committee,  thank  you. 
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The  National  Minority  Public  Broadcasting  Consortia  -- 
consisting  of  the  Native  American  Telecommunications  Association, 
the  National  Asian  American  Telecommunications  Association,  the 
National  Black  Programming  Consortium  National  Latino 
Communications  Center,    and  Pacific  Islanders  in  Communications  -- 
recommends  for  the  FY1999  CPB  budget: 

•  $2  75  million  in  FY1999  appropriations  for  the  Corporation 
for  Public  Broadcasting 

•  Committee  Report  language  which  supports  continued  funding 
by  CPB  for  Minority  Consortia  ongoing  work  at  levels  at  least 
equal   to  FY1996,  and 

Committee  Report  language  which  supports  CPB  funding  of 
the  feasibility  study  of  Minority  Consortia ' s  Crossing  Cultures 
initiative  designed  to  expand  our  services  and  to  provide 
financial  sel f -sufficiency  to  our  organizations 

We  thank  the  Chairman  and  Subcommittee  Members  for  your 
efforts  in  working  with  the  House  Telecommunications  and  Finance 
Subcommittee  regarding  funding  for  CPB  during  this  time  when 
public  broadcasting  legislation  is  under  consideration  in 
Congress.     Should  authorizing  legislation  be  enacted  which  would 
create  a  public  broadcasting  trust  fund,  we  recommend  a  realistic 
transition  period  for  the  phasing  out  of  federal  appropriations. 
In  our  testimony  before  the  House  Telecommunications  and  Finance 
Subcommittee  on  the  Public  Broadcasting  Self -Sufficiency  Act,  we 
recommended  maintaining  an  authorization  of  appropriations  for  CPB 
as  a  backup  to  a  Trust  Fund  during  times  when  it  may  not  produce 
sufficient  revenues. 

Minority  Communities  in  the  U.S.     Minority  communities  in 
this  nation  are  not  marginal;  we  are  an  increasingly  large 
proportion  of  the  population.     The  communities  represented  by  the 
Consortia  --  African  American,   Asian,   Pacific  Islander,  Latino, 
Indian/Alaska  Native  --  collectively  constitute  27%  of  the  U.S. 
population  and  are  projected  by  the  Census  Bureau  to  constitute 
nearly  50%  of  the  U.S.   population  by  the  year  2050.     We  also  point 
out  that  children  --  who  are  a  primary  focus  of  public 
broadcasting  --  comprise  a  much  greater  percentage  of  the  minority 
population  than  of  the  public  at  large.     The  Census  Bureau,   in  an 
August  1995  publication,   shows  that  while  20.4%  of  people  in  the 
U.S.   are  under  age  15,    children  and  youth  constitute  a  much  higher 
proportion  of  minority  groups.     Persons  under  age  15  make  up  the 
following  proportions  of  their  ethnic  group:     African  American, 
36.5%;   Indian/Aleut /Inuit ,   29.8%;  Asian  American/Pacific  Islander, 
27.6%;   and  Hispanic,  30.7%. 

Work  of  the  Minority  Consortia  Organizations.     The  programing 
one  sees  and  hears  on  public  television  and  radio  are  the  end 
products  of  a  long,   long  road.     The  work  of  the  Minority  Consortia 
organizations  is  largely  on  the  front  end  of  the  production 
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process,   and  thus  our  programming  image  is  not  always  visible  in 
national  distribution.     The  Minority  Consortia  organizations  have 
close  ties  with  our  communities  and  are  a  bridge  between  public 
broadcasters  and  the  general  public.     Without  our  efforts  and  the 
support  of  Congress,   the  sparse  number  of  multicultural 
educational  programs  now  seen  on  pubic  television  and  heard  on 
public  radio  would  be  even  less.     Not  only  do  we  deliver  national 
programming  for  local  community  broadcast,  but  among  other  things 
we : 

•  distribute  programs  and  conduct  educational  outreach  to 
schools,   universities,    libraries,  museums,   and  community 
organizations 

•  provide  critical  seed  money  for  scripts  and  productions 

•  assist  producers  in  leveraging  public  broadcast  funds  with 
private  funds 

•  provide  professional  opportunities  for  minorities  in  public 
broadcast  fields,   and  provide  media  summer  youth  programs  to 
encourage  broadcast  careers  for  minority  youth 

•  work  with  intercity  youth  to  produce  programs  designed  to 
reduce  violence  and  crime  and  foster  self-esteem 

•  provide  access  for  youth  to  learn  about  the  world  and 
culture  through  interactive  computer  programs. 

Our  organizations  --  while  having  a  common  goal  of  serving 
our  communities  and  the  nation  through  production  and  distribution 
of  quality  educational  programming  --  differ  widely  in  our 
activities . 

For  instance,   the  National  Latino  Communications  Center  has 
been  in  business  for  20  years  and,   in  addition  to  program 
productions,   is  involved  in  the  development  of  a  Latino 
educational  channel  and  of  a  Latino  film  and  video  archive.  We 
hope  you  have  seen  their  recent  series  on  public  television  — 

"CHICANG!   HISTORY  OF  THE  MEXICAN  AMERICAN  CIVIL  RIGHTS  MOVEMENT"  .  Pacific 

Islanders  in  Communications  has  been  in  existence  for  only  three 
years,   and  needs  to  be  particularly  involved  in  capacity-building 
within  their  geographically  far-flung  community  to  bring  their 
perspectives  to  the  public.  Soon  to  be  shown  on  public  television 
is  the  PIC  production  "and  then  there  were  none"  .     The  National  Black 
Programming  Consortium,  which  has  a  large  publicly-available 
film/ video  archives  and  which  has  funded  over  70  programs  for 
national  distribution,  half  of  which  have  aired  on  public 
television,   has  entered  into  a  formal  working  relationship  with 
WQED  public  television  station  in  Pittsburgh.     The  Native  American 
Telecommunications  Association,    in  addition  to  its  film 
productions,   is  assisting  telecommunications  linkages  involving 
national  and  public  radio  stations,   tribal  colleges,   and  planning 
for  Internet  linking  of  tribal  governments.     It  is  also 
collaborating  with  the  Pacific  Islander  organization  on  a  public 
television  series  regarding  Indigenous  peoples  from  around  the 
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world.     The  National  Asian  American  Telecommunications  Association 
has  funded  over  75  new  programs  for  public  television  broadcast 
and  is  the  premier  source  of  national  programming  and  audiovisual 
materials  about  Asian  Pacific  Americans  in  the  nation,  serving 
over  1,000  schools,   colleges,    libraries,   and  community  groups 
annually. 

Congressional  Support  for  Multicultural  Programming  and  the 
Minority  Consortia.     Since  1988  seven  House  and  Senate 
Congressional  reports  have  expressed  written  support  for  public 
broadcast  funding  of  the  Minority  Consortia.  Additionally, 
Congress  mandated  the  creation  of  a  multicultural  program  fund. 
Without  direction  from  Congress,  we  would  have  not  even  the 
relatively  small  amount  of  productions  by  and  about  minorities 
which  currently  air  on  public  television.     Given  shrinking  dollars 
and  growing  overhead,  most  public  television  stations  have  fewer 
and  fewer  dollars  to  commit  to  production  and  programming.  In 
such  an  environment,  minority     educational  programing  invariably 
suffers  disproportionately. 

Development  of  Minority  Consortia  Services  and  Self- 
Sustaining  Resources.     In  addition  to  the  provision  of  a  $3 
million  Multicultural  Program  Fund,   Congressional  pressure  has 
resulted  in  modest  funding  increases  for  the  Minority  Consortia1. 
In  1994,   after  protracted  discussions,   CPB  promised  funding  to 
formalize  partnerships  between  the  Minority  Consortia 
organizations  with  CPB,   PBS,   APTS  and  television  stations  to 
maximize  all  our  resources  to  increase  multicultural  educational 
programming  for  television.     Funding   ($5  million)    for  this 
initiative  was  to  have  begun  in  FY1996.     The  Minority  Consortia 
agreed  on  a  joint  plan  of  distribution  methodology,  allocating 
funds  for  production,   community  capacity-building,   and  program 
support  functions.     Unfortunately  CPB,   citing  budget  cuts,  decided 
to  not  provide  the  $5  million  to  the  Minority  Consortia  for  the 
partnerships  initiative. 

While  we  were  extremely  disappointed  that  the  partnerships 
initiative  did  not  materialize,  we  worked  with  CPB  and  submitted 
to  them  in  January,    1996  a  proposal  --  entitled  Crossing  Cultures. 
That  proposal  focuses  on  efforts  to  both  expand  our  services  and 
to  attain  financial  self-sufficiency  through  diversifying  and 
expanding  our  revenue  sources  and  developing  a  joint  marketing  and 
distribution  service  to  better  meet  the  growing  needs  of  our 
increasingly  diverse  audiences.     It  would  also  involve  operational 
efficiencies  and  strengthening  partnerships  with  public 
broadcasting  stations  and  organizations.     This  proposal  is 
consistent  with  the  types  of  activities  CPB  is  funding  through  its 
$11  million  Futures  Fund.     CPB  has  responded  with  genuine  interest 
to  our  proposal,   and  has  committed  to  providing  $150,000  for 
feasibility  studies  of  our  multi-faceted  proposal.     If  these 


1     The  Minority  Consortia  organizations  collectively  received  in  FY1995,  $1.5 
million  for  administrative,  developmental  and  support  services  activities 
(compares  to  $1.25  million  in  FY1994)   and  received  $3  million  from  the 
Multicultural  Program  Fund  for  re-granting  to  producers   (compares  to  $2.1 
million  in  FY1994.) 
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measures  would  prove  to  be  as  successful  as  we  believe  they  can 
be,   the  Minority  Consortia  will  be  able  to  generate  revenues 
through  efficiencies  and  ancillary  profits  while  providing  public 
broadcasting  audiences  with  high-quality,   cost-efficient  products 
and  services.  We  request  the  Committee  to  expressly  support  both 
only  our  ongoing  work  and  our  longer-term  efforts  aimed  at  greater 
efficiencies,   partnerships,   and  a  more  diversified  funding  base. 

Thank  you  for  your  attention  to  our  concerns. 
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Testimony  of  Claude  L.  Cowan,  Jr.,  M.D. 
Chief  of  Ophthalmology 
Veterans  Affairs  Medical  Center,  Washington,  D.C., 

Associate  Secretary  for  Research  and  Regulatory  Agencies 
American  Academy  of  Ophthalmology 

Professor  of  Ophthalmology 
Georgetown  University,  Pasquerilla  Health  Care  Center 
Washington,  DC 

Mr.  Chairman  and  members  of  the  subcommittee,  1  am  Dr.  Claude  L.  Cowan,  jr..  Chief  of 
Ophthalmology  at  the  Washington,  D.C.  Veterans  Affairs  Medical  Center  and  Professor  of 
Ophthalmology  at  Georgetown  University.  As  Associate  Secretary  for  Research  and  Regulatory 
Agencies  of  the  American  Academy  of  Ophthalmology,  I  represent  the  over  1 3,000  practicing 
ophthalmologists  who  have  been  able  to  offer  their  patients  dramatic  improvements  in  care  as  a  result  of 
National  Eye  Institute  sponsored  research.  I  would  like  to  speak  in  support  of  the  Fiscal  Year  1996 
Citizen's  Budget  Proposal  for  the  Eye  Institute. 

The  budget  proposal  would  support  the  continuation  of  research  initiatives  which  have  helped  re-define 
our  treatment  strategies  for  blinding  disorders  such  as  glaucoma,  diabetic  retinopathy,  and  age  related 
macular  degeneration.  In  addition  it  would  support  new  efforts  aimed  at  helping  us  better  understand  the 
genetic  and  molecular  basis  of  a  host  of  ocular  disorders.  It  is  expected  that  this  new  knowledge  will 
lead  to  more  effective  and  cost  sensitive  therapies. 

Nearly  80  million  Americans  suffer  some  form  of  ocular  disorder  which  affects  \  isual  functions  and  an 
estimated  $22  billion  dollars  is  spent  annually  for  the  care  and  support  of  indiv  iai^als  with  permanent 
visual  loss.  Increased  longevity  brought  about  by  improvements  in  health  care  will  only  increase  our 
exposure  to  ocular  disorders  associated  with  aging  and  we  literally  cannot  afford  to  finish  the  decade 
without  a  strong  commitment  to  vision  research. 

Cataract,  glaucoma,  and  macular  degeneration  are  all  associated  with  advancing  age,  but  their  occurrence 
is  not  limited  to  the  elderly.  The  not  infrequent  onset  of  these  disorders  prior  to  the  seventh  decade  can 
lead  to  decreased  productivity  in  the  workplace  and  an  overall  reduction  in  the  quality  of  life. 

I  would  like  to  share  with  you  some  of  the  advances  we  have  made  in  treating  these  disorders  as  well  as 
the  questions  which  remain  to  be  answered. 

Cataract,  or  opacification  of  the  lens  of  the  eye,  is  essentially  a  universal  accompaniment  of  aging. 
Although  cataract  extraction  is  one  of  the  most  successful  surgical  procedures  performed,  the  surgery 
and  other  associated  costs  result  in  over  $5  billion  in  federal  spending  annually.  Nevertheless,  recent 
advances  in  the  art  of  cataract  extraction  have  shortened  recovery  times,  reduced  the  risk  for 
complications,  improved  visual  outcomes  and  allowed  cataract  surgery  to  serve  as  a  model  for 
performing  major  surgical  procedures  in  an  outpatient  setting. 
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In  spite  of  these  successes,  we  cannot  overlook  the  cost  of  providing  this  care.  It  is  estimated  that 
delaying  the  onset  of  cataract  by  only  ten  years  would  result  in  a  50%  reduction  in  cataract  surgery  and 
yield  nearly  $2.5  billion  in  savings  on  an  annual  basis.  Clearly  research  into  the  causes  of  cataract 
formation  can  yield  substantial  benefits.  We  need  a  better  understanding  of  the  cellular  and  molecular 
changes  which  lead  to  cataract  formation  and  the  risk  factors  associated  with  lens  opacification. 
Understanding  how  the  lens  ages  may  actually  lead  to  a  better  appreciation  of  the  aging  process  in 
general  and  may  provide  better  insight  into  how  this  process  may  be  slowed. 

Glaucoma  continues  to  be  a  major  cause  of  visual  disability  in  older  Americans  and  remains  the  leading 
cause  of  blindness  among  African-American  adults.  Increased  eye  pressure  is  but  one  risk  factor  for  this 
disease  and  patients  appear  1o  vary  widely  in  their  susceptibility  to  increased  intraocular  pressure.  In 
spite  of  our  incomplete  knowledge  on  the  role  of  pressure  in  the  development  and  progression  of 
glaucoma,  it  remains  the  one  risk  factor  which  we  can  readily  modify.  The  National  Eye  Institute 
Glaucoma  Laser  Study  demonstrated  the  effectiveness  of  laser  therapy  as  a  primary  treatment  method  for 
glaucoma  and  this  may  have  a  significant  financial  impact  due  to  the  ability  to  delay  the  institution  of 
medical  therapy  in  the  patients  treated  initially  with  laser. 

Continued  support  is  needed  to  fund  research  which  will  hep  us  identify  those  patients  at  greatest  risk  for 
damage  from  increased  intraocular  pressure.  The  Ocular  Hypertension  Treatment  Trial  sponsored  by  the 
National  Eye  Institute  may  help  provide  this  information.  Other  research  initiatives  will  attempt  to 
improve  our  understanding  of  how  glaucoma  progresses  and  why  African-Americans  are  more 
susceptible  to  this  disease. 

Age  related  macular  degeneration  is  the  most  common  cause  of  irreversible  vision  loss  in  adults  over  65. 
It  affects  the  central  vision  and  may  severely  limit  reading  and  recognizing  familiar  faces.  Although  it  is 
felt  to  be  an  aging  phenomenon  we  have  not  defined  the  specific  biochemical  alterations  which  trigger 
this  process.  National  Eye  Institute  supported  clinical  trials  have  demonstrated  the  effectiveness  of  laser 
therapy  for  certain  forms  of  macular  degeneration  and  this  treatment  has  allowed  us  to  extend  the 
duration  of  useful  vision  for  these  patients.  We  have  also  been  able  to  identify  clinical  features  which 
may  predict  those  patients  p.t  greatest  risk  for  severe  vision  loss.  Laser  treatment,  however  is  ineffective 
for  most  patients  and  delaying  or  modifying  the  degenerative  process  is  a  better  treatment  strategy. 

The  role  of  nutrition  in  the  development  of  macular  degeneration  has  stimulated  considerable  interest 
and  a  variety  of  nutrients  have  been  purported  to  alter  the  risk  for  this  disorder.  Additional  research  is 
needed  on  the  contribution  of  different  nutrients  to  the  maintenance  of  cellular  function  and  how  aging 
alters  the  cells  ability  to  utilize  these  substances.  The  processing  and  disposal  of  metabolic  waste 
products  appear  to  become  less  affective  with  age  and  we  need  to  obtain  a  better  understanding  of  how 
these  regenerative  and  disposal  processes  function  and  what  interventions  might  modify  the  changes 
brought  about  by  aging. 

Through  its  research  programs,  the  National  Eye  Institute  has  played  a  leading  role  in  improving  the 
nations  ocular  health  and  our  investment  in  eye  research  has  been  returned  many  times  over  through 
reductions  in  visual  disability  and  the  maintenance  of  individual  productivity.  The  Eye  Institute  has  also 
played  a  leadership  role  in  health  education.  The  National  Eye  Health  Education  Program  has  served  as 
a  model  for  public  education  initiatives  on  disease  detection  and  prevention.  Its  recently  implemented 
Spanish  language  component  will  further  expand  the  reach  of  this  program. 

The  National  Eye  Institute  continues  to  be  our  single  most  important  funding  source  for  eye  research.  Its 
grantees  have  dramatically  increased  our  knowledge  on  blinding  diseases  and  have  developed  innovative 
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therapies  for  these  disorders.  I  respectfully  urge  you  to  support  the  Fiscal  Year  1997  Citizen's  Budget 
Proposal  of  $350.5  million  for  the  National  Eye  Institute  and  thank  you  for  the  opportunity  to  speak  to 
you  this  morning. 
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The  American  Association  of  Community  Colleges  (AACC)  is  pleased  to  submit  this  statement  on 
FY  1997  appropriations  under  the  jurisdiction  of  the  Subcommittee  on  Labor,  Health  and  Human  Services, 
Education,  and  Related  Agencies  Appropriations.  AACC  represents  almost  1,100  associate  degree- 
granting,  public  and  private  institutions  of  higher  education.  Almost  eleven  million  credit  and  non-credit 
students  attend  our  institutions.  We  are  extraordinarily  grateful  for  the  support  this  subcommittee 
displayed  in  FY  1996  for  many  of  the  programs  that  are  so  important  to  our  institutions  and  students.  In 
particular,  we  applaud  the  subcommittee  for  its  increase  in  the  Pell  Grant  program,  and  for  ultimately 
agreeing  to  the  Senate-passed  funding  for  the  Strengthening  Institutions  program. 

1.  Pell  Grant  Program 

The  Pell  Grant  program  is  an  essential  engine  of  equal  opportunity,  economic  growth,  and 
increased  productivity  in  the  United  States.  Through  Pell  Grants,  thousands  of  people  are  able  to  attend 
community  colleges  and  other  postsecondary  educational  institutions  who  otherwise  simply  would  not  have 
been  able  to  go.  Although  loans  have  become  the  dominant  financing  mechanism  for  college  students, 
grants  continue  to  make  the  difference  for  many  community  college  attendees.  In  the  1994-95  award  year, 
almost  1.2  million  community  college  students  were  awarded  Pell  Grants;  this  represented  29.5  percent  of 
all  Pell  Grant  funds.  No  other  federal  student  aid  program  comes  close  to  providing  this  level  or  proportion 
of  support  to  community  college  students.  Congress  should  provide  regular  increases  for  the  Pell  Grant 
maximum  so  that  financing  college  does  not  become  even  more  difficult  for  low-income  students. 

We  applaud  the  $130  increase  in  the  maximum  Pell  Grant  for  FY  1996,  which  brought  it  to  a  level 
of  $2,470.  This  boost  was  far  less  than  what  is  needed,  but  it  enabled  the  maximum  grant  to  gain  some 
ground  against  inflation,  which  has  reduced  the  purchasing  power  of  the  maximum  by  more  than  32 
percent  since  the  1979-80  academic  year.  A  $2,700  maximum  Pell  Grant  would  provide  a  9.3  percent 
increase  over  the  current  level  and,  if  enacted,  will  provide  a  real  boost  in  higher  education  access, 
particularly  to  community  colleges.  Americans  clearly  favor  this  type  of  federal  commitment  to  student 
financial  assistance  AACC  urges  Congress  to  enact  a  $2,700  maximum  Pell  Grant  in  FY  1997. 

We  also  urge  the  subcommittee  to  eschew  any  limitations  on  institutional  eligibility  for  Pell  Grants 
(or  other  student  aid  programs)  on  the  basis  of  high  cohort  default  rates.  Community  colleges  have 
limited  ability  to  control  who  receives  loans,  and  they  do  not  collect  on  them;  therefore  it  is  unfair  to 
punish  students  at  the  few  institutions  that  do  have  high  default  rates  with  the  loss  of  Pell  Grant  or  other 
student  aid  programs.  We  are  grateful  for  the  language  contained  in  the  omnibus  FY  1996  appropriations 
(H.R.  3019)  that  exempted  from  the  Pell  Grant  cut-off  those  institutions  with  relatively  few  borrowers,  but 
the  underlying  policy  was  misguided. 

2.  Campus-Based  Student  Aid  and  State  Student  Incentive  Grant  Programs 

These  four  programs  are  essential  components  of  the  Title  IV  framework  for  meeting  the  diverse 
needs  of  students  attending  very  different  institutions.  Federal  College  Work-Study,  Federal  Perkins 
Loans,  and  Federal  Supplemental  Educational  Opportunity  Grants  are  essential  pieces  of  the  Title  IV 
configuration.  Community  college  students  do  not  receive  a  large  portion  of  these  funds  but  at  selected 
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institutions  they  are  a  critical  source  of  aid.  Despite  its  critics,  the  State  Student  Incentive  Grant  Program 
continues  to  play  a  key  role  in  leveraging  state  student  aid,  and  many  states  would  end  their  own  grant 
programs  in  its  absence.  The  program  should  be  preserved.  AACC  recommends  FY  1997  funding  of: 
S158  million  in  new  Federal  Capital  Contributions  for  the  Federal  Perkins  Loan  Program;  S583 
million  for  the  Federal  Supplemental  Educational  Opportunity  Grant  Program;  $679  million  for 
Federal  College  Work-Study;  and  $63.3  million  for  State  Student  Incentive  Grants. 

3.  Part  A  of  Title  ELI  of  the  Higher  Education  Act:  Strengthening  Institutions 

The  Strengthening  Institutions  program  provides  critical  support  to  higher  education  institutions 
that  have  scarce  resources  and  serve  large  percentages  of  disadvantaged  and  minority  students.  The 
philosophy  behind  the  program  is  to  allow  local  institutions  to  decide  where  federal  funds  can  be  most 
useful,  provided  that  the  activities  supported  mesh  with  federal  goals  and  survive  a  fierce  competitive 
process.  Part  A  funds  have  been  used  for  such  purposes  as  the  retention  and  recruitment  of  minority 
students,  the  development  of  cutting-edge  math  and  science  curricula,  and  student  tracking  systems.  The 
program  is  a  complement  to  the  Pell  Grant  program.  In  a  typical  year,  about  70  percent  of  all  Title  III-A 
program  funds  are  awarded  to  community  colleges.  In  the  last  grant  competition,  less  than  8  percent  of 
eligible  institutions  received  awards.  This  means  that  the  grants  are  richly  merited. 

Funding  for  Part  A  of  Title  HI  was  a  flashpoint  of  debate  in  1995.  The  Administration  proposed 
phasing  out  funding  over  two  years,  but  Congress  rejected  this  policy  and  provided  $55.45  million,  which 
still  was  insufficient  to  meet  all  existing  commitments.  The  Administration  is  requesting  $40  million  for 
Strengthening  Institutions  in  FY  1997  and  has  endorsed  continuation  of  the  program,  but  this  is 
inadequate.  The  program  should  be  funded  at  its  modest  FY  1995  level.  Anything  less  wili  send  the 
wrong  signal  to,  and  create  severe  financial  hardships  at,  the  institutions  that  have  been  counting  on  federal 
assistance  and  need  and  deserve  it  the  most.  AACC  supports  FY  1997  funding  for  Part  A  of  Title  III 
at  $80  million. 

4.  Tech-Prep  Education  and  the  Carl  D.  Perkins  Vocational  Education  and  Applied 
Technology  Education  Act 

For  as  long  as  authorizing  legislation  will  permit,  community  colleges  will  strongly  support  the 
Tech-Prep  program  and  the  Basic  State  Grants  in  the  Carl  D.  Perkins  Act.  The  National  Assessment  of 
Vocational  Education  (NAVE)  and  other  research  clearly  demonstrate  that  a  broad-based  educational 
reform  effort  has  been  a  direct  outgrowth  of  the  Tech-Prep  program.  Tech-Prep  has  generated  widespread 
structural  change  at  both  the  middle  school  and  high  school  levels,  and  spawned  unprecedented  and  badly- 
needed  collaboration  and  cooperation  between  secondary  and  postsecondary  education.  The  Basic  State 
Grants  of  the  Perkins  Act  remain  an  essential  vehicle  for  promoting  innovation  in  community  colleges' 
occupational  education  curricula.  The  NAVE  report  gave  postsecondary  education  institutions  high  marks 
for  their  use  of  Perkins  funds.  A  canvass  of  the  nation's  community  colleges  reveals  just  how  significant  a 
role  the  Perkins  Act  has  played  in  helping  these  institutions  deliver  top-flight  vocational  education. 

It  is  imperative  that  both  these  programs  receive  strong  Congressional  support  not  only  for  their 
own  immediate  purposes,  but  because  they  will  provide  a  substantial  share  of  the  fiscal  underpinnings  of 
the  emerging  consolidation  legislation.  Tech-Prep  should  receive  FY  1997  funding  of  $125  million. 
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Congress  should  continue  its  support  for  the  Carl  D.  Perkins  Vocational  and  Technology  Education 
Act  Basic  State  Grants  by  providing  an  increase  in  FY  1997  sufficient  to  cover  inflation. 


5.  International  Education 

The  community  college  role  in  providing  international  education  is  not  widely  appreciated,  but  our 
campuses  play  a  major  role  in  offering  high  quality  instruction  in  other  languages,  cultures,  and  geography. 
Many  community  colleges  have  begun  their  global  education  efforts  with  Title  VI  of  the  Higher  Education 
Act  and  Fulbright-Hays  funding;  in  turn,  this  activity  meshes  with  the  national  security  needs  and  the 
expansion  of  our  economy  to  new  areas.  For  example,  Oakton  Community  College  has  a  Fulbright-Hays 
Group  Project  Abroad  award  to  partner  with  K-12  educators  to  conduct  research  in  China  and  Zimbabwe. 
This  knowledge  was  disseminated  throughout  the  state  of  Illinois  through  the  use  of  symposia,  seminars, 
and  workshops.  The  federal  government's  investment  in  international  education  is  limited,  but  it  has  a  huge 
impact  Title  VI  programs  should  be  restored  to  their  FY  1995  level  of  $59,073  million  in  FY  1997; 
and  Fulbright-Hays  should  receive  funding  of  S5.79  million. 

Our  association  again  thanks  this  subcommittee  for  its  ongoing  support  and  stands  ready  to  work 
with  it  to  help  achieve  its  goals. 
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The  American  Society  of  Clinical  Oncology 
(ASCO)  is  pleased  to  submit  comments  to  the  Subcommittee 
regarding  the  clinical  cancer  research  program  supported  by  the 
National  Cancer  Institute  (NCI).  ASCO  is  a  national  medical 
specialty  society  representing  over  10,000  cancer  specialists 
involved  in  patient  care  and  clinical  research.  It  is  a  pleasure  to 
share  the  concerns  of  ASCO  with  the  members  of  the 
Subcommittee,  who  have  taken  a  real  leadership  role  in  articulating 
the  importance  of  biomedical  research  and  bolstering 
Congressional  support  for  NIH. 


1996 
Anmal  Meeting 

Mat  18-21 
Philadelphia.  PA 


Over  the  last  two  decades,  there  has  been 
tremendous  growth  in  our  understanding  about  the  causes  of 
cancer.  Only  by  sustaining  this  country's  investment  in  bask  and 
patient-oriented  research  will  we  be  able  to  take  full  advantage  of 
this  knowledge  to  improve  and  save  the  lives  of  people  with 


Clinical  or  "patient-oriented"  research  is  the  means 
by  which  laboratory  findings  are  translated  into  medical  practice. 
It  also  serves  as  an  important  mechanism  to  identify  unresolved 
scientific  questions  requiring  further  study  in  the  bask  laboratory. 
Funding  patient-oriented  research  not  only  provides  an  opportunity 
to  maximize  our  investment  in  bask  science,  but  is  abo  the  mens 
by  which  we  can  improve  outcomes  in  patients  with  serious 
diseases  for  whom  traditional  therapies  have  failed. 
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For  people  with  cancer,  treatment  in  the  context  of  a  clinical  trial 
often  provides  the  best  available  care.  NCI  has  recognized  the  importance  of 
making  clinical  trials  broadly  available  to  cancer  patients  by  developing  a  strong 
national  network  involving  the  Clinical  Cooperative  Groups,  the  Community 
Clinical  Oncology  Program,  and  the  Cancer  Centers.  To  sustain  this  essential 
clinical  trials  network,  we  must  encourage  oncologists  to  pursue  clinical  research 
careers,  and  we  must  ensure  they  have  the  resources  to  explore  new  ideas. 
Adequate  funding  must  be  provided  to  support  investigator-initiated  cancer 
research.  The  fact  is  that  the  development  of  the  next  generation  of  clinical 
investigators  will  determine  our  future  progress  in  curing  human  malignancies. 

ASCO  applauds  initiatives  undertaken  by  the  NCI  to  improve 
funding  for  patient-oriented  research.  Through  existing  funding  mechanisms, 
NCI  has  established  new  opportunities  for  patient-oriented  research.  Under  the 
leadership  of  Dr.  Richard  Klausner,  the  Institute  has  developed  an  accelerated 
executive  review  process  to  provide  funding  exceptions  for  patient-oriented  grant 
applications  which  are  scored  within  a  certain  range  above  the  payline.  NCI 
should  be  encouraged  to  maintain  such  initiatives  that  will  enhance  patient- 
oriented  research. 

ASCO  commends  Chairman  John  Porter  and  other  members  of  the 
Subcommittee  for  their  strong  support  of  biomedical  research.  Representative 
Porter  demonstrated  an  unwavering  commitment  to  increased  funding  for  NIH  in 
a  year  when  others  said  it  was  impossible  to  see  a  meaningful  boost  in  research 
support.  Congress  has  proven  that  it  considers  a  strong  biomedical  research 
enterprise  crucial  to  the  well-being  and  economy  of  this  country.  While  we 
recognize  that  significant  increases  in  funding  for  NCI  will  be  even  more  difficult 
this  year,  we  believe  the  appropriation  for  NCI  should  be  viewed  as  an  investment 
—  an  investment  that  will  lead  to  innovation  and  improvement  in  the  detection, 
prevention,  and  treatment  of  cancer. 

We  strongly  support  the  recommendation  made  by  the  Ad  Hoc 
Group  for  Medical  Research  Funding  calling  for  6.5  percent  increase  in  the 
appropriation  for  the  National  Institutes  of  Healthr^We  believe  this  increase 
should  be  in  addition  to  the  construction  funds  proposed  by  the  Administration  to 
replace  NIH's  Clinical  Research  Center.  The  construction  of  a  new  Clinical 
Research  Center  is  very  important,  but  it  should  not  be  funded  at  the  expense  of 
investigator-initiated  research. 
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Much  attention  has  been  placed  on  where  we  stand  in  the  "war 
against  cancer."  Through  our  national  commitment  to  cancer  research,  we  have 
made  great  strides  in  improving  the  care  people  with  cancer  receive  and  have 
enhanced  our  ability  to  detect  cancer  at  earlier  and  more  treatable  stages  of 
disease.  We  have  also  furthered  our  understanding  of  the  means  by  which  we  can 
prevent  cancer.  To  continue  this  progress,  we  must  maintain  our  support  for  a 
balanced  national  cancer  research  program  with  sufficient  funds  to  support  the 
entire  spectrum  of  research  from  the  bench  to  the  bedside. 
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The  Consortium  of  Social  Science  Associations  (COSSA)  appreciates  this  opportunity  to  comment 
on  the  FY  1997  appropriations  for  the  National  Institutes  of  Health  (NIH)  and  the  Centers  for  Disease  Control 
and  Prevention  (CDC).  COSSA  represents  nearly  100  professional  associations,  scientific  societies, 
universities  and  research  institutes  concerned  with  the  promotion  of  and  funding  for  research  in  the  social  and 
behavioral  sciences.  COSSA  functions  as  a  bridge  between  the  research  world  and  the  Washington 
community.  A  list  of  COSSA's  Members,  Affiliates,  and  Contributors  is  attached. 

First,  Mr.  Chairman,  COSSA  would  like  to  thank  you  and  the  subcommittee  for  your  efforts  on  behalf 
of  the  NIH  and  the  CDC  during  last  year's  budget  proceedings.  We  recognize  the  difficult  decisions  which  you 
and  the  members  of  the  subcommittee  were  confronted.  COSSA  would  also  like  to  thank  the  Subcommittee 
for  its  sustained  support  of  behavioral  research  at  NIH,  especially  that  which  falls  under  the  rubric  of  "health 
and  behavior"  research.  Your  recognition  that  our  nation's  health  problems  have  multiple  determinants  - 
social,  behavioral  and  biomedical  -  is  essential  for  ensuring  efficient,  effective  solutions  to  the  complex  health 
challenges  we  face  now  and  in  the  future.  A  sustained  investment  in  the  NIH  and  the  CDC  is  critical  to  the 
health  of  America. 

The  National  Institutes  of  Health 

For  more  than  a  decade,  COSSA  has  strongly  advocated  for  increased  social  and  behavioral  research 
at  the  NIH.  Critical  health  issues  including  adolescent  pregnancy,  infant  mortality,  substance  abuse, 
cardiovascular  disease,  cancer  and  AIDS  have  significant  behavioral  factors  that  must  be  addressed  in  order 
to  prevent  and  treat  them. 

Yet,  while  individual  behavior  is  important  to  health,  it  must  not  be  the  only  focus  for  solving  our 
complex  problems.  Social  and  economic  factors  that  contribute  to  the  quality  of  life  among  the  ill,  or  affect  their 
adherence  to  treatment  regimens,  are  equally  important  aspects  of  the  health  experience.  These  factors 
include  racial/ethnic  status,  gender,  age,  income,  education,  community,  cultural  orientation,  and  religion.  It 
is  COSSAs  position  that  federal  disease  prevention  and  health  promotion  activities  cannot  be  effective  without 
recognizing  the  role  of  these  social  and  economic  factors. 

For  Fiscal  Year  (FY)  1997  COSSA  supports  a  6.5  percent  increase  in  funding  for  the  National 
Institutes  of  Health,  the  level  of  funding  needed  to  maintain  the  high  standard  of  scientific  achievement 
represented  by  the  NIH. 

While  trie  potential  that  social  and  behavioral  research  possesses  has  not  been  fully  recognized  by  the 
NIH,  there  are  institutes  that  support  significant  programs  in  social  and  behavioral  research:  the  National 
Institute  on  Aging  (NIA),  the  National  Institute  on  Child  Health  and  Human  Development  (NICHD),  the  National 
Institute  of  Nursing  Research  (NINR),  the  National  Institute  of  Mental  Health  (NIMH),  the  National  Institute  of 
Alcohol  Abuse  and  Alcoholism  (NIAAA),  and  the  National  Institute  on  Drug  Abuse  (NIDA). 

In  addition,  COSSA  believes  that  the  newly  created  Office  of  Behavioral  and  Social  Sciences  Research 
is  essential  to  coordinating  social  and  behavioral  research  across  the  NIH.  COSSA  also  believes  that  a 
consolidated  appropriation  for  the  Office  of  AIDS  Research  is  necessary  to  prevent  inefficiency  and  duplication 
of  AIDS  research. 

The  Office  of  Behavioral  and  Social  Sciences  Research 

COSSA  is  extremely  pleased  with  the  progress  that  has  been  made  by  the  newly  implemented  Office 
of  Behavioral  and  Social  Sciences  Research  (OBSSR)  and  its  director,  Dr.  Norman  Anderson.  The  creation 
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of  OBSSR  in  the  Office  of  the  Director  was,  as  you  know,  created  with  bipartisan  support  by  the  Congress  in 
recognition  of  the  substantial  influence  of  behavior  and  social  factors  on  health.  The  OBSSR,  despite  having 
only  been  in  operation  since  July  1995,  has  many  activities  underway,  including  a  draft  definition  of  behavioral 
and  social  sciences. 

National  Institute  on  Aging 

As  the  baby  boom  generation  ages,  the  demands  on  our  human  and  fiscal  resources  will  increase 
exponentially.  Accordingly,  it  becomes  increasingly  vital  to  the  health  of  our  entire  society  that  we  age  well. 
It  is  well  documented  that  many  of  the  problems  that  accompany  aging  are  the  result  of  behaviors  that  place 
individuals  at  a  greater  risk  for  negative  outcomes  such  as  poor  health  and  depression.  Recent  research 
supported  by  the  National  Institute  on  Aging  (NIA)  has  shown  the  benefits  of  adopting  healthy  lifestyle 
practices:  physical  activity,  nutrition,  and  discontinuing  unhealthy  habits  such  as  smoking.  Regardless  of  the 
well-publicized  benefits  of  these  lifestyle  changes,  surveys  report  that  older  people  are  not  motivated  to  change 
their  behavior.  Accordingly,  NIA  is  looking  to  stimulate  additional  research  that  look  at  the  social  and 
behavioral  factors  in  initiating  and  maintaining  healthy  behaviors. 

Currently,  it  is  estimated  that  4  million  Americans  suffer  from  Alzheimer's  Disease  (AD). 
Understanding  the  social  and  behavioral  aspects  of  Alzheimer's  and  other  debilitating  diseases  is  especially 
important  given  the  projected  dramatic  increase  in  the  number  of  people  over  age  65.  The  number  of  people 
suffering  from  this  devastatingly  debilitating  disease  is  projected  to  reach  critical  proportions  here  in  the  U.S. 
in  the  near  future  as  Americans  continue  to  live  longer. 

The  lives  of  the  care  givers  of  the  current  4  million  Americans  with  AD  are  being  affected  by  this  illness 
and  are  experiencing  great  emotional,  physical,  and  financial  stress.  Fortunately,  in  addition  to  studying  the 
disease  itself,  the  NIA  is  and  has  been  concerned  about  what  needs  to  be  known  to  help  the  families  of  those 
with  AD.  Researchers  at  the  NIA  are  especially  interested  in  studying  care  giver's  perceptions  of  and 
responses  to  AD,  the  nature  of  caregiving,  linkages  between  formal  and  informal  care,  interventions  to  reduce 
the  burdens  of  care,  ethnic  differences  in  care  giving,  and  the  costs  of  AD  for  families  and  for  society. 

Finally,  the  work  of  NIA's  Office  of  Demography  in  Aging  and  its  Heath  and  Retirement  Survey  is 
critical  to  analyzing  the  economic  well-being  and  health  among  older  households  as  people  age,  especially 
as  we  seek  to  cope  with  policy  questions  concerning  Social  Security,  Medicare  and  pensions. 

National  Institute  of  Child  Health  and  Human  Development 

The  National  Institute  of  Child  Health  and  Human  Development  (NICHD)  has  long  served  as  a  strong 
example  of  an  institute  that  looks  not  only  to  the  physiological  factors  affecting  health,  but  recognizes  the 
importance  of  behavioral,  social,  environmental  and  genetic  factors  to  health  outcomes.  Its  scientists 
recognize  the  importance  of  murtidisciplinary  research.  However,  among  the  NIH  institutes,  NICHD  historically 
has  had  one  of  the  lowest  funding  rates,  whether  measured  by  award  rate  or  success  rate. 

While  the  quality  of  research  being  conducted  at  all  of  the  branches  of  NICHD  is  well  known  and 
appreciated  by  Congress,  COSSA  would  like  to  underscore  the  Demographic  and  Behavioral  Sciences  Branch 
(DBSB).  At  DBSB  scientists  from  a  wide  variety  of  disciplines  including  demography,  sociology,  economics, 
psychology,  anthropology,  epidemiology,  biology  and  public  health  all  contribute,  often  with  interdisciplinary 
approaches,  to  understanding  population  issues.  Research  supported  by  DBSB  includes  the  determinants  of 
out-of-wedlock  and  teen  childbearing,  characteristics  of  single-parent  families,  infant  mortality,  risk-taking 
behavior,  and  family  and  household  behavior. 
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Because,  out-of-wedlock  childbearing  and  fatherhood  have  been  targeted  as  high  priority  scientific 
areas  for  the  NICHD,  the  Institute  has  launched  a  set  of  research  projects  to  look  at  the  high  rates  of 
unintended  pregnancy,  despite  widespread  access  to  contraception.  Additionally,  NICHD,  in  response  to  a 
directive  in  the  Violent  Crime  Control  and  Law  Enforcement  Act  of  1994,  collaborated  with  other  agencies  in 
the  Department  of  Health  and  Human  Services  and  top-ranked  scientists  produced  a  comprehensive  report 
to  Congress  on  out-of-wedlock  childbearing. 

Since  the  establishment  of  NICHD  in  1962  in  response  to  the  high  infant  mortality  rate,  there  has  been 
a  69  percent  decrease  in  infant  mortality,  and  most  of  this  decline  over  the  years  is  clearly  attributable  to 
NICHD  research.  While  additional  research  is  needed  to  reduce  infant  mortality  rate  of  African  American 
infants,  recent  advances  in  treating  Respiratory  Distress  Syndrome  (RDS)  and  Sudden  Infant  Death  Syndrome 
(SIDS)  have  brought  the  overall  infant  mortality  rate  in  the  U.S.  to  an  all  time  low  of  7.9  per  thousand  live  births. 
NICHD  should  also  be  commended  for  its  Minority  Youth  Research.  Minority  youth  often  face  unique  risks 
and  NICHD,  in  collaboration  with  the  NIH  Office  of  Research  on  Minority  Health,  is  committed  to  finding 
behavioral  interventions  that  will  decrease  the  generally  higher  levels  of  violence,  disease  and  early  sexual 
activity. 

As  a  member  of  the  Friends  of  NICHD  Coalition,  COSSA  supports  the  Friends'  recommendation 
that  NICHD  receive  $634  million  in  funding  for  FY  1997. 

National  Institute  of  Nursing  Research 

COSSA  is  very  pleased  to  serve  as  an  advocate  for  the  National  Institutes  of  Nursing  Research  ( 
NINR).  Although  one  of  the  youngest  and  smallest  of  the  NIH  institutes,  it  directs  a  major  portion  of  its  funding 
to  research  and  research  training  in  areas  of  health  promotion  and  behavior  related  to  disease.  Like  NIA  and 
NICHD,  NINR  recognizes  the  importance  of  the  relationship  of  social  and  behavioral  and  biological 
phenomena. 

While  the  other  institutes  carry  on  the  vital  research  necessary  to  eliminate  maladies,  NINR  heips  to 
find  ways  for  patients  to  live  more  comfortably  in  the  meantime.  NINR  is  addressing  some  of  our  most 
pressing  health  problems  including:  controlling  pain,  understanding  the  interactions  among  physical 
environments,  individual  lifestyles,  and  genetic  makeup;  how  care  givers  and  patients  make  health  related 
decisions  and;  postponing  the  physical  and  psychological  degeneration  associated  with  Alzheimer's  and  other 
chronic  diseases.  The  NINR's  programs  are  broad  in  scope  and  include  all  age  groups,  multiple  disease 
categories  and  participants  from  a  large  spectrum  of  the  population.  The  Institute  is  a  vital  part  of  the 
biomedical  and  behavior  research  at  NIH. 

National  Institute  of  Mental  Health 

The  National  Institute  of  Mental  Health  (NIMH)  is  celebrating  its  50th  year.  Over  the  past  five  decades 
the  institute  has  made  tremendous  progress  in  understanding,  treating,  and  preventing  mental  disorders,  as 
well  as  overcoming  the  stigma  of  mental  illness.  NIMH's  multidisciplinary  research  programs  lead  the  Federal 
efforts  to  identify  the  causes  of  and  the  most  effective  treatment  for  mental  illnesses,  which  afflict  more  than 
one  in  five  Americans. 

Studying  mental  disorders  in  children  and  adolescents  is  a  top  research  priority  for  the  NIMH.  The 
research  conducted  by  the  institute  includes  developing  new  approaches  to  diagnosis,  treatment  and 
prevention  through  its  research  efforts  including  research  on  manic-depressive  illness,  autism  and  obsessive 
compulsive  disorder.  The  NIMH  is  also  focusing  research  efforts  on  racially  and  ethnically  defined  populations 
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to  understand  the  cultural  differences  in  the  expression  of  symptoms,  resulting  in  misdiagnoses  and 
inappropriate  treatment. 

NIMH  also  supports  behavioral  science  investigators  at  the  beginning  stages  of  their  career  through 
its  B-START  (Behavioral  Science  Track  Award  for  Rapid  Transition)  program.  Research  areas  supported  by 
the  program  include:  behavioral,  social,  and  environmental  factors  in  mental  illness;  biology;  neuroscience; 
and  diagnosis,  treatment,  prevention,  and  control  of  mental  illness. 

National  Institute  of  Alcohol  Abuse  and  Alcoholism 

The  abuse  and  misuse  of  alcohol  is  responsible  for  more  economic  and  social  damage  than  almost 
any  other  health  problem.  The  National  Institute  of  Alcohol  Abuse  and  Alcoholism  (NIAAA)  reports  that 
approximately  15  million  Americans  meet  the  diagnostic  criteria  for  alcohol  abuse  or  alcoholism  at  a  cost  of 
$98.6  billion  (for  the  last  year  for  which  estimates  are  available).  The  Institute  is  the  primary  Federal  agency 
for  biomedical  and  behavioral  research  for  improving  the  prevention  and  treatment  of  alcoholism. 

NIAAA  maintains  an  active  prevention  portfolio  and  has  a  history  of  effectively  contributing  to  the 
formulation  of  public  policy.  Its  Project  MATCH  program  is  the  largest  randomized  clinical  trial  ever 
undertaken  in  alcoholism  treatment.  The  trial  is  looking  at  three  documented  treatment  approaches:  Twelve 
Step  Facilitation,  Cognitive  Behavioral  Coping  Skills  Therapy,  and  Motivational  Enhancement.  Project  MATCH 
allows  for  the  simultaneous  testing  of  various  treatment  strategies,  exploration  of  interactions  between 
strategies  and  standardization  of  techniques  among  the  participating  centers. 

Additionally,  the  Institute  has  made  significant  progress  in  the  area  of  fetal  alcohol  syndrome  and  fetal 
alcohol  effects.  It  is  imperative  that  NIAAA  researchers  continue  to  develop  prevention  and  intervention  efforts 
to  ensure  that  all  women  are  aware  of  the  detrimental  side  effects  to  a  fetus  caused  by  alcohol,  and  that  they 
have  effective  programs  to  help  them  change  their  behavior. 

National  Institute  on  Drug  Abuse 

It  is  well  known  that  use  of  drugs  is  detrimental  to  health,  family  life,  the  economy  and  public  safety. 
The  National  Institute  on  Drug  Abuse  (NIDA),  the  lead  Federal  agency  for  supporting  research  on  drug  abuse, 
dependence,  and  addiction,  supports  a  comprehensive  research  portfolio  of  behavioral  and  psychosocial 
research  to  improve  the  prevention  and  treatment  of  drug  abuse,  dependence  and  addiction. 

NIDA-supported  research  has  clearly  demonstrated  that  'drug  abuse  is  a  preventable  behavior  and 
that  addiction  is  a  treatable  disease  -  a  disease  of  the  brain  that  is  expressed  in  behavioral  ways  and  in  a 
social  context"  Unfortunately,  the  misperception  persists  that  addiction  is  purely  a  social  problem,  to  be  dealt 
with  only  through  social  programs  or  through  the  criminal  justice  system.  NIDA's  goal  is  to  replace  ideology 
with  the  findings  of  scientific  research.  Appropriately,  NIDA  has  expanded  its  efforts  to  educate  the  public  and 
policy  makers  about  what  science  tells  us  about  the  true  nature  of  drug  addiction. 

Conservative  estimates  show  that  for  every  $1  invested  in  addiction  treatment  programs,  there  is  a 
return  of  $4  to  $7  in  reduced  drug-related  crime,  criminal  justice  costs,  and  theft  alone.  Additionally,  a  NIDA- 
supported  longitudinal  study  shows  that  "drug  abuse  prevention  programs  when  conducted  with  7th  grade 
students  and  reinforced  with  "booster"  sessions,  can  produce  lower  levels  of  tobacco,  alcohol,  and  marijuana 
use  by  teenagers  over  a  sustained  period  of  time."  Other  NIDA-funded  studies  demonstrate  that  is  possible 
to  reduce  risk  behaviors  associated  with  the  spread  of  HIV  even  among  active  drug  users.  The  above 
examples  demonstrate  that  the  savings  to  society  of  NIDA-supported  research  are  substantial. 
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The  Office  of  AIDS  Research 

in  the  15  years  since  first  being  identified,  AIDS  has  become  the  number  one  killer  of  young  Americans. 
COSSA  supports  a  consolidated  appropriation  for  the  Office  of  AIDS  Research  (OAR)  to  coordinate  behavioral 
and  biomedical  HIV/AIDS  research  at  the  NIH. 

The  OAR  is  essential  to  achieving  our  ultimate  goal  of  preventing  and  curing  AIDS.  As  HIV  is  spread 
primarily  through  risk  behavior,  a  better  understanding  of  human  behavior  and  behavior  change  is  necessary. 
Even  if  a  cure  for  HIV/AIDS  was  found  tomorrow,  changes  in  behavior  would  be  necessary  for  eradication  of 
the  disease.  The  OAR,  created  to  plan,  coordinate  and  evaluate  the  NIH  AIDS  efforts  is  essential  to  minimizing 
inefficiency  and  duplication.  COSSA  commends  the  OAR  for  the  completion  of  its  comprehensive  evaluation 
of  the  NIH  AIDS  research  portfolio.  Now  that  the  evaluation  is  completed,  a  consolidated  appropriations  will 
provide  the  needed  flexibility  to  implement  the  recommendations. 

Centers  for  Disease  Control  and  Prevention 

The  Centers  for  Disease  Control  and  Prevention  (CDC)  is  the  lead  federal  agency  for  the  promotion 
of  good  health,  a  mission  it  accomplishes  through  the  prevention  of  diseases  and  injuries.  For  the  last  50 
years,  the  CDC  has  carried  out  essential  disease  prevention  and  control  programs.  As  member  of  the 
Centers  for  Disease  Control  and  Prevention  Coalition,  COSSA  supports  the  Coalition's 
recommendation  of  a  $2.5  billion  funding  level  for  the  CDC  in  FY  1997. 

The  CDC's  National  Health  and  Examination  Survey  (NHANES)  is  an  important  part  of  our  national 
surveillance  capability  for  behavioral  and  environmental  risk  factors  to  health,  infectious  diseases,  nutritional 
status  and  other  critical  health  measures.  It  is  the  only  national  source  of  objectively  measured  health  status 
data.  This  data  is  not  available  in  any  other  private  or  public  capacity. 

Additionally,  injury,  both  intentional  and  unintentional,  has  become  a  major  public  health  problem. 
Injuries  cost  the  U.S.  more  than  $224  billion  a  year  in  direct  medical  care  and  rehabilitation  as  well  as  in  lost 
wages  and  productivity-an  increase  of  42  percent  over  the  last  ten  years.  It  is  the  leading  cause  of  death 
among  persons  1  -  44  years  old  in  the  U.S.  and  the  fourth  leading  cause  in  the  total  population,  according  to 
the  CDC.  Most  injuries  are  attributable  to  preventable  behavioral  and  environmental  factors.  Recipients  of 
grants  from  the  CDC  in  this  area  have  made  significant  progress  in  translating  their  research  findings  into 
community-based  interventions  such  as  seat  belts,  the  introduction  of  child  safety  seats,  bicycle  and  motorcycle 
helmets,  and  a  concerted  attack  on  drunk  driving. 

Combating  the  spread  of  sexually  transmitted  diseases  (STDs)  is  one  of  the  most  critical  health 
challenges  facing  the  U.S.  High  rates  of  STDs  in  adolescents  and  young  adults  have  severe  consequences 
for  women  and  infants,  and  plays  a  deadly  role  in  the  spread  of  AIDS.  The  CDC  plays  a  critical  role  in 
changing  HIV-related  risk  behaviors  through  carefully  designed  and  systematically  applied  prevention 
programs. 

Again,  Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity  to  present 
COSSA' s  views  on  the  invaluable  and  behavioral  research  being  conducted  at  the  National  Institutes  of  Health 
and  the  Centers  for  Disease  Control  and  Prevention.  Your  continued  support  for  these  programs  is  vital  to  the 
U.S.  and  maintaining  America's  status  as  the  world's  premier  biomedical  and  behavioral  research  leader. 
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Testimony  of  the  American  Institute  of  Nutrition    May  1 6,  1 996 
Prepared  for  the  House  Labor,  Health  and  Human  Services  and  Education  Subcommittee  on  Appropriations 

AIN  is  very  supportive  of  the  recently  established  Office  of  Dietary  Supplements  within 
the  NIH.  Fulfilling  the  expectation  that  many  of  us  have  for  this  unit  will  necessitate 
adequate  funding.  Increasing  beliefs  by  consumers  of  health  benefits  from  consumption 
of  supplements  of  a  variety  of  essential  and  non-essential  nutrients  make  the  research  and 
educational  activities  of  this  unit  increasingly  important.  It  remains  of  paramount 
importance  to  determine  the  safe  and  adequate  intake  of  both  essential  and  non-essential 
nutrients.  Again,  circumstances  in  which  both  essential  and  non-essential  nutrients  can 
be  of  assistance  to  specific  individuals  to  promote  such  important  variables  as  cognition, 
development,  disease  risk  reduction  must  be  defined. 

AIN  is  a  member  society  of  a  large  and  established  federation  of  biomedical  researchers- 
the  Federation  of  American  Societies  for  Experimental  Biology.  This  Federation's  10 
member  societies,  representing  44,000  biomedical  science  investigators,  reached 
agreement  last  fall  regarding  recommendations  for  NIH  research  funding.  AIN  supports 
these  recommendations  as  well  as  the  policy  recommendations  adopted  by  the  Federation. 

Again,  special  thanks  are  extended  to  the  members  of  this  Subcommittee  for  allowing  the 
American  Institute  of  Nutrition  the  opportunity  to  provide  a  written  testimony. 

John  A.  Milner, 

Head,  Department  of  Nutrition 

Director,  Graduate  Program  in  Nutrition 

126  Henderson  Building  South 

The  Pennsylvania  State  University 

University  Park,  Pa. 

814-863-0772 

814-863-6103  (fax) 

jaml4@psu.edu  (email) 
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The  National  Alliance  for  the  Mentally  111  (NAMI)  on  behalf  of  its  more  than  140,000 
members,  who  include  people  with  severe  brain  disorders  and  their  family  members  is 
pleased  to  submit  the  following  testimony  concerning  appropriations  for  the  National 
Institute  of  Mental  Health  (NIMH)  and  the  Center  for  Mental  Health  Services  (CMHS). 

The  National  Institutes  of  Health,  including  NIMH,  were  created  to  support  research  to 
advance  treatments  and  cures  for  serious  medical  illnesses.  Certainly,  severe  mental 
illnesses,  including  schizophrenia,  manic  depressive  illness,  major  depression,  obsessive 
compulsive  disorders,  and  panic  disorder,  are  among  our  nation's  most  pressing  public 
health  problems,  in  terms  of  the  prevalence  of  these  illnesses,  and  their  resulting  disability 
and  costs. 

NAMI  urges  the  subcommittee  to  increase  funding  for  NIMH  and  to  take  steps  that  more 
effectively  focus  NIMH  on  basic,  clinical,  and  services  research  likely  to  improve  our 
understanding  and  treatment  of  severe  mental  illnesses.  The  tremendous  public  health 
problem  posed  by  these  brain  disorders  coupled  with  the  extraordinary,  historic 
opportunity  presented  by  research  strongly  argues  that  the  Committee  take  these  steps. 

The  National  Advisory  Mental  Health  Council  identified  in  a  1993  report  that  2.8  percent  of 
adult  Americans — approximately  5  million  individuals — suffer  from  a  severe  mental  illness. 
These  brain  disorders  exact  a  terrible  toll,  in  terms  of  dollars  and  personal  suffering.  No 
more  than  15  percent  of  individuals  with  the  most  severe  mental  illnesses  have  a  job.  They 
make-up  at  least  one-third  of  our  nation's  homeless  population.  Approximately  15  percent 
of  individuals  with  schizophrenia  commit  suicide.  Approximately  8  percent  of  people  in 
our  jails,  where  they  are  inappropriately  housed  for  want  of  appropriate  treatment  and 
housing,  have  a  severe  mental  illness.  People  with  severe  mental  illnesses  are 
disproportionately  victims  of  crime.  Studies  estimate  that  severe  mental  illnesses  costs  our 
nation  more  than  $74  billion  each  year.  A  quarter  to  a  third  of  all  individuals  receiving  SSI 
and  SSDI,  the  federal  income  maintenance  programs  for  people  with  all  kinds  of 
disabilities,  have  a  severe  mental  illness. 

As  a  nation,  we  can  ill  afford  to  ignore  the  costs  of  these  brain  disorders.  The  fact  that  great 
discovery,  indeed  scientific  breakthrough,  is  within  our  grasp  further  compels  us  to  invest  in 
severe  mental  illness  research.  Already,  modern  biomedicine — including  molecular 
biology,  genetics,  neuroscience,  brain  imaging,  and  psychopharmacology — and  other 
aspects  of  basic  biological  and  behavioral,  clinical,  and  services  research,  have  given  us  the 
tools  to  better  understand  and  more  effectively  treat  severe  mental  illnesses.  More  has  been 
learned  about  these  brain  disorders  in  the  past  decade  than  in  all  previous  human  history. 

For  example,  in  the  last  year  alone,  we  saw  reports  documenting  developmental  hazards, 
such  as  Rh  incompatibility  between  mother  and  fetus  and  extreme  malnutrition  during  fetal 
development,  that  double  the  incidence  of  schizophrenia.  Several  studies  better  pinpointed 
the  regions  of  the  brain  which  are  structurally  and  functionally  altered  in  schizophrenia  and 
obsessive  compulsive  disorder.  We  saw  major  papers  reporting  the  location  of  genes 
contributing  to  schizophrenia  and  manic  depressive  illness.  Data  reported  a  few  months  ago 
showed  the  effectiveness  of  a  new  schizophrenia  drug,  making  it  the  third  new  drug  for 
schizophrenia  made  available  in  a  few  short  years,  after  literally  decades  of  no  medication 
advances.  Other  studies  show  the  effectiveness  of  medications  and  therapy  in  treating 
mental  illness.  Another  study  presented  this  year  showed  that  effective  medical  treatment 
coupled  with  intensive  community  supports  and  employment  services  led  to  a  50  percent 
employment  rate  for  people  with  severe  mental  illnesses. 
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These  are  only  a  handful  of  the  advances  reported  in  the  last  year  alone,  representing 
stunning  progress.  Severe  mental  illness  research  is  a  mature,  sophisticated  science, 
bringing  to  bear  all  of  the  tools  of  modern  biomedicine  in  furthering  our  understanding  and 
treatment  of  these  disabling  disorders.  We  have  the  research  tools,  we  have  some  of  the 
best  brains  in  scientific  research,  and  we  have  answerable  scientific  questions.  Scientific 
opportunity  is  upon  us. 

NAMI  urges  the  Committee  to  recommend  $711  million  for  the  NIMH  appropriation  in 
fiscal  year  1997,  a  7.6  percent  increase  over  the  current  year's  budget  and  the  estimate 
put  forward  by  NIMH  staff  as  necessary  for  capitalizing  on  the  current  scientific 
opportunities.  Only  with  these  increased  funds  will  NIMH  be  able  to  devote  the  necessary 
resources  to  probe  the  molecular,  genetic,  and  structural  underpinnings  of  severe  mental 
illnesses  and  to  advance  treatment  and  services  for  these  disorders.  Even  at  this  level,  the 
research  investment  will  be  less  than  1  percent  of  the  total  costs  of  these  illnesses  to  our 
nation. 


In  addition  to  increasing  NIMH's  budget,  we  urge  the  committee  to  help  NIMH  increase 
and  strengthen  its  focus  on  severe  mental  disorders.  This  can  be  accomplished  by 
requesting  that  NIMH  do  the  following: 

1)  Ensure  that  the  vast  majority  of  members  on  the  National  Advisory  Mental  Health 
Council  are  researchers  in  basic,  clinical,  and  services  research  relevant  to  severe 
mental  illnesses  or  otherwise  expert  on  these  brain  disorders. 

2)  Ask  all  applicants  for  NIMH  funding  to  indicate  the  relevance  of  proposed  research  to 
severe  mental  illnesses  in  grant  abstracts. 

3)  Request  that  the  vast  majority  of  NIMH's  funds  are  spent  on  severe  mental  illnesses, 
meaning  no  less  than  85  percent  of  NIMH's  budget. 

4)  Fully  implement  the  four  research  plans  relevant  to  these  brain  disorders,  which  are  The 
National  Plan  for  Schizophrenia  Research;  National  Plan  for  Research  on  Children  and 
Adolescent  Mental  Disorders;  Approaching  the  21s'  Century:  Opportunities  for  NIMH 
Neuroscience  Research;  Caring  for  People  with  Severe  Mental  Disorders:  A  National 
Plan  of  Research  to  Improve  Services. 

These  measures  will  help  assist  NIMH  in  fulfilling  its  mission  to  focus  first  and  foremost  on 
the  most  severe  mental  disorders  afflicting  Americans. 

As  the  U.S.  Congress  works  to  reduce  the  Federal  deficit,  it  must  measure  every  expenditure 
of  tax  dollars  that  is  made.  Clearly,  funding  biomedical  research  is  a  historic  and  ongoing 
Federal  responsibility  and  priority.  We  propose  that  there  are  two  threshold  questions  by 
which  our  elected  officials  can  prioritize  research  appropriations:  (1)  Does  the  research 
address  illnesses  with  a  profound  impact  on  individuals  and  our  society  at  large?  And  (2)  is 
there  a  significant  scientific  opportunity  for  advancing  our  knowledge  and  treatment  of 
these  illnesses?  In  the  case  of  severe  mental  illnesses,  the  answers  to  both  questions  are  a 
resounding  and  unambiguous  yes. 

We  can  ill  afford  to  ignore  the  tremendous  suffering  and  costs  that  severe  mental  illnesses 
impose  upon  Americans.  Nor  should  we  ignore  the  very  real  opportunities  for  developing 
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improved  treatments  and  even  cures  for  these  illnesses  that  neuroscience,  molecular 

biology,  and  other  areas  of  modern  biomedicine  have  made  possible.  There  are  few  times  in 

history  when  both  a  severe  health  problem  and  scientific  opportunity  are  simultaneously 

evident.  We  urge  you  to  seize  this  historic  opportunity,  to  help  bring  an  end  to  the  suffering 

and  costs  of  severe  mental  illnesses. 
**************************************** 

With  respect  to  the  support  levels  in  the  Appropriations  bill  for  the  Center  for  Mental 
Health  Services  (CMHS)  at  HHS'  Substance  Abuse  and  Mental  Health  Administration 
(SAMHSA),  NAMI  has  several  concerns. 

Nature  of  "demonstrations":  The  research  and  demonstration  activities  conducted  through 
the  Center  for  Mental  Health  Services  have  not  at  all  diminished  in  importance.  On  the 
contrary,  as  states  move  their  public  sector  caseloads  into  managed  care,  they  become  even 
more  important.  Research  on  the  managed  care  designs  being  proposed  and  implemented  is 
crucial,  and  CMHS  is  supporting  it.  But  if  the  FY  1996  House-passed  bill  became  the 
baseline,  total  r  &  d  at  CMHS  would  be  cut  by  85  percent.  NAMI  supports  the  notion  that 
demonstrations  should  be  scientifically  sound,  and  more  like  replicable  research.  They 
should  not  be  a  way  of  funding  very  modest  increases  in  service  capacity.  Now  is  the  time 
to  move  away  from  descriptive  research  which  is  not  replicable.  Effective  demonstrations 
can  contribute  to  the  overall  knowledge  base  concerning  services  that  work.  Priority  should 
be  given  to  the  identification  of  the  best  service  models. 

The  only  models  for  one-stop  simultaneous  treatment  of  co-occurring  disorders  (mental  and 
addictive)  are  funded  through  CMHS.  Demonstrations  for  access  to  employment  for 
persons  with  severe  and  persistent  mental  illness  are  exploring  the  capstone  of  recovery,  the 
return  to  independence.  The  benefit  of  involving  families  and  consumers  in  system 
improvement  and  change  within  their  state  is  being  proven.  Through  management  revisions 
undertaken  throughout  PHS,  all  of  these  are  already  being  performed  with  more  rigorous 
research  design  and  more  exacting  evaluation. 

Over  the  last  decade  and  a  half,  the  Community  Support  Programs  (CSP),  operated  under 
demonstration  authority,  with  the  outgrowth  of  the  consumer  and  family  involvement 
formed  the  basis  for  much  of  the  community  care  effort.  CSP  was  the  source  of  innovation, 
focused  on  the  priority  population.  It  asserted  practice  and  policy  leadership.  The 
continuation  of  this  potential  must  be  secured.  A  significant  proportion  of  demonstration 
resources,  under  the  new,  more  rigorous  rubric,  must  be  accessible  to  consumers  and 
families. 

The  aggregate  amount  for  such  mental  illness  Services  r  &  d  must  remain  at  a  level 
sufficient  to  maintain  a  meaningful  national  effort  to  help  states  in  the  development  and 
dissemination  of  pragmatic  delivery  system  designs  that  work  for  adults  and  for  children  in 
the  community.  A  drastic  reduction  like  that  implicit  in  the  FY  1996  House-passed  bill 
would  drop  the  programs  below  the  critical  mass  necessary  to  promote  improvement  in 
delivery  systems  for  the  most  vulnerable  populations.  Understanding  the  need  for  savings, 
NAMI  suggests  a  funding  level  consistent  with  preserving  a  very  useful  national  resource 
for  saving  the  public  sector  time  and  public  dollars  in  updating  services  to  needy  citizens. 

Balance  of  resources  within  SAMHSA:  NAMI  believes  that  a  consolidated  CMHS 
demonstration  authority  can  work  profitably  for  the  development  and  dissemination  of 
knowledge  about  service  systems  of  treatments  and  supports  that  work  for  persons  with 
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severe  and  persistent  mental  Illness.  As  new  medications  continue  to  be  approved  for 
public  use,  support  systems  may  require  modification.  At  the  SAMHSA  level,  NAMI 
believes  that  the  imbalance  between  Mental  Illness  and  Addictive  Disorders  must  be 
redressed.  Dual  diagnoses  are  so  prevalent  in  the  populations  treated  by  both  service 
systems  that  much  more  should  be  invested  from  the  Substance  Abuse  side  to  learn  about 
models  that  work  in  addressing  both  diagnoses.  Most  if  not  all  support  for  such 
demonstrations  now  comes  from  the  Mental  Illness  side — which  has  historically  had  only 
10  percent  of  the  total  demonstration  authority  dollars. 

State  Mental  Health  Planning  Councils/Family  &  Consumer  participation:  NAMI  is 
concerned  that  appropriations  levels  maintain  the  important  positions  of  families  and 
consumers  on  State  Mental  Health  Planing  Councils.  These  councils  play  a  pivotal  role  in 
developing  comprehensive  state  mental  health  plans,  in  reviewing  implementation  and 
compliance  with  these  plans,  in  advising  States  as  to  how  best  to  serve  adults  and  children 
with  severe  mental  illnesses,  and  in  commenting  independently  to  the  Secretary  of  HHS  on 
the  states'  submissions  for  block  grant  funding. 

Project  for  Assistance  in  Transition  from  Homelessness  (PATH):  NAMI  is  exceedingly 
concerned  that  funding  for  PATH  be  distinct.  Otherwise,  the  only  Federal  program  with 
proven  effectiveness  in  providing  comprehensive  services  for  individuals  who  are  homeless 
and  severely  mentally  ill,  a  population  which  is  extremely  vulnerable  and  difficult  to  serve, 
could  be  eliminated.  Senator  Kassebaum's  Committee-reported  reauthorization  of 
SAMHSA  reauthorizes  PATH  at  the  level  of  $29  million.  States  are  required  to  match 
every  $3.00  of  Federal  assistance  received  with  $1.00  State  funds  (cash  or  in-kind).  In  fact, 
States  have  far  exceeded  the  minimal  matching  requirement,  providing,  on  the  average,  in 
excess  of  $3.00  for  eve: y  $3.00  in  Federal  PATH  funds. 

PATH  was  authorized  in  1990  as  a  program  targeted  to  link  comprehensive,  community- 
based  services  with  housing  for  individuals  who  are  homeless  and  severely  mentally  ill, 
including  those  people  who  suffer  from  co-occurring  severe  mental  illness  and  substance 
abuse  disorders.  Over  127,000  individuals  received  services  supported  by  PATH  (FY  1994) 
such  as  outreach,  case  management,  screening  and  diagnosis,  treatment,  rehabilitative 
services,  and  referral  services — for  other  medical  treatment,  housing,  and  employment  & 
training — which  are  vitally  important  for  addressing  the  needs  of  the  target  population. 
PATH  is  regarded  as  an  effective  program  in  addressing  the  multiple  needs  of  people  who 
are  homeless  and  severely  mentally  ill. 

Block  grant  must  allow  for  family  and  consumer  activities:  NAMI  believes  that  family  and 
consumer  outreach  and  education  are  a  very  legitimate  and  necessary  use  for  funds  made 
available  to  states  through  this  appropriation.  In  a  changing  health  environment,  the 
importance  of  consumers  and  families  as  monitors  of  adequacy  and  quality  of  treatment 
assumes  even  greater  significance.  The  growth  of  family  education  and  peer  support  over 
the  last  decade  has  undoubtedly  made  a  significant  contribution  to  the  reduction  of 
inappropriate  hospitalization,  with  substantial  attendant  cost  savings.  Given  the 
insufficiencies  at  the  community  level  of  housing  and  rehabilitation  services,  the  role  of 
family  as  caregiver  should  be  strongly  supported  by  the  Mental  Health  block  grant. 

There  must  continue  to  be  federal  support  available  to  assist  consumers  and  families  to 
fulfill  this  important  role.  An  amount  no  less  than  $2  million  should  be  available  under  the 
block  grant  for  family  and  consumer  outreach  and  education. 
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TESTIMONY  PRESENTED  TO  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE 
ON  LABOR,  HHS,  AND  EDUCATION 


BY 

LLOYD  Q.   DOWDELL  FOUNDER 
ATT  I 

MAY  15,  1996 


Mr.   Chairman,    I  respectfully  present  testimony  on  behalf  of 
ATTI ,   a  small  R&D  telecommunications  company  located  in 
Belleville,   New  Jersey.     ATTI  has  for  the   last  five  years 
committed  its  resources  toward  its  mission  to  help  address 
the  number  one  concern  of  Americans   -  the   incidence  of  crime 
and  violence  in  our  society.   In  our  effort  to  combat 
violence,   ATTI  has   installed  a  cost-effective  learning 
system  in  prisons  to  assist  corrections  officials   in  the 
training  and  rehabilitation  of  incarcerated  individuals  to 
help  reduce  violence,   costs  and  recidivism. 


This  testimony  requests  your  support   for  the  formation  of  a 
violence  prevention  eight  state  Inmate  Training  and 
Education  distance   learning  demonstration  project.  This 
project  will   involve  the  states  of  Ohio,   Chicago,  New 
Jersey,  New  York,   Pennsylvania,   Connecticut,   Florida  and 
California.     State  universities,   colleges,  teaching 
hospitals,    libraries  and  other  community  organizations  will 
provide  the  training  programs  for  inmates  incarcerated  in 
correctional   facilities   in  these  states  through  ATTI  and  the 
local  exchange  carrier  or  other  telecommunications  service 
providers . 


According  to  a  study  released  last  April  by  the  Department 
of  Justice   (DOJ) ,   1.6  million  individuals  are  incarcerated 
in  the  United  States  and  another  1  million  is  involved  in 
the  criminal   justice  system.     In  terms  of  violence,  a 
separate  DOJ  study  estimates  that  the  price  of  violence  and 
crime  cost  Americans  some  $460  billion  annually. 
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The  United  States  now  leads  the  industrialized  world  in 
prison  population.     The  prison  buildup  has  not  come  cheaply. 
According  to  a  February  7,    1994  Time  magazine  report,  the 
average  annual  cost  per  inmate  is  $23,500  and  the  average 
cost  per  bed  in  maximum-security  facilities  is  $74,862. 
Ohio  leads  the  pack  with  its  prisons  operating  at  182%  of 
capacity.     This  demonstration  project   is  aimed  at  reducing 
costs,   recidivism,   and  violence  as  previously  mentioned. 


ATTI   initially  received  $400,000  in  funding  in  1991  which 
helped  our  research  and  evaluation  in  over  20  states.  We 
discovered  that  almost  all  of  the  prisons   lacked  mandatory 
education  programs   in  spite  of  clear  statistics  that  show  a 
direct  correlation  between  illiteracy  and  crime.   We  also 
discovered  that  almost  90%  of  incarcerated  individuals  lack 
a  high  school  diplomacy  or  a  GED  certificate,   and  it  was 
indeed  this  group  that  was  causing  most  of  the  crime  and 
violence   (illiterate  repeat  offenders). 


The  statistics  on  violence,   as  you  know  Mr.   Chairman,  point 
to  an  emergency  that  threatens  the  future  of  this 
generation,   our  state,   and  our  nation.     The  loss  of  human 
potential,   the  pain  and  suffering  of  families  and 
acquaintances   is  enormous;   and  the  spiral ing,  negative 
impact  on  the  educational  and  health  care  systems  as  well  as 
businesses  demands  our  attention. 


Almost  a  fifth  of  violent  crimes  are  committed  by  teenagers. 
Consistent  with  this  reality,   a  significant  number  of  ATTI's 
programs,   services,   and  research  pertain  to  the  youth 
population.   This  project  will   further  address  this   issue  by 
connecting  youth  detention  centers  to  the  proper  educational 
f aci 1 i t  ies . 


Violence  prevention  research  is  very  much  in  its  infancy. 
The  overwhelming  proportion  of  violence  prevention  efforts 
ongoing  in  New  Jersey  and  other  states  have  not  been 
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evaluated  nor  has  there  been  attention  to  what  works  best 
for  whom.     There  is  a  need  to  attain  a  better  understanding 
of  risk  and  protective  factors  across  populations, 
empirically  establish  the  efficacy  of  preventive 
interventions,   explore  the  individual,  community, 
organizational,   and  cultural  characteristics  that  moderate 
risk  and  intervention  outcomes,   and  evolve  guidelines  and 
strategies  for  successful   implementation  and  dissemination. 


ATTI ,    in  collaboration  with  universities,   colleges  and 
teaching  hospitals,   proposes  to  develop,    implement,  and 
evaluate  a  multifaceted  program  designed  to  promote  physical 
and  emotional  wellness  as  well  as  address  health  and 
behavioral  health  problems,   enhance  social  skill  competence, 
foster  safer  and  healthier  minds,    increase  education  and 
create  a  renewed  sense  of  hope  and  empowerment  on  the  part 
of  prisoners   (especially  youth)   at  risk.   Our  initiative  will 
also  link  correctional  administrators,    its  staff  and  other 
members  of  the  criminal   justice  system,   and  the  community 
based  organizations.     A  comprehensive  system  of 
school-based,   school - 1  inked  and  community  based  services 
will  be  organized  based  on  an  organizational  assessment 
involving  the  collection  of  data  from  all   levels  of  the 
community  including  parents  and  teens  located  in  high  rise 
apartment  complexes. 


Funding  for  a  four  year  implementation  demonstration  will  be 
needed  to  develop  the  project.     These  distance  learning 
activities  will   involve  a  primary  but  not  exclusive  focus  on 
violence  prevention  and  control,   given  the  fact  that  overall 
well-being  impacts  risk  for  violence.     The  interrelated 
services  will  emphasize  the  cognitive,   affective,  skills 
building  and  environmental  elements  of  violence  prevention, 
emphasizing  the  development  of  competencies  essential  not 
only  to  violence  prevention  but  to  the  promotion  of  personal 
academic  success  as  well.     All  components  will  be  designed 
with  the  intent  of  strengthening  the  organizations'  internal 
resources  and  linkages  with  existing  community  resources. 
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States  spend  an  estimated  $10,000  per  year  to  educate  a 
student.     The  cost  to  train  incarcerated  individuals  are 
similar  in  some  states.     Teacher  and  administrative  salaries 
account   for  90%  of  the  educational  cost  among  prison 
schools.     Due  to  the  acute  rise  in  the  prison  population, 
educational  programs  are  available  to  a  limited  number  of 
inmates  for  budgetary  reasons.     The  few  that  are  enrolled  in 
educational  programs  often  have  to  delay  completing  their 
education  due  to  funding  cuts.      In  some  cases,   states  spend 
$27.35  per  day  per  inmate  to  enroll  and  provide  an  inmate 
with  programs   leading  to  a  GED  or  some  college  training. 
However,   approximately  90%  of  that  cost  goes  to  teacher  and 
administration  salaries.     The  estimated  actual  cost   is  $2.58 
a  day  that   is  spent  directly  for  inmate   learning  or  on  their 
direct  education.     There  are  several  other  factors  that  may 
contribute  to  the  lack  of  meaningful  education  programs  in 
jails  and  prisons  nationwide.     Nevertheless,    it  would  be 
disingenuous   for  one  to  believe  that  we  can  reduce 
recidivism  and  crime  by  rehabilitating  the  inmates  through 
education  that   is  not  funded.     The  recent  crime  bill  enacted 
by  Congress,   of  which  I  played  a  key  role  in  working  with 
Congressman  Bob  Franks   (R  -  NJ) ,   mandates  that  federal 
prisoners  be  required  to  acquire  at   least  a  high  school 
equivalency  before  they  can  be  paroled.   This  will   fall  on 
deaf  ears  unless  we  utilize  innovative  approaches  as 
described  above. 


Studies  by  Columbia  University  and  other  institutions  of 
higher  education  provide  critical   research  that  shows 
recidivism  decreases  with  increased  levels  of  education 
obtained  by  the   inmates  and  conversely,    the  lack  of 
education  by  inmates,    increases   in  the  level  of  recidivism 
which  translates   into  increased  rates  of  crime  and  cost. 


A  recent  survey  of  Americans  said  that  crime  was  the  number 
one  problem  facing  this  country.     Studies  show  that  the 
industrialized  world  in  prison  population  increased  about 
10%  in  1995,   but  the  U.S.   prison  population  increased  twice 
as  much. 
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The  goals  and  objectives  of  our  interactive  distance 
learning  project   for  prisons  will  help  address  some  of  these 
problems  and  provide  inmates  with  much  needed  education  and 
training  programs.   Our  "   Information  Highway  "     will  cut  the 
total  allocated  for  prison  education  by  more  than  half  and 
at  the  same  time  provide  full  scale  training.  This 
approach  will  substantially  reduce  the  cost  to  taxpayers, 
save  lives  and  eventually  cut   into  violence  and  crime  in  the 
United  States  by  assisting  correctional  systems  in  training 
inmates,   with  where  appropriate,   with  marketable  skills 
prior  to  release.     Hopefully  they  will  become  more 
productive  and  make  positive  contributions  to  their 
communities  and  society  as  a  whole. 


ATT  I  Needs  Funding  To  Accomplish  The  Following: 


Train  and  Educate  inmates,  in  the  eight  mentioned  above 
states,  as  a  four  year  demonstration  project  to  build  a 
marketable  skill  set. 

Reduce  the  yearly  cost  to  both  federal  and  state 
governments   (taxpayers)   by  up  to  50%  for  inmate 
educational  programs. 

Increase  inmate  enrollment  in  training  and  educational 
programs  over  300%  with  current  budget  allocations. 

Provide  a  "Superhighway"  from  academic  institutions 

so  prison  school  systems  can  access  courses,   training  and 

skills  enhancement  programs  on  demand. 

Provide  a  full  days  menu  of  numerous  educational  and 
skills  enhancement  programs. 
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Offer  health  related  programs. 

Provide  basic  skills     and  other  preparatory  programs. 


We  request  that  the  House  Appropriations  Subcommittee  on 
Labor,   HHS  and  Education  designate  funding  in  the  amount  of 
$16  million  to  implement  this   important  national 
demonstration  project.     We  also  request   that  this 
appropriation  be  established  on  a  multi-year  basis  to  extend 
over  a  period  of  four  years  so  that  continued  research  and 
evaluation  can  be  provided  to  the  Congress  and  shared  with 
other  crime  prevention  organizations  and  agencies. 

In  closing,    I  would  like  to  thank  the  Chairman  and  the 
committee  for  considering  this   funding  request. 
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Statement  of  W.  Ron  Allen 
President,  National  Congress  of  American  Indians 

To  the  House  Appropriations  Subcommittee 
On  Labor,  HHS,  Education  and  Related  Agencies 
Regarding  the  FY 9 7  Request  for  the  Administration  for  Native  Americans 

15  May  1996 


INTRODUCTION 

On  behalf  of  the  National  Congress  of  American  Indians  (the  "National 
Congress"  or  the  "NCAT)  I  am  submitting  this  statement  regarding  the  President's 
FY97  budget  request  for  the  Department  of  Health  and  Human  Service's 
Administration  for  Native  Americans  ("ANA"),  and  how  the  funding  for  the  ANA 
affects  Indian  tribal  governments  and  Indian  people  across  the  United  States. 
Begun  in  1944,  the  NCAI  is  the  oldest,  largest,  and  most  representative  Indian 
organization  in  the  nation.  With  more  than  200  member  tribes,  the  NCAI  is 
dedicated  to  the  continued  viability  of  tribal  governments  and  the  health  and  well- 
being  of  Indian  people  across  the  nation. 

Of  the  many  programs  and  services  offered  by  the  federal  government  for 
the  benefit  of  Americans  Indians,  Alaska  Natives,  and  Native  Hawaiians,  the  ANA 
is  achieving  an  unparalleled  success  in  maximizing  federal  dollars  and  bringing  real 
hope  and  development  to  native  communities.  In  an  era  of  dwindling  resources, 
the  NCAI  recognizes  the  desire  of  many  lawmakers  to  reduce  and  eliminate  annual 
federal  budget  deficits.  The  FY96  appropriations  cycle  was  in  all  likelihood  a 
precursor  of  future  appropriations  debates.  Nonetheless,  there  are  fundamental 
obligations  incumbent  on  the  federal  government  and  the  many  activities  of  the 
ANA  fall  squarely  within  its  realm. 

The  NCAI  supports  the  Administration  request  of  $38.3  million  for  FY97. 
This  figure  represents  a  slight  increase  over  the  $35  million  slated  for  FY96 
funding,  and  is  more  in  line  with  the  FY95  budget  of  $38  million.  Although  the 
ANA  budget  is  small  compared  to  the  total  HHS  budget  or  other  agencies  that 
deal  with  Indian  economic  and  social  development,  the  budget  allocation  for  the 
ANA  is  important  because  of  the  types  of  programs  it  funds,  rather  than  its  total 
dollar  amount.  The  principle  that  underlies  ANA  funding  policy  is  the  main  reason 
for  its  success  and  the  rationale  for  NCAI's  strong  support  for  the  ANA:  by 
assisting  Indian  tribes  and  Native  American  organizations  to  envision  and 
ultimately  implement  their  own  strategies  for  growth  and  development,  ANA  is  a 
catalyst  for  change  in  Indian  country. 
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THE  FEDERAL-TRIBAL  RELATIONSHIP 

The  legal  and  political  relationship  between  the  United  States  and  Indian  tribes  is  unique 
and  unlike  that  of  any  other  in  the  federal  system.  Premised  on  a  government-to-government 
basis,  this  relationship  began  even  before  the  republic  and  is  expressed  in  numerous  treaties, 
executive  orders,  federal  statutes,  and  countless  court  cases.  As  the  Supreme  Court  has 
repeatedly  recognized,  this  relationship  is  political  in  nature  and  is  not  based  upon  the  racial 
identity  of  Indian  people  but  rather  on  a  governmental  basis,  making  the  federal-tribal  link  truly 
unique.  1  Currently  holding  title  to  millions  of  acres  of  Indian  land,  the  U.S.  has  assumed  the  role 
of  trustee  and  is  obligated  to  protect  Indian  tribes,  Indian  people,  and  Indian  assets  and  resources. 

ANA  EFFORTS  AND  THE  FY97  REQUEST 

The  ANA  is  the  only  federal  program  serving  all  Native  Americans,  making  no  distinction 
in  terms  of  geographical  differences  or  tribal  or  group  affiliation.  In  addition  to  assisting  more 
than  500  federally-recognized  tribes,  the  ANA  also  serves  60  tribes  seeking  federal  recognition,  as 
well  as  Indian,  Native  Alaskan  and  Native  Hawaiian  organizations  and  communities.  The 
Administration's  FY97  request  continues  the  trend  toward  building  tribal  capacity  and 
infrastructure.  Specifically,  the  ANA  funding  focus  seeks  to  strengthen  three  pillars  of  Indian 
country  self-determination:  A.  Self-governance;  B.  Economic  development,  and  C.  Social 
development.  By  promoting  tribal  self-determination  and  self-governance  through  government- 
to-government  relationships  with  tribes  and  Native  American  institutions,  ANA  has  done  what 
precious  few  other  agencies  can  claim:  make  substantial  strides  in  language  preservation, 
environmental  protection,  and  private  sector  business  development  across  Indian  country. 

By  remaining  committed  to  these  core  factors,  since  its  inception  the  ANA  has  been 
singularly  successful  in  Indian  country.  In  addition  to  the  large  number  of  communities  served  by 
this  agency,  the  ANA  distinguishes  itself  by  encouraging  long-term  strategies  for  independence 
and  economic  development.  By  recognizing  that  the  tactics  that  will  most  likely  be  successful  in 
the  long-run  are  those  which  maximize  local  needs  and  stress  the  primacy  of  local  responsibility, 
the  ANA  is  a  model  program  the  federal  government  would  be  advised  to  mimic  in  other  realms. 

The  ANA  assists  tribes  and  native  communities  in  achieving  economic  self-sufficiency 
through  its  carefully  tailored  programs.  In  1994,  for  instance,  the  ANA  awarded  259  grants 
totaling  $34.9  million  which  include  "Social  and  Economic  Development  Strategies" 
("SEDS").  The  SEDS  grant  program  sponsors  a  wide  variety  of  inter-related  development  efforts 
including  the  creation  and  expansion  of  businesses  and  jobs,  numerous  entrepreneurial  projects, 
tourism  development,  and  fish  and  wildlife  preservation.  In  addition,  ANA  funding  makes 


1  See  for  example  Morton  v.  Mancari,  417  U.S.  535  (1974)  where  the  Court  upheld  federal  law 
giving  preference  in  employment  in  the  Federal  Indian  Service  to  Indians  based  on  the  special  political 
relationship  existing  between  the  United  States  and  tribes. 
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possible  these  initiatives  by  helping  tribes  develop  government  infrastructure  including  the  drafting 
of  tribal  constitutions  and  by-laws,  establishing  tax,  zoning,  and  corporation  codes,  and  providing 
the  necessary  legal  and  regulatory  frameworks  to  attract  and  maintain  outside  capital  investment. 

The  ANA  also  provides  assistance  to  those  tribes  and  Indian  groups  that  are  seeking 
federal  recognition.  By  clarifying  the  status  of  these  groups  vis  a  vis  the  United  States,  the  ANA 
is  a  critical  link  in  their  ability  to  obtain  assistance  and  resources  from  other  federal  agencies  such 
as  the  Bureau  of  Indian  Affairs,  the  Indian  Health  Service,  and  other  departments. 

In  addition  to  it's  self-governance  and  economic  development  aspects,  ANA  is 
instrumental  in  ensuring  the  survival  and  viability  of  native  languages  through  the  "Native 
American  Languages''  program  by  encouraging  unique  and  innovative  approaches  to  language 
preservation.  By  fostering  elder  /  apprentice  interaction,  developing  tribal  language  centers,  and 
helping  build  tribal  capacity  to  preserve  their  languages,  the  ANA  language  efforts  are  critical  in 
fulfilling  the  U.S.  obligation  to  preserve  and  protect  Indian  resources,  which  includes  cultural 
resources. 

The  ANA  also  makes  possible  Indian  environmental  regulatory  capacity  and  enforcement 
through  the  "Indian  Environmental  and  Regulatory  Enhancement"  program  by  assisting 
tribal  governments  in  their  efforts  to  plan,  develop,  and  implement  tribal  environmental  programs 
to  comply  with  existing  federal  and  tribal  environmental  standards.  Examples  of  such  assistance 
include  drafting  environmental  codes  and  regulations,  implementing  land  use  plans,  providing 
technical  assistance  regarding  solid  waste  management,  clean  water  programs,  and  other 
environmental  regimes,  as  well  as  environmental  planning  to  complement  economic  development 
activities  on  tribal  lands. 

In  addition  to  these  "mainstay"  components  of  ANA  strategy,  there  are  other  special 
initiatives  that  are  funded  by  the  ANA  including  support  for  the  development  of  a  coalition  to 
deliver  technical  assistance  and  training  related  to  water-related  issues  and  activities.  For 
instance,  the  Mni  Sose  is  an  umbrella  group  comprised  of  Indian  tribes  and  organizations  that 
provides  technical  assistance  and  water  quantification  to  numerous  tribes  and  individuals  in  the 
Missouri  Basin.  In  addition  to  the  Mni  Sose  undertaking,  the  ANA  sponsors  entrepreneurial  and 
technical  assistance  to  various  tribes,  including  California's  "rancherias"  and  bands,  to  enhance 
their  business  development  and  access  to  credit. 

CONCLUSION 

Unlike  other  federal  programs  that  originate  in  and  are  administered  from  Washington, 
D.C.,  the  ANA  stands  apart  because  its  programmatic  priorities  are  set  locally,  with  appropriate 
deference  to  local  tribal  authorities.  While  there  are  considerable  pressures  on  the  Congress  to 
reduce  spending,  current  and  future  spending  decisions  must  be  made  with  an  eye  to  ensuring  that 
local  governments  and  local  populations  are  in  a  better  position  to  build  local  capacity  and 
become  increasingly  self-reliant. 
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The  Administration's  budget  request  for  FY97  reflects  the  need  for  outside  capital  and 
technical  assistance  to  "jump-start"  tribal  economies  and  build  local  communities,  and  also 
incorporates  the  principles  that  guide  the  ANA  in  bringing  new,  innovative  strategies  for  long- 
term  health  and  welfare  of  Indian  people  across  the  nation. 

The  National  Congress  supports  the  FY97  request  for  the  ANA  and  we  strongly 
encourage  this  Committee  to  recognize  the  innovative,  market-oriented  approaches  to  economic 
and  social  development  used  by  the  ANA.  On  behalf  of  our  208  member  tribes,  I  look  forward  to 
working  with  this  Committee  in  the  months  ahead  to  make  government  more  effective  and 
efficient  in  Indian  country. 
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The  American  Association  of  Critical-Care  Nurses  (AACN)  is  pleased  to 
submit  written  testimony  to  the  House  Appropriations  Subcommittee  on  Labor, 
Health  and  Human  Services,  Education,  and  Related  Agencies.  We  would  like  to 
express  our  gratitude  for  the  support  Subcommittee  has  given  us  in  the  past. 

AACN  is  a  not-for-profit  service  association  dedicated  to  the  welfare  of 
people  experiencing  critical  illness  or  injury.  Our  energies  are  primarily  directed 
toward  advancing  the  art  and  science  of  critical  care  nursing  and  promoting 
environments  that  facilitate  comprehensive  professional  nursing  practice  for  those 
experiencing  actual  or  potential  illness  or  injury.  Our  vision  is  one  of  a  health 
care  system  driven  by  the  needs  of  patients  where  critical  care  nurses  make 
their  optimal  contribution. 

AACN  was  founded  in  1969  and  has  grown  to  become  the  world's  largest 
specialty  nursing  organization  with  nearly  80,000  members  representing  the  United 
States  and  35  countries  around  the  world.  AACN  has  chapters  in  every  state  in  the 
U.S.  and  overseas,  numbering  over  270. 

The  first  intensive  care  units  (ICUs)  were  developed  in  the  early  1950s 
when  special  areas  were  needed  in  hospitals  to  manage  critically  ill  patients  such 
as  polio  victims.  ICUs  made  a  tremendous  improvement  in  patient  survival  because 
of  the  specialized  care  provided.  It  was  around  this  time  that  the  health  care 
community  recognized  the  need  for  nurses  with  specialized  skills  in  intensive  care. 

AACN  firmly  believes  that  research  is  needed  to  develop  a  scientific  basis 
for  critical  care  nursing  practice  and  to  achieve  a  broad  understanding  of  the  role 
and  impact  of  critical  care  nurses  on  patient  outcomes.  For  that  reason,  we  are 
pleased  to  offer  testimony  in  support  of  the  National  Institute  of  Nursing  Research 
and  the  Agency  for  Health  Care  Policy  and  Research. 

The  National  Institute  of  Nursing  Research 

The  National  Institute  of  Nursing  Research  (NINR)  improves  the  quality  of 
life  for  all  Americans  by  promoting  healthy  lifestyles  and  behaviors  that  will  ease 
the  effects  of  disease.  The  NINR  supports  research  on  the  biological  and 
behavioral  aspects  of  critical  health  problems  confronting  the  nation.  Nursing 
research  addresses  some  of  the  nation's  most  pressing  health  problems  by 
emphasizing  the  control  of  pain  and  postponement  of  the  physical  and 
psychological  degeneration  associated  with  chronic  illness.  The  NINR  seeks  to 
reduce  the  burden  of  illness  and  disability. 
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Nursing  research  findings,  once  thought  to  affect  nursing  practice  alone,  are 
now  understood  to  be  relevant  to  the  work  of  all  health  care  practitioners.  The 
NINR  links  biological  and  behavioral  research  to  address  health  problems, 
encompassing  studies  form  the  molecular  levels  to  the  human  being. 

As  nurses  providing  care  to  the  critically  ill,  one  of  the  most  important 
things  we  can  do  for  our  patients  is  provide  relief  from  their  pain  and  suffering. 
For  that  reason,  NINR's  plans  to  research  and  address  the  issue  of  pain  over  the 
next  year  and  beyond  is  of  particular  interest  to  AACN.  A  complex  phenomenon, 
pain  endangers  health  and  recovery  from  disease  and  can  profoundly  reduce  quality 
of  life.  It  is  a  critical,  common,  and  costly  health  problem  generating  over  $100 
billion  annually  in  lost  productivity  and  health  care  expenses.  Research  shows  that 
pain  may  be  life-threatening  and  can  affect  the  immune  and  endocrine  systems. 

The  NINR  has  taken  the  lead  in  a  major  research  initiative  on  pain  with  the 
goal  of  examining  the  pain  phenomenon  from  the  molecular  and  cellular  levels  to 
the  whole  person.  The  NINR  will  focus  on  understanding  the  physical  and 
behavioral  mechanisms  that  compromise  recovery  and  quality  of  life.  The  NINR 
will  explore  mechanisms  of  controlling  pain  by  looking  at  variables  such  as  genetic 
differences  and  neuroendocrine  and  neuroimmune  changes.  By  understanding  these 
factors,  NINR  hopes  to  find  ways  to  reduce  suffering. 

AACN  currently  sponsors  Thunder  Project  II,  a  large-sample,  multi-site 
research  project  in  partnership  with  seven  other  nursing  organizations.  The  purpose 
of  the  research  is  to  examine  pain  perceptions  and  responses  of  acutely  or  critically 
ill  pediatric  and  adult  patients  to  selected  producers.  Specifically,  the  research  will: 

•  Describe  patients'  pain  perceptions  and  responses  for  each  selected 
procedure  across  different  phases  of  the  procedure. 

•  Compare  patients'  pain  perceptions  and  responses  across  procedures. 

•  Examine  relationships  between  patients'  pain  perceptions  and  responses  to 
selected  procedures  and  factors  such  as  the  patient's  age,  gender  and 
ethnicity. 

•  Describe  distress  associated  with  selected  procedures. 

AACN  strongly  supports  the  NINR's  goals  of  health  care  effectiveness,  cost 
effectiveness,  and  assuring  that  the  scientific  agenda  has  a  human  aspect  and  is 
directly  relevant  to  applying  research  findings  to  improve  the  nation's  health. 
AACN  is  disturbed  by  the  Administration's  FY  1997  budget  request,  which 
includes  an  increase  for  NINR  of  only  about  2%.  We  respectfully  request  an 
increase  of  6.5%  for  NIH  and  NINR.  This  request  is  identical  to  that  of 
request  the  Ad  Hoc  Group  for  Biomedical  Research,  a  group  of  more  than  180 
professional  medical  and  scientific  societies,  patient  groups,  universities  and 
medical  schools,  and  other  organizations. 
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The  Agency  for  Health  Care  Policy  and  Research 

Our  health  care  delivery  system  continues  to  undergo  dramatic  changes, 
making  outcomes  research  and  objective  measures  more  important  than  ever.  The 
AHCPR  is  the  principal  federal  agency  responsible  for  determining  what  is 
effective  and  cost-effective  in  health  care.  The  ACHPR's  goals  are  to  determine 
what  works  best  in  clinical  practice,  improve  the  cost-effective  use  of  health  care 
resources,  help  consumers  make  more  informed  choices,  and  measure  and  improve 
the  quality  of  care. 

Many  research  projects  funded  by  the  AHCPR  are  gradually  helping  our 
communities  refocus  health  care  so  that  it  is  truly  driven  by  the  needs  of  patients 
and  their  families. 

AACN  is  currently  working  to  educate  consumers  about  the  Patient  Self 
Determination  Act  and  its  importance.  This  act  requires  hospitals  and  nursing 
homes  to  inform  patients  admitted  to  their  facility  about  their  options  in  completing 
an  advanced  directive  or  living  will.  The  act  is  designed  to  help  health  care 
providers,  patients  and  their  families.  Advanced  directives  such  as  living  wills  and 
medical  power  of  attorney  let  health  care  providers  know  patients'  wishes  in  case 
they  should  become  incapacitated  and  unable  to  make  treatment  decisions.  In 
addition,  advanced  directives  can  do  away  with  much  of  the  wasteful  treatment 
costs  and  wasteful  emotional  cost  of  guilt  and  suffering  as  a  result  of  being  forced 
to  make  difficult  decisions  about  treatment  for  someone  else  without  knowing  their 
wishes.  This  is  of  particular  interest  to  critical  care  nurses. 

As  you  know,  in  1990  Congress  passed  the  Patient  Self  Determination  Act, 
which  AACN  believes  has  made  significant  progress  in  educating  Americans  about 
their  right  to  make  their  own  health  care  choices.  The  Committee's  support  for 
AHCPR  has  provided  AACN  with  the  resources  to  design  a  community  outreach 
program  to  improve  completion  rates  for  advance  directives.  AACN's  program, 
Helping  People  Make  Care  Choices,  has  a  specific  emphasis  on  an  education 
program  stressing  definition  and  documentation  of  care  preferences  so  that  in  the 
event  of  catastrophic  illness  or  injury  and  thus  inability  to  participate  in  health  care 
decision  making,  individual  care  preferences  can  be  honored. 

Funding  for  the  Helping  People  Make  Care  Choices  project  ends  in  FY 
1996.  For  FY  1997,  we  seek  a  two-year  extension  of  funding  to  enable  the  project 
to  expand  to  sites  beyond  California,  in  accordance  with  the  initial  project  design. 

Funding  to  the  AHCPR  should  reflect  the  key  role  it  plays  in  improving  our 
health  care  delivery  system.  For  FY  1997,  AACN  requests  an  appropriation  of 
$160  million  for  AHCPR.  This  figure  will  return  AHCPR  to  its  FY  1995 
funding  level. 
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Centers  for  Disease  Control  and  Prevention 

In  light  of  the  country's  changing  health  care  delivery  system  and  decrease 
in  length  of  stays  in  hospitals,  AACN  continues  to  explore  how  critical  care  nurses 
can  work  with  the  primary  care  community  to  become  further  integrated  into  the 
health  care  system  and  to  strengthen  continuity  of  care.  Immunization  is  one  issue 
that  AACN  intends  to  take  on  to  bridge  the  gap  between  acute  care  and  primary 
care.  In  the  future,  AACN  hopes  to  collaborate  with  CDC  on  a  pilot  demonstration 
program  at  various  sites,  whereby  critical  care  nurses  work  with  primary  care 
providers  to  increase  immunization  rates  at  several  select  sites. 

Nursing  Education 

We  at  AACN  believe  that  education  is  fundamental  to  professional  growth 
and  to  excellence  in  clinical  practice  and  optimal  patient  outcomes.  Practitioners 
must  commit  to  life-long  learning  to  assure  they  remain  competent  in  fulfilling  their 
obligations  to  the  patients  and  families  they  serve. 

In  the  interest  of  rationalizing  and  simplifying  program  adminisfration,  FY 
1997  is  proposed  to  be  the  first  transition  year  into  clusters,  consolidated  programs 
addressing  special  health  workforce  needs  and  initiatives.  The  consolidated  Nursing 
Education/Practice  Cluster  will  provide  for  a  comprehensive,  flexible,  and  effective 
authority  for  federal  support  of  nursing  workforce  development.  This  authority 
would  provide  support  to  strengthen  the  capacity  for  basic  nurse  education  and 
practice;  train  nurse  practitioners  and  other  advanced  practice  nurses  and  increase 
nursing  workforce  diversity. 

We  are  pleased  that  the  Administration  has  proposed  an  increase  for  all  the 
nursing  education  programs.  AACN  supports  the  Budget  Request  for 
$70,000,000  for  FY  1997  for  the  Nursing  Education/Practice  Cluster. 


Thank  you  for  this  opportunity  to  provide  the  Subcommittee  with  AACN's 
testimony.  We  recognize  that  this  is  a  year  of  continued  pressure  to  cut  programs. 
However,  we  believe  that  our  requests  for  funding  are  needed  investments  in  the 
future  of  our  nation's  health  care.  We  urge  you  to  make  these  programs  a  priority 
for  FY  1997  and  we  look  forward  to  working  with  you  to  achieve  these  goals. 
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The  American  Association  of  Dental  Schools  (AADS)  represents  all  of  the  dental  schools  in 
the  United  States,  as  well  as  advanced  education,  hospital,  and  allied  dental  education 
institutions.  It  is  within  these  institutions  that  future  practitioners,  educators,  and  researchers 
are  trained;  significant  dental  care  provided;  and  the  majority  of  dental  research  conducted. 
The  AADS  is  the  one  national  organization  that  speaks  exclusively  for  dental  education. 

Dentistry  has  been  highly  successful  in  preventing  oral  disease  and  in  developing  effective 
primary  care  treatments.  Every  dollar  invested  in  preventive  and  primary  care  dentistry  saves 
consumers  between  $2  and  $80.  While  we  are  extremely  proud  of  our  accomplishments,  we 
do  not  want  to  leave  the  Subcommittee  with  the  misconception  that  the  nation's  oral  health 
problems  have  disappeared.  Oral  diseases  are  among  the  most  prevalent  of  all  chronic  health 
conditions.  Eighty-four  percent  of  all  children  have  experienced  dental  decay  by  age  17. 
Periodontal  disease  is  pervasive,  affecting  between  forty  and  seventy  percent  of  adults.  More 
than  a  third  of  aduits  over  age  65  have  lost  all  their  teem.  Oral  cancer  is  more  common  than 
leukemia,  Hodgkin's  disease,  melanoma  of  the  skin,  and  cancers  of  the  brain,  cervix,  ovary, 
liver,  pancreas,  bone,  thyroid  gland,  testis,  or  stomach. 

Our  funding  requests  for  FY  1997  reflect  the  expanding  role  of  dentistry  and  the  changing 
nature  of  the  profession.  Because  the  Subcommittee  is  under  severe  fiscal  constraints,  we 
have  focused  on  dental  education  and  research  programs  that  are  extremely  cost-effective  and 
will  yield  a  significant  return  for  the  federal  investment. 

General  Dentistry  Residencies:  General  Dentistry  programs  provide  graduates  with 
primary  care  training  similar  to  the  internship  year  in  medicine.  Dentists  who  have  had  the 
benefit  of  this  advanced  residency  training  are  better  prepared  to  care  for  the  full  range  of 
dental  services  for  all  their  patients.  This  includes  the  ability  to  provide  complex  dental 
services  for  patients  who  suffer  oral  problems  as  a  consequence  of  chemotherapy  or  radiation 
treatment  for  cancer,  or  who  have  special  problems  from  other  systemic  diseases,  including 
asthma,  diabetes,  and  heart  disease.  General  Dentistry  graduates,  who  serve  a  broad  range  of 
patient  needs,  are  especially  important  in  rural  and  underserved  urban  areas  where  logistical 
or  financial  barriers  can  make  specialized  care  unobtainable. 

The  General  Dentistry  program  improves  access  and  availability  of  primary  care  services. 
General  Dentistry  programs  treat  large  numbers  of  underserved  populations  such  as  the  poor, 
developmental^  disabled,  elderly,  and  HTV  infected  individuals.  All  of  the  current  grantees 
include  off-site  rotations  to  underserved  communities  or  populations.  Eighty=six  percent  of 
those  who  receive  General  Dentistry  training  remain  in  primary  care  practice,  and  at 
least  twenty-five  percent  of  recent  graduates  in  federally  supported  General  Dentistry 
programs  establish  their  practices  in  underserved  areas.  Recent  evaluations  confirm  the 
success  of  General  Dentistry  programs  in  meeting  federal  primary  care  objectives.  The 
Bureau  of  Health  Professions'  evaluation  of  the  General  Dentistry  program  found  that 
"Considering  the  relatively  modest  investment  of  funds  by  the  federal  government,  the  impact 
on  the  growth  and  scope  of  General  Dentistry  programs  and  the  subsequent  effect  on  dental 
care  has  been  substantial."  And  all  of  this  is  achieved  with  start-up  grants  which  provide 
federal  support  for  no  more  than  3  years.  This  requires  considerable  skill,  as  General 
Dentistry  programs  must  attract  enough  self-pay  patients  and  patients  with  dental  insurance  to 
offset  the  losses  incurred  in  treating  the  indigent.  (Unlike  their  medical  counterparts,  these 
dental  programs  cannot  rely  on  reimbursement  through  Medicare,  which  essentially  excludes 
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dental  services;  and  the  reimbursement  available  through  Medicaid  is  extremely  limited, 
especially  for  adult  care.) 

Demand  continues  to  outpace  supply  for  this  primary  care  training  as  approximately  300 
additional  training  positions  would  be  needed  to  accommodate  the  current  demand  for  these 
positions.  Without  Federal  support,  it  would  be  extremely  difficult  to  create  new  programs, 
because  of  the  lead  time  needed  for  these  programs  to  become  self-sufficient  and  because  of 
the  high  cost  of  dental  equipment  and  instrumentation. 

A  1995  Institute  of  Medicine  (IOM)  Study  of  Dental  Education  recommends  that  postdoctoral 
education  in  general  dentistry  should  be  available  for  every  dental  graduate  and  that  an 
emphasis  should  be  placed  on  creating  new  residency  positions.1  While  progress  has  been 
made  in  meeting  the  current  and  future  demand  for  primary  care  training  and  care,  a  reduction 
in  funding  for  the  General  Dentistry  program  would  halt  these  cost-effective  education  and 
service  programs.  We  urge  the  Subcommittee  to  support  the  IOM  recommendation  by 
appropriating  $6  million  for  this  cost-effective  and  proven  primary  care  program  in  FY 
1997. 

HIV/AIDS  Dental  Reimbursement  Program:  Federal  support  of  this  reimbursement 
program  increases  access  to  oral  health  services  for  HTV  positive  individuals  and,  at  the  same 
time,  educates  dental  students  and  residents  to  care  for  persons  living  with  HTV.  Thus,  two 
major  federal  objectives  —  service  to  patients  of  limited  means  and  education  of  future 
practitioners  —  is  accomplished  with  this  important  but  very  modest  federal  program. 

HIV/AIDS  patients  suffer  a  high  incidence  of  oral  disease  and  oral  health  care  is  very 
important  to  them.  A  survey  of  857  clients  of  the  Robert  Wood  Johnson  Foundations'  AIDS 
Health  Services  Program  in  9  cities  found  that  more  respondents  (52  percent)  reported  a  need 
for  dental  care  than  any  other  service.  For  example,  oral  lesions,  common  in  HTV  infected 
individuals,  can  cause  significant  pain  and  oral  infection  leading  to  fevers,  difficulty  in  eating, 
speaking  or  taking  medication,  and  weight  loss.  Moreover,  the  development  of  some  oral 
problems  may  signify  that  HTV  infection  is  progressing.  Recognition  of  these  oral  problems 
indicates  the  need  for  initiation  of  treatment  with  antiretro viral  therapy,  drugs  to  prevent 
pneumonia,  or  involvement  in  a  clinical  drug  or  vaccine  trial. 

It  is  important  to  remember  that  private  insurance  and  Medicaid  coverage  for  dental  services 
is  very  limited  or  simply  unavailable  for  adults.  This  lack  of  sufficient  reimbursement 
particularly  affects  those  dental  clinics  providing  care  for  a  significant  number  of  HTV 
infected  individuals.  The  HTV/AIDS  Dental  Reimbursement  program  serves  as  a  kind  of 
"matching  fund"  that  recognizes  the  significant  expenditures  incurred  by  dental  programs  that 
serve  a  disproportionate  share  of  HTV/AIDS  patients.  The  program  has  also  enhanced 
relationships  of  dental  education  institutions  with  state  and  local  AIDS  care  consortia. 
Unreimbursed  costs  continue  to  rise  as  the  number  of  HTV  infected  individuals  increases. 
AADS  urges  an  appropriation  of  $9  million  in  FY  1997  to  allow  modest  growth  in  this 
important  program,  which  is  now  reauthorized  under  the  Ryan  White  CARE  Act.  This 
is  approximately  $2  million  above  the  President's  FY  1997  request. 


'Field,  Marilyn  J.,  Ph.D.,  Editor,  Dental  Education  at  the  Crossroads,  Challenges  and 
Change,  National  Academy  Press,  Washington,  D.C.,  1995,  p.  14. 
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National  Health  Service  Corps  Scholarship  and  Loan  Forgiveness  Programs;  We 
strongly  support  the  NHSC  Scholarship  and  Loan  Forgiveness  Programs,  which  assist 
students  with  the  rising  costs  of  financing  their  health  professions  education  while  promoting 
primary  care  access  to  underserved  areas. 

The  FY  1994  Appropriations  Conference  Report  instructed  the  NHSC  to  undertake  an  oral 
health  care  initiative  in  order  to  increase  dental  participation  in  the  NHSC.  As  a  result,  the 
number  of  dental  loan  repayment  awards  has  increased  from  22  in  1992  to  94  in  1995. 
Problems  continue  to  exist,  however,  in  the  scholarship  program,  which  has  almost  completely 
abandoned  dental  scholarships  (only  8  scholarships  have  been  awarded  since  1992;  none 
were  awarded  in  1995).  We  believe  it  is  critical  that  the  NHSC  commitment  to  dentistry  be 
maintained  and  strengthened  as  the  need  for  dental  providers  is  becoming  more  pronounced  in 
underserved  areas  throughout  the  nation.  When  dentai  Health  Professions  Shortage  Areas 
(HPS As)  were  updated  in  1993,  it  became  clear  that  the  situation  worsened  for  dentistry. 
Currently,  2600  dentists  are  needed  to  service  935  designated  HPSAs,  as  compared  to  1400 
dentists  needed  for  792  dental  HPSAs  prior  to  1993. 

This  means  that  oral  health  services  are  still  needed  throughout  the  U.S.  to  assure  rural  and 
urban  underserved  people  relief  of  pain  and  removal  of  oral  infections.  Wimoutthese 
services,  dental  and  oral  diseases  will  result  in  a*iminished  employment  prospects  for  those 
without  jobs,  decreased  ability  of  school  children  to  concentrate,  lower  worker  productivity, 
and  increased  medical  problems.  Unless  more  dentists  are  made  available  in  shortage  areas, 
we  will  continue  to  see  costs  climb  as  hospital  emergency  rooms  are  used  to  provide  extensive 
care  for  what  began  as  a  dental  problem  and  has  evolved  into  a  systemic  condition.  We  ask 
the  subcommittee  to  address  this  growing  problem  by  including  Report  language 
reaffirming  the  need  for  a  substantive  NHSC  oral  health  care  initiative  in 
FY  1997. 

Other  Health  Professions  Education  and  Training  Programs:  We  want  to  express  our 
support  for  the  various  programs  involving  recruitment  and  retention  of  disadvantaged 
students  and  promotion  of  minority  faculty.  We  request  funding  for  the  Scholarship  for 
Disadvantaged  Students  program  at  $26  million  and  the  Exceptional  Financial  Need 
Scholarships  at  $1 1  million,  the  Loan  for  Disadvantaged  Students  program  at  $15  million,  the 
Centers  of  Excellence  program  at  $32  million,  and  the  Disadvantaged  Assistance  program 
(Health  Careers  Opportunity  Program/Federal  Assistance  for  Disadvantaged  Health 
Professions  Students)  at  $32  million.  We  urge  support  for  the  Faculty  Loan  Repayment  & 
Faculty  Fellowship  program  at  $4  million  so  that  minority  faculty  can  be  recruited  to  serve  as 
role  models  in  health  professions  schools  at  this  critical  time. 

Because  the  Rural  Health  Training  and  the  Health  Education  and  Training  Centers  programs, 
Geriatric  Initiatives,  Area  Health  Education  Centers,  and  Allied  Health  Special  Projects 
promote  access  to  health  care  for  special  populations,  we  urge  the  Subcommittee  to  fund  these 
programs  at  the  following  levels:  $17  million  for  the  Geriatric  Training/GEC  programs,  $25 
million  for  AHECs,  $5  million  for  Allied  Health  Special  Projects,  $7  million  for  Rural  Health 
Training,  and  $5  million  for  HTECs. 

In  addition,  AADS  is  very  concerned  that  the  Health  Education  Assistance  Loan  (HEAL) 
program  remain  a  viable  "loan  of  last  resort"  for  dental  students.  Revised  budget  figures 
have  demonstrated  that  administrative  changes  have  nearly  eliminated  the  need  for  a  federal 
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subsidy  to  serve  as  a  reserve  against  defaults  attributable  to  new  cohorts  of  borrowers. 
Premiums  paid  by  both  borrowers  and  schools  are  sufficient  to  offset  all  of  the  defaults  from 
new  HEAL  loans.  According  to  new  budget  estimates,  the  only  federal  appropriations 
required  should  be  approximately  $  1  million  for  continued  HEAL  default  reduction  activities. 
We  urge  that  the  Subcommittee  revisit  the  critically  important  Health  Education  Assistance 
Loan  (HEAL)  program  and  provide  S280  million  in  insurance  authority  to  allow  both  current 
and  new  borrowers  access  to  this  program.  Without  HEAL  loans  or  similar  borrowing 
authority,  we  fear  that  many  students  would  be  forced  to  discontinue  their  training. 

Research:  Support  of  the  National  Institute  of  Dental  Research  (NIDR)  has  yielded  results 
applicable  not  only  to  oral  health  but  to  health  in  general.  NIDR's  objective  is  to  promote  the 
advancement  of  research  in  all  sciences  pertaining  to  the  mouth  and  facial  structures,  to  seek 
ways  of  treating  and  preventing  oral  diseases,  and  to  facilitate  the  transfer  of  knowledge  into 
practical  help  for  the  public.  Research  funded  by  NIDR  has  opened  new  pathways  to  better 
diagnosis,  prevention,  and  treatment  of  orai  disease.  Increased  funding  is  essential  to  the 
continuation  of  important  research  into  the  general  health  and  primary  care  of  America's 
children,  adults,  and  senior  citizens.  AADS  endorses  the  testimony  of  the  American 
Association  for  Dental  Research  regarding  priorities  and  funding  of  $198  million  for  the 
NIDR  in  FY  1997. 
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TESTIMONY  OF  STEPHEN  A.  J  ANGER 
SUBMITTED  TO  THE 
U.S.  HOUSE  OF  REPRESENTATIVES  COMMITTEE  ON  APPROPRIATIONS 
SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
EDUCATION  AND  RELATED  AGENCIES 
MAY  16,  1996 

Mr.  Chairman,  distinguished  members  of  this  Subcommittee,  my  name  is  Stephen  A.  Janger 
and  I  am  President  of  the  Close  Up  Foundation.  It  is  a  privilege  for  me  to  submit  this 
testimony  in  support  of  the  Allen  J.  Ellender  Fellowship  Program,  administered  by  the  Close 
Up  Foundation.  On  behalf  of  the  tens  of  thousands  of  recipients  of  Ellender  fellowships,  I 
want  to  sincerely  thank  the  Members  of  this  Subcommittee  for  all  of  your  past  support.  These 
Close  Up  participants  are  grateful  for  the  opportunity  to  learn  about  the  democratic  process 
through  doing,  rather  than  reading,  listening,  or  watching. 

I  also  bring  thanks  from  the  participant's  schools,  their  families,  and  their  communities.  In  a 
democracy  such  as  ours,  the  well  being  of  each  citizen  is  dependent  on  a  citizenry  that  actively 
and  thoughtfully  participates  in  the  governing  process.  I  believe  as  Americans,  we  all  have 
benefited  from  the  civic  pride  and  enthusiasm  generated  by  Close  Up  programs. 

This  year  the  Foundation  is  celebrating  its  twenty-fifth  anniversary.  As  part  of  this 
celebration,  we  are  conducting  a  search  for  alumni.  We  are  a  bit  dazzled,  proud,  and  gratified 
to  find  them  working  in  the  offices  of  Members  of  Congress,  assisting  cabinet  members, 
serving  in  state  legislatures,  and  campaigning  in  Republican  and  Democratic  presidential 
campaigns.  One  of  our  alumni  has  been  elected  mayor  of  his  town.  Others  are  executives  in 
major  financial  corporations  and  communications  firms.  In  the  legal  profession,  we  can  boast 
of  a  Close  Up  alumnus  as  an  assistant  U.S.  attorney  and  a  host  of  alumni  in  a  wide  variety  of 
law  firms.  One  of  our  basic  tenents,  giving  back  to  your  community,  has  been  shown  to  take 
hold  by  the  number  of  our  alumni  organizing  and  working  with  various  charities.  Many  of 
these  alumni  would  not  have  been  able  to  participate  in  the  Close  Up  program  without  the 
assistance  of  an  Ellender  fellowship.  By  the  end  of  the  current  program  year,  Ellender 
fellowships,  along  with  fellowship  funding  generated  by  the  Foundation,  will  have  provided 
more  than  94,000  participants  with  fellowships. 

As  civic  educators,  we  are  well  aware  of  the  budget  difficulties  faced  by  this  Congress.  We 
believe,  however,  the  work  we  do  toward  encouraging  responsible  civic  participation  is  well 
worth  the  investment.  Civic  literacy  and  involvement  are  commodities  without  which  this 
country  cannot  survive.  Therefore,  for  fiscal  year  1997,  we  respectfully  request  $3.0  million 
for  the  Allen  J.  Ellender  Fellowship  Program.  This  amount  is  equal  to  the  amount  the 
Foundation  received  in  fiscal  year  1995  following  a  recission  of  $1,185  million. 

In  January  and  February  of  this  year,  the  Washington  Post  ran  a  series  of  articles  about  the 
lack  of  knowledge  Americans  have  about  their  government.  For  the  series,  the  Post,  together 
with  the  Henry  J.  Kaiser  Family  Foundation  and  Harvard  University,  surveyed  2,500  adults 
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about  their  civic  knowledge.  Fully  two-thirds  of  those  surveyed  were  unable  to  name  their 
Representative  in  Congress.  Half  did  not  know  the  party  affiliation  of  their  Representative. 
The  executive  and  judicial  branches  were  also  a  mystery  to  most.  Only  sixty  percent  of  those 
surveyed  could  identify  the  Vice  President  of  the  United  States,  and  only  six  percent  could 
name  the  Chief  Justice  of  the  U.S.  Supreme  Court. 

I  am  certain  these  statistics  appall  you  as  much  as  they  do  me.  They  do  not  forecast  great 
things  for  this  democracy.  They  do  reaffirm  the  need  for  a  focused  effort  at  increasing  civic 
education.  Close  Up's  programs  provide  just  such  a  service  to  Congress  and  the  other 
branches  of  government  and  to  our  participants.  By  bringing  students  into  the  government, 
Close  Up  shows  them  that  civics  is  relevant,  and  therefore  interesting  and  important.  Since  its 
founding  in  1970,  Close  Up  has  developed  new  and  better  ways  for  young  people,  educators, 
and  a  widening  circle  of  citizens  of  all  ages  to  gain  a  practical  understanding  of  how  public 
policy  affects  their  lives  and  how  individual  and  collective  efforts  affect  public  policy. 
Looking  back  over  the  last  twenty-five  years,  we  know  we  have  touched  deeply  and  positively 
the  lives  of  many  students.  We  look  forward  to  having  an  even  broader  impact  in  our  next 
quarter  century. 

The  Post  articles  pinpoint  the  importance  of  civic  education  to  democratic  participation. 
Respondents  who  claimed  to  be  uninterested  in  politics,  but  who  had  a  high  knowledge  of 
government,  were  five  times  more  likely  to  vote  than  less  informed  citizens.  We  find  that 
alumni  of  Close  Up  programs  are  more  informed  about  their  government  and  more  motivated 
to  help  make  their  representative  democracy  work  than  the  majority  of  their  peers.  Close  Up 
shows  them  that  they  are  an  important  part  of  the  process.  A  student  on  last  year's 
Washington  program  thanked  his  representative  for  having  ".  .  .the  time  to  sit  down  with  us 
and  discuss  issues  that  were  important  to  [us].  You  answered  questions  that  have  been  on  my 
mind  for  quite  some  time.  I  don't  know  anyone  who  could  answer  those  questions  with  more 
sincerity."  I  would  be  willing  to  bet  that  this  student  is  an  informed  and  active  voter.  Close 
Up  students  have  pride  in  their  government  and  carry  an  awareness  of  the  need  for  active 
citizenship  throughout  their  adult  lives. 

The  second  focus  of  the  Post  survey  was  the  lack  of  trust  Americans  have  for  each  other. 
According  to  the  survey,  two-thirds  of  Americans  believe  that  most  people  cannot  be  trusted. 
The  survey  found  that  the  lessening  of  trust  for  each  other  has  exacerbated  the  lack  of  trust  in 
the  government.  Survey  respondents  with  little  trust  in  each  other  had  less  trust  for  the 
government  than  respondents  with  high  levels  of  interpersonal  trust.  Low-trust  respondents 
were  also  less  likely  to  vote. 

The  Close  Up  Foundation  has  spent  twenty-five  years  educating  students  to  combat  this  type  of 
suspicion.  Not  only  does  the  Foundation  take  an  academic  approach  to  learning  about 
America's  diverse  citizenry,  we  actively  cause  interaction  between  students  who  might  never 
even  have  said  hello  to  each  other  in  their  hometowns.  For  instance,  we  have  a  large  number 
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of  hearing  impaired  students  who  come  on  our  program  each  year.  While  on  the  Close  Up 
program,  each  hearing  impaired  student  shares  a  hotel  room  with  another  hearing  impaired 
student  and  two  hearing  students.  When  the  week  begins,  both  the  students  and  the  teachers 
are  very  wary  of  these  pairings.  By  the  end  of  the  week,  the  hearing  students  have  developed 
a  healthy  sign  language  vocabulary,  and  the  teachers  are  searching  for  ways  to  help  their 
students  retain  and  use  this  newfound  language  skill . 

Close  Up  seeks  to  bring  together  many  different  populations  that  face  isolating  factors:  the 
physically  challenged  individuals  and  athletes,  the  gifted  and  talented  and  those  straggling  to 
stay  in  school,  students  from  remote  rural  areas  and  those  from  the  inner  city,  and  students 
who  speak  only  English  and  students  who  are  learning  English  as  a  second  language.  The 
money  we  receive  from  the  federal  government  is  crucial  to  creating  this  diverse  climate. 
Close  Up  has  always  worked  to  serve  underserved,  neglected  and  at-risk  populations.  There 
are  a  plethora  of  programs  for  students  on  the  honor  roll  or  in  leadership  positions.  But  our 
entire  democratic  system  is  based  on  the  equal  representation  and  participation  of  all  its 
citizens.  Our  democracy  is  worth  the  investment  that  the  Allen  J.  Ellender  Fellowship 
Program  makes  in  these  students'  lives. 

The  only  criteria  for  receiving  an  Ellender  fellowship  is  financial  need.  The  great  majority  of 
our  student  participants  pay  their  own  way  with  the  help  of  local  fundraising  activities  and 
their  parents.  Our  fellowship  participants  are  generally  from  family  financial  backgrounds 
where  substantial  parental  support  is  not  an  option.  For  our  core  Washington  High  School 
Program,  the  most  recent  audited  data  (program  year  1994/95)  shows  that  the  average  Ellender 
fellowship  recipient  is  from  a  family  with  four  dependents  and  an  average  income  of  $18,417. 
For  participants  in  our  Program  for  New  Americans  (PNA)  that  average  family  income  is 
$14,767.  So  you  can  see,  Mr.  Chairman,  these  are  clearly  students  in  need.  The  Ellender 
fellowships  received  by  students  participating  in  both  the  Washington  High  School  Program 
and  the  Program  for  New  Americans  bring  citizenship  opportunities  to  students  who  otherwise 
are  without  the  financial  means  to  participate. 

In  FY94,  the  Foundation  received  $4.2  million  in  Ellender  Fellowship  funds.  In  FY95,  the 
original  appropriated  amount  of  $4,185  million  was  reduced  to  $3.0  million  in  the  recission 
process.  Fiscal  year  1996's  funding  of  only  $1.5  million  must  be  stretched  to  cover  the  same 
constituencies  during  the  1996/97  school  year.  We  will  do  our  best  with  that  amount,  but  we 
are  certain  to  fall  far  short.  Many  deserving  students  will  not  be  able  to  have  a  Close  Up 
experience.  It  is  for  these  students  that  we  respectfully  request  funding  equal  to  what  we 
received  two  years  ago. 

You  may  have  questions  about  what  the  Ellender  Program  funds  actually  purchase.  In  the 
past,  you  have  heard  me  talk,  with  great  pride,  about  the  multiplier  effect  of  the  Ellender 
fellowships.  With  the  severe  reduction  in  FY96  funding,  the  Foundation  is  greatly  troubled 
about  what  we  foresee  as  a  "reverse  multiplier."  We  estimate  that  6,000  to  7,000  students 
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who  otherwise  might  be  able  to  participate  will  not  have  a  citizenship  education  opportunity 
that  could  enrich  them  for  the  rest  of  their  lives.  We  believe  that  this  is  a  serious  detriment  to 
civic  education  and  to  the  well-being  of  this  country. 

The  "reverse  multiplier"  means  not  just  fewer  participants  for  Close  Up,  but  that  the  students 
and  communities  that  need  civic  education  opportunities  the  most  are  going  to  be  the  least 
likely  to  be  reached.  Instead  of  reaching  nearly  1,100  at-risk  schools,  we  are  likely  to  be  in 
many  fewer  schools  next  year.  This  lessened  ability  to  reach  at-risk  schools  will  likely 
translate  into  a  sharp  reduction  in  minority  student  participation,  which  will  weaken  the  strong 
student  diversity  that  has  been  a  hallmark  of  Close  Up's  programs. 

The  inclusion  of  students  from  at-risk  situations  is  one  of  the  truly  valuable  investment  returns 
for  Members  of  Congress.  Close  Up  may  mean  large  groups  of  students  in  their  offices  or 
crowding  the  halls,  but  the  real  value  comes  from  what  the  students  take  away  from  their 
meetings  with  you.  Of  the  entire  program,  many  of  our  alumni  remember  their  Close  Up 
Capitol  Hill  day  the  best.  They  remember  a  growing  sense  of  self  confidence  as  they  gathered 
the  courage  to  ask  their  Representative  a  question,  and  the  pride  they  felt  when  he  or  she  took 
their  question  seriously  and  provided  a  thoughtful  answer. 

Close  Up's  main  program  is  the  Washington  High  School  Program.  This  program  has 
participants  from  all  fifty  states,  the  District  of  Columbia,  the  Commonwealth  of  Puerto  Rico 
and  the  United  States'  Territories.  Our  second  largest  program  is  the  Program  for  New 
Americans.  This  program  is  designed  for  students  who  have  recently  immigrated  to  the 
United  States.  In  1987/88,  our  first  year  offering  the  Program  for  New  Americans,  120 
students  participated.  This  current  year,  we  celebrated  our  10,000th  PNA  participant. 
Because  immigrants  tend  to  be  less  established  in  this  country,  they  rely  more  heavily  on 
Ellender  fellowships.  Unfortunately,  during  the  1996/97  school  year,  we  are  predicting  a 
drastic  decrease  in  PNA  participation  because  we  will  not  be  able  to  offer  as  many  fellowships 
as  we  have  in  previous  years. 

Another  population  severely  hurt  by  the  decrease  in  Ellender  funding  is  senior  citizens.  In 
1984,  Close  Up  instituted  its  Program  for  Older  Americans  (POA),  based  on  the  belief  that 
civic  learning  is  a  lifelong  experience.  This  year  Close  Up  also  celebrated  its  10,000th  POA 
participant.  Unfortunately,  with  the  scaled  back  Ellender  funding,  we  do  not  expect  to  be  able 
to  offer  any  Ellender  fellowships  to  older  Americans.  One  of  the  things  that  the  Ellender 
fellowships  have  provided  the  POA  in  the  past  was  some  economic  diversity,  since  older 
Americans  on  fixed  incomes  were  able  to  participate  with  their  more  affluent  peers. 

By  restoring  the  level  of  Ellender  fellowship  funding  to  the  FY95  level,  you^will  enable  those 
who  have  the  least  to  participate  in  a  program  that:  helps  to  create  understanding  of  the 
difficulties  legislative  policymakers  face  with  every  public  policy  decision;  encourages 
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community  involvement;  and,  teaches  informed  participation  is  a  responsibility  for  every 
American. 

Interwoven  throughout  all  of  Close  Up's  programs  is  an  emphasis  on  community  service  or 
community  involvement.  Not  only  is  it  important  for  students  to  realize  that  communities  need 
attention  and  work  to  thrive,  but  community  participation  is  a  way  for  students  to  give  back  to 
those  who  have  supported  their  Close  Up  fundraising  efforts,  and  indeed  their  efforts  to 
develop  into  responsible  adults.  These  local  projects  take  many  forms,  and  not  only  help  the 
community,  but  more  firmly  anchor  these  students  to  their  community  and  civic 
responsibilities. 

I  would  be  remiss  if  I  did  not  mention  the  role  that  teachers  play  in  Close  Up.  Teachers  serve 
as  mentors  for  their  students,  they  assist  in  student  fundraising,  and  they  prepare  the  students 
academically  for  their  trip  to  Washington.  Once  they  arrive  in  the  nation's  capital,  the 
teachers  attend  a  concurrent  but  separate  professional  development  program.  The  Close  Up 
teacher  program  provides  teachers  with  new  information  and  teaching  methodologies,  as  well 
as  the  opportunity  to  share  actual  classroom  experiences  with  colleagues  from  throughout  the 
country.  The  teachers  return  to  their  classrooms  with  exciting  new  material  and  a  newfound 
enthusiasm  for  their  jobs.  Over  the  past  twenty-five  years,  we  conservatively  estimate  that 
Close  Up  teachers  have  reached  more  than  six  million  students.  This  is  an  exceptionally  high 
return  for  a  relatively  modest  investment. 

In  the  past,  there  has  been  concern  from  Congress  that  Close  Up  awarded  Ellender  fellowships 
to  teachers  at  the  expense  of  students.  While  there  was  disagreement  with  that  issue  from 
some,  let  me  assure  you  that  Close  Up  has  been  following  the  intent  of  the  Subcommittee  and 
has  reduced  the  number  of  Ellender  teacher  fellowships.  Additionally,  the  only  teachers  who 
now  receive  Ellender  fellowships  are  those  from  "at-risk"  schools.  Even  with  this  focus, 
these  teachers  appear  to  be  bearing  the  most  adverse  impact  of  the  reduction  in  teacher 
fellowship  funds.  Although  the  Foundation  is  working  diligently  to  raise  funds  for  both 
student  and  teacher  fellowships,  the  competition  for  scarce  private,  corporate,  and 
philanthropic  resources  is  immense.  We  will  continue  to  devote  ourselves  to  raising  the  funds 
necessary  to  reach  as  many  students  and  teachers  as  possible;  however,  without  a 
Congressional  commitment  of  funds  for  the  Ellender  fellowships,  our  task  is  severely 
hampered. 

Mr.  Chairman,  all  of  us  at  the  Close  Up  Foundation  very  much  appreciate  the  past  support  of 
this  Subcommittee.  I  hope  that  the  Subcommittee  will  restore  Ellender  Fellowship  funding  so 
that  we  can  provide  a  citizenship  education  experience  to  more  of  the  country's  deserving 
students.  I  would  be  happy  to  respond  to  any  questions  and  to  provide  any  additional 
programmatic  or  budgetary  detail.  Thank  you  very  much. 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

We  are  pleased  to  have  the  opportunity  to  present  the  views  of  the  Coalition  for  International 
Education  on  the  FY  1997  appropriations  for  the  Higher  Education  Act,  Tide  VI  and  the  Mutual 
Educational  and  Cultural  Exchange  Act,  Section  102(b)(6),  commonly  known  as  Fulbright-Hays. 
The  Coalition  for  International  Education  is  an  ad  hoc  group  of  23  national  higher  education 
organizations  with  focus  on  the  aforementioned  international  education,  foreign  language  and 
exchange  programs.  Together  they  represent  the  nation's  3,300  colleges  and  universities,  and 
numerous  disciplinary,  international  exchange  groups  and  other  organizations  with  specific 
interests  in  these  programs. 

Over  the  history  of  Title  VI  and  Fulbright-Hays,  many  different  groups  have  come  to  the  federal 
government  to  make  their  case  for  these  programs.  This  usually  has  taken  the  form  of  small 
coalitions  or  separate  voices  arguing  for  their  particular  interests.  However,  the  sense  of  urgency 
about  the  United  States'  declining  international  competence  against  a  backdrop  of  enormous 
international  challenges  is  so  strong  within  the  higher  education  community,  that  it  has  moved  us 
to  form  this  Coalition  and  has  drawn  our  different  perspectives  into  a  single  consensus  position. 
We  would  like  to  respond  to  concerns  about  these  programs  expressed  by  the  Subcommittee  in 
the  FY  1996  Appropriations  Committee  Report.  We  address  the  federal  responsibility  and 
national  needs,  program  structure  and  size,  and  the  national  impact  of  these  programs. 

It  was  out  of  a  sense  of  national  crisis  about  U.S.  ignorance  of  other  countries  and  cultures  that  at 
the  height  of  the  Cold  War  the  Congress  originally  created  Title  VI  in  the  National  Defense 
Education  Act  of  1958,  and  Section  102  (b)(6)  of  the  Mutual  Educational  and  Cultural  Exchange 
Act  of  1961.  Spanning  more  than  three  decades,  these  programs  still  remain  the  federal 
government's  primary  mechanisms  for  supporting  the  development  and  maintenance  of  a  higher 
education  infrastructure  which  produces  the  nation's  expertise  in  foreign  languages,  area  and 
other  international  studies,  including  international  business.  The  thirteen  funded  Title  VI  and 
Fulbright-Hays  programs  provide  an  integrated  and  comprehensive  approach,  supporting 
activities  impacting  on  the  elementary  and  secondary  levels  through  undergraduate,  graduate  and 
advanced  research,  with  emphasis  on  the  less  commonly-taught  languages  and  areas  of  the 
world.  Title  VI  largely  supports  the  domestic  side  of  training  and  research,  while  Fulbright-Hays 
supports  an  essential  overseas  component.  No  other  federal  programs  provide  this  breadth  of 
support  for  international  education  and  foreign  language  studies  for  U.S.  students  and  faculty. 

Federal  Responsibility  and  National  Needs 

This  is  a  direct  federal  responsibility  because  of  the  clear  relevance  of  international  competence 
to  the  conduct  of  U.S.  foreign  policy,  to  the  national  security  of  the  U.S.,  to  the  health  and 
vitality  of  the  U.S.  economy  in  a  global  marketplace,  and  increasingly  to  the  U.S.  world 
leadership  role  on  diverse  issues  of  global  concern  as  noted  below.  Informed  decisions  in  these 
areas  by  public  and  private  sectors  must  depend  on  a  significant  inventory  of  persons  who  have 
the  depth  of  knowledge  and  understanding  of  other  nations'  languages,  cultures  and  systems 
necessary  to  function  effectively  within  those  cultures;  persons  who  know  how  the  people  of 
other  cultures  think  and  work  and  who  can  competently  assess  the  political,  economic,  or  social 
implications  of  decisions  and  actions.  In  short,  it  is  a  federal,  and  not  a  state  or  private  sector 
responsibility  to  ensure  the  nation  is  successfully  prepared  to  respond  to  the  challenges  presented 
by  its  relationships  with  other  nations. 

In  the  complex  and  changing  post-Cold  War  world  of  today,  these  programs  more  than  ever  are 
critical  to  addressing  our  national  needs  for  global  competence.  International  power  has  shifted 
from  a  neady  defined  bipolar  structure  to  a  complex  multi-polar  structure  in  which  economic, 
political,  and  social  interactions  are  more  globalized  and  regionally  integrated.  Traditional 
international  threats  to  U.S.  security  are  augmented  by  newer  and  less  familiar  challenges  such  as 
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terrorism,  regional  conflicts,  globally  organized  crime,  world  health  epidemics,  mass  migrations 
caused  by  economic,  political  or  military  pressures,  environmental  change,  technology  advances 
and  greater  competition  in  international  commerce.  These  increasingly  have  domestic 
ramifications.  Examples  are  the  civil  strife  in  Bosnia  and  Herzegovina  and  the  American 
participation  in  the  peacekeeping  mission,  the  devaluation  of  the  Mexican  peso  and  its  impact  on 
U.S.  currency  fluctuations,  and  the  trend  towards  regional  economic  markets  such  as  APEC, 
NAFTA  and  trade  communities  like  GATT  with  their  implications  for  jobs  in  the  U.S. 

Government  agencies  at  all  levels  and  the  private  sector  need  the  international  expertise, 
knowledge  and  a  research  base  to  deal  with  these  challenges.  The  partnership  of  the  U.S. 
Department  of  Education  and  our  higher  education  institutions  is  the  instrumental  link  between 
the  federal  government's  responsibility  for  foreign  policy  and  national  security,  and  the 
production  of  the  necessary  expertise  the  nation  needs  to  successfully  meet  this  responsibility. 

State  and  local  governments  and  the  private  sector,  including  foundations,  will  not  by  themselves 
focus  on  long-term  national  needs  for  international  expertise.  While  their  priorities  may 
complement  national  needs,  they  do  not  always  coincide.  States  have  particular  regional 
interests,  the  private  sector  has  short-term,  bottom-line  interests,  and  the  foundations  have  highly 
specialized  and  sometimes  sporadic  interests.  While  these  sectors  support  short-term  projects 
from  time  to  time,  they  do  not  provide  the  long-term,  sustained  support  for  10-12  years  of  study 
and  research  needed  to  produce  an  expert  on  the  Middle  East  fluent  in  Arabic,  for  example. 

Universities  alone  cannot  bear  this  responsibility  either.  International  education  and  foreign 
language  training  is  interdisciplinary  in  nature,  a  dynamic  which  is  expanding  in  reach  with 
demands  for  international  expertise  and  research  in  a  greater  variety  of  disciplines  and 
professions.  Title  VI  centers  and  programs  therefore  are  structured  around  an  interdisciplinary 
base  which,  in  a  university  system  of  disciplinary  departments,  requires  outside  financial 
incentives  to  survive.  Secondly,  the  few  students  who  enroll  in  the  less  commonly-taught  areas 
and  languages  alone  cannot  cover  the  high  costs  to  individual  universities  of  maintaining 
teaching  staff  and  resources  on  these  languages  and  areas.  In  a  recent  Coalition  survey,  many 
centers  and  programs  report  that  if  Title  VI/Fulbright  funds  were  eliminated,  the  centers  and 
programs  would  either  be  eliminated  or  experience  drastically  reduced  course  offerings, 
language  instruction,  library  holdings,  and  outreach  activities.  National  needs  for  a  ready  supply 
of  people  expert  in  the  less  commonly-taught  languages  and  areas  of  the  world,  such  as  Tajik  and 
Ozbek  in  Uzbekistan  or  Kazak  in  Kazakhstan  (one  of  the  world's  nuclear  powers),  would  be 
endangered  if  the  federal  government  retreated. 

Program  Structure 

The  Subcommittee  questioned  the  current  program  structure  of  awards  to  institutions.  It  is 
important  to  continue  this  approach.  As  noted,  a  strong  institutional  infrastructure  is  critical  to 
the  academic  formation  of  area  specialists  at  the  undergraduate  and  graduate  level  and  for  the 
maintenance  of  a  broad  interdisciplinary  research  and  teaching  program  focusing  on  world 
regions.  This  requires  both  program  support  and  student/faculty  assistance  to  maintain.  For 
example,  the  National  Resource  Center  (NRC)  program  in  combination  with  the  Foreign 
Language  and  Area  Studies  Fellowships,  and  Fulbright-Hays  support  for  overseas  training  all 
provide  a  package  of  assistance  enabling  an  NRC  to  mobilize  the  diverse  resources  and 
interdisciplinary  cooperation  needed  to  produce  area  expertise  and  conduct  outreach.  The  small 
but  critical  Title  VI  program  support  is  the  catalyst,  without  which  the  infrastructure  would  begin 
to  unravel. 

Moreover,  from  a  cost-effective  standpoint,  institutional  capacity-building  in  international 
education  reaches  many  more  students,  as  well  as  the  community  and  government,  both  on 
campus  and  through  extensive  local,  regional  and  national  outreach  activities.  For  example,  one 
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Language  Resource  Center  (LRC)  reports  that  it  trains  both  teacher  trainers  and  the  teachers 
themselves.  They  then  improve  teaching  across  the  nation,  reaching  far  more  students  than  the 
number  that  could  be  funded  for  individual  foreign  language  training.  Title  VI  institutional 
support  also  enables  the  formation  of  consortia  of  higher  education  institutions  for  producing 
international  expertise  and  conducting  outreach,  often  in  cooperation  with  government  agencies 
or  businesses.  For  example,  the  U.S.  Department  of  Commerce  recently  requested  the  27 
Centers  for  International  Business  Education  and  Research  (CIBERs)  to  form  consortia  with 
other  institutions  of  higher  education  to  work  with  U.S.  businesses  in  penetrating  emerging 
global  markets.  No  additional  funds  from  the  Department  of  Commerce  are  available  for  this 
activity.  The  Institute  for  International  Pubic  Policy  also  is  a  consortium  of  historically  and 
predominantly  black  colleges  and  universities,  other  higher  education  institutions  with 
significant  minority  enrollments,  and  institutions  with  experience  training  foreign  service 
professionals.  The  program  is  designed  to  increase  the  number  of  minority  undergraduate 
students  pursuing  careers  in  the  international  arena. 

Eliminating  the  institutional  assistance  aspect  of  Title  VI  and  replacing  it  with  a  wholly  student 
assistance  approach  would  result  in  fewer  programs  in  which  students  can  enroll  and  the 
elimination  of  most  if  not  all  outreach  activities.  To  assume  that  the  programs  have  achieved 
their  purpose  and  should  be  terminated  is  to  shortchange  U.S.  interests.  This  valuable  base  of 
knowledge  and  resource  has  taken  years  to  develop  and  once  dispersed,  would  be  difficult  and 
expensive  to  recreate.  Title  VI  grants  are  made  on  the  basis  of  1-3  year  competitions,  guided  by 
stringent  quality  and  merit  criteria.  Most  programs  experience  a  significant  turnover  in  grants, 
while  a  few  programs  repeat  grants  to  the  same  institutions  but  only  after  a  rigorous  competition, 
merit  review,  and  evaluation.  As  one  of  the  purposes  of  Title  VI  is  to  ensure  a  pool  of 
international  expertise  which  can  be  called  upon  in  times  of  crisis,  repeating  a  competitive, 
quality  grant  ensures  the  existence  of  that  expertise  when  needed. 

Program  Size  and  National  Impact 

Although  Title  VI  and  Fulbright-Hays  programs  are  small  (1 1  out  of  13  are  under  $10  million), 
collectively  they  have  significant  national  impact.  For  one  thing,  these  funds  have  a  great 
multiplier  effect  They  provide  marginal  but  critical  incentive  for  shifting  or  consolidating 
spending  at  higher  education  institutions  for  international  education,  and  generate  large  amounts 
of  additional  funds  from  state  government,  the  private  sector,  and  universities  themselves.  For 
example,  total  FY  1995  funding  for  27  CIBERs  was  $6.9  million.  CIBERs  link  the  manpower 
and  information  needs  of  U.S.  businesses  with  the  international  education,  language  training,  and 
research  capacities  of  universities  across  the  U.S.  A  recent  survey  of  the  CIBERs  revealed  that 
these  federal  funds  are  leveraged  with  institutional  and  private  sector  funds  which  add  an 
estimated  $24.5  million  annually.  Since  the  inception  of  the  CIBERs  in  1989,  an  estimated 
50,000  students  from  these  schools  entered  jobs  at  companies  with  global  operations  or  export. 

Collectively  these  small  programs  provide  support  for  a  warehouse  of  knowledge  and  research 
which  is  available  to  public  and  private  sectors  when  needed.  Center  and  program  outreach 
activities  annually  reach  thousands  of  elementary  and  secondary  school  teachers  and  students; 
other  institutions  of  higher  education;  federal,  state  and  local  government  agencies;  the  local  and 
national  media;  nongovernmental  organizations;  cultural  organizations;  international 
organizations;  foundations;  and  businesses.  Graduates  from  these  programs  frequently  enter  the 
teaching  profession  or  take  positions  in  the  sectors  cited  above.  In  fact,  many  of  the  graduates 
who  benefited  from  these  programs  have  gone  on  to  serve  in  key  U.S.  government  positions, 
such  as  the  current  Press  Spokesman  for  the  Department  of  State;  the  Assistant  Secretary  of  State 
for  Intelligence  and  Research;  and  the  Under  Secretary  of  State  for  Economic  Affairs. 

Below  are  anecdotal  examples  from  a  recent  Coalition  survey  showing  how  four  Title  VI  center 
programs  have  a  regional  or  national  impact,  the  NRCs,  CIBERs,  LRCs  and  AORCs.  These 
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centers  use  other  Title  VI  programs,  such  as  the  FLAS  fellowships,  the  research  and  studies 
program,  and  the  Fulbright-Hays  programs  to  achieve  their  purposes.  The  undergraduate 
international  studies  and  foreign  language  program,  and  the  business  and  international  education 
program  also  have  significant  national  impact  in  stimulating  major  international  programmatic 
and  curricular  innovations,  especially  at  four-year  and  community  colleges,  and  utilize  other 
Title  VI  programs  such  as  Fulbright-Hays  to  accomplish  their  objectives  as  well.  Highlighting 
the  programs  below  for  reasons  of  limited  space,  is  not  intended  to  diminish  the  importance  of 
other  Title  VI  and  Fulbright-Hays  programs,  each  of  which  play  a  vital  part  in  achieving  the 
overall  mission. 

National  Resource  Centers  (119):  1)  The  U.S.  Army's  Foreign  Area  Officer  Program  uses 
about  40-50%  of  the  Title  VI  NRCs  to  train  their  area  officers,  a  relationship  that  spans  the  last 
three  decades;  2)  During  1994-95,  one  NRC  used  Title  VI  funds  to  sponsor  41  events  attracting 
9,783  participants  from  the  business  and  professional  community,  and  the  general  public;  on  an 
average  day  the  NRC  handles  43  requests  for  information;  3)  Another  NRC  reported  that  its 
satellite  education  project  launched  this  year  reaches  more  than  55,000  teachers  in  36  states  with 
in-depth  one-hour  international  programs,  and  many  NRCs  report  they  frequently  develop 
curriculum  materials  on  world  areas  which  are  used  across  the  state  in  elementary  and  secondary 
schools,  free  of  charge;  4)  Scholars  and  staff  from  the  Congressional  Research  Service,  the 
Department  of  Defense,  and  US  AID  have  consulted  an  NRC  about  the  Andean  region  in  the 
context  of  the  U.S.  drug  strategy.  This  same  NRC  worked  with  the  university's  agricultural  and 
veterinary  programs  in  expanding  the  production  of  Andean  crops  such  as  quinoa  and  tarwi 
(grains  high  in  protein)  in  the  U.S.  The  researchers  used  their  language  and  area  studies 
expertise  to  conduct  scientific  research  on  Andean  agriculture.  5)  During  the  Persian  Gulf  War, 
the  Middle  East  NRCs  conducted  extensive  outreach  to  government,  the  private  sector  and  the 
media.  One  NRC  ran  a  workshop  for  its  state's  National  Guardsmen  and  gave  over  100 
presentations  for  the  media,  while  another  organized  briefings  on  the  culture  and  politics  of  the 
Middle  East  for  the  FBI  and  the  Immigration  and  Naturalization  Service. 

Centers  for  International  Business  Education  and  Research  (27):   1)  The  CIBERs  are  playing  a 
leading  role  in  internationalizing  American  business  schools,  the  majority  of  which  until  recendy 
did  not  offer  a  single  international  course.  Since  the  inception  of  this  program  in  1989,  nearly 
1,000  international  business  courses  have  been  created  or  upgraded  at  U.S.  universities,  and 
collectively  the  centers  have  reached  out  to  more  than  30,000  business  people;  2)  A  CIBER  in 
the  southwest  has  developed  a  computerized  International  Trade  Information  System  to  help  U.S. 
firms  identify  potential  foreign  markets;  3)  A  westcoast  CIBER  professor,  who  had  both  a  FLAS 
fellowship  and  a  Fulbright  Doctoral  Dissertation  Research  Abroad  grant,  now  is  a  national  expert 
on  Japanese  industrial  policy  with  particular  expertise  in  the  area  of  U.S. -Japan  trade  in 
supercomputers.  She  is  frequendy  consulted  by  U.S.  government  agencies  (including  CRS);  4) 
At  the  request  of  the  U.S.  Department  of  Commerce,  a  CIBER  and  its  business  school  on  the 
westcoast  is  the  lead  institution  in  a  consortium  of  universities  to  work  with  U.S.  businesses  in 
penetrating  the  Chinese  market;  5)  A  CIBER  on  the  eastcoast  collaborates  with  the  Business 
Council  for  International  Understanding  to  deliver  a  two-day  course  on  the  "Promotion  of  U.S. 
Commercial  Interests"  for  the  U.S.  Department  of  State's  Foreign  Service  Institute.  More  than 
sixty  career  foreign  service  officers  en  route  to  assignments  throughout  the  former  Soviet  Union, 
Germany  and  Japan  have  participated  in  this  course  to  date. 

Language  Resource  Centers  (6):  1)  A  Language  Resource  Center  has  developed  language 
training  materials  for  Vietnamese,  Tagalog,  Indonesian  and  Korean  for  the  National  Security 
Agency  and  Department  of  Defense.  2)  With  a  Title  VI  research  and  studies  grant,  another  LRC 
developed  a  set  of  Pashto  materials  and  has  functioned  as  a  clearinghouse  for  information  on 
Pashto,  the  Pashtuns,  and  resources  in  the  Pashtun  community  in  the  United  States.  Pashto  is 
one  of  the  national  languages  of  Afghanistan  spoken  by  the  Taliban,  a  fundamentalist  Muslim 
group  which  has  gained  control  of  significant  portions  of  Afghanistan.  The  LRC  has  been 
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contacted  by  several  U.S.  intelligence  agencies  for  advice  on  teaching  Pashto. 

American  Overseas  Research  Centers  (10):  1)  American  overseas  research  centers  (AORCs) 
are  able,  with  small  infusions  of  Title  VI  funds,  to  serve  much  broader  scholarly  populations  than 
they  were  in  previous  years.  Improvements  in  infrastructure  and  operations  allow  AORCs  to 
serve  the  growing  volume  of  American  scholars  developing  expertise  on  the  Near  and  Middle 
East  and  South  Asia  through  Congressionally-mandated  fellowship  programs.  AORCs  in  Greece 
and  Israel  --leading  centers  of  classical  and  biblical  archaeology  since  the  last  century-  can  now 
host  researchers  in  Balkan  Studies  and  Israeli-Palestinian  relations  who  are  searching  for  answers 
to  these  regional  conflicts.  AORCs  in  Turkey,  Israel,  Tunisia,  Morocco,  Yemen,  Pakistan,  and 
branches  in  five  cities  in  India  have  doubled  the  number  of  American  scholars  they  are  able  to 
support.  2)  AORCs  are  able  to  chronicle  major  political  movements  in  the  host-country  which 
directly  affect  US  foreign  policy  interests.  Conferences  and  exchanges  between  the  American 
Institute  of  Pakistan  Studies  and  the  Supreme  Court  of  Pakistan  feed  directly  into  the  democratic 
expansion  going  on  today  in  Pakistan's  judicial  system. 

FY  1997  Request 

While  the  Coalition  appreciates  the  fiscal  constraints  on  the  Subcommittee  and  the  need  to  find 
additional  discretionary  cuts  in  FY  1997,  we  urge  the  Members  to  restore  these  programs  to  their 
FY  1995  levels  of  $52,283  for  Title  VI  domestic  programs,  $5,790  for  Fulbright-Hays,  and  $1 
million  for  the  Institute  for  International  Public  Policy,  as  provided  in  the  Administration's  FY 
1997  budget  request.  This  would  require  an  additional  $2,922  million  over  the  FY  1996 
appropriation.  In  the  midst  of  some  of  the  most  dramatic  global  transformations  occurring  since 
the  second  World  War,  we  believe  the  Congress  should  continue  funding  at  least  at  FY  1995 
levels  for  programs  which  support  precisely  those  activities  designed  to  provide  the  knowledge 
and  skills  essential  to  understanding  and  dealing  with  those  transformations. 

Our  nation's  infrastructure  for  generating  international  expertise  is  losing  ground  rapidly. 
Despite  the  critical  role  these  programs  play  in  responding  to  national  imperatives,  Federal 
support  steadily  eroded  during  the  last  two  decades  through  inflation,  the  devaluation  of  the 
dollar,  and  inadequate  funding,  coupled  with  increased  federal  priorities.  Overall  Title  VI 
funding  in  FY  1995  was  26%  below  its  comparable  constant  dollar  level  of  the  late  1960s,  while 
funding  for  the  three  original  programs  (National  Resource  Centers,  FLAS  and  Research)  was 
50%  below,  at  a  time  when  the  estimated  number  of  PhD  candidates  in  the  pipeline  today  is  not 
sufficient  to  replace  the  expected  retirements  in  this  decade  (See  Prospects  for  Faculty  in  Area 
Studies,  Stanford,  1991).  One  example:  the  estimated  1,048  FLAS  fellowships  awarded  in  FY 
1995  were  more  than  50%  below  the  2,300  awarded  in  FY  1967.  The  other  Title  VI  programs, 
all  critical  to  achieving  the  Title  VI  mission,  also  are  sorely  underfunded. 

Fulbright-Hays  102(b)(6)  funding  has  eroded  even  more  during  the  last  two  decades;  FY  1995 
funding  was  58%  below  its  constant  dollar  level  of  the  late  1960s.  It  has  not  received  a 
significant  increase  in  funding  in  more  than  a  decade.  For  example,  the  FY  1994  appropriation 
enabled  awards  to  only  23%  of  the  fundable  applicant  pool  for  the  doctoral  dissertation  research 
abroad  program.  This  represented  66  awards,  against  a  comparable  150  in  the  early  1980s. 
These  programs  are  crucial  for  developing  the  next  generation  of  the  nation's  international 
experts  who  have  foreign  language  competency  because  they  are  the  principle  source  of  overseas 
intensive  language  training  and  doctoral  research  funding  for  U.S.  graduate  students,  especially 
in  the  less-commonly  taught  languages.  One  cannot  become  an  area  and  language  expert 
without  on-the-ground  experience  in  the  foreign  culture. 

We  believe  our  request  to  be  a  modest  one  for  programs  vital  to  our  nation's  long-term  security 
and  economic  well-being.  We  respectfully  urge  the  Members  of  the  Subcommittee  to  consider 
our  recommendations. 
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This  testimony  is  submitted  on  behalf  of  the  Association  of  America's 
Public  Television  Stations,  which  represents  the  202  local  licensees 
operating  351  public  television  stations  that  reach  virtually  every 
American  television  household,  over  the  air  and  free. 

The  goal  of  each  local  station  is  to  serve  its  community.  Licenses  are  held 
by  a  community,  a  university,  or  a  state  or  local  government.  Stations  are 
governed  by  boards  composed  of  people  who  live  and  have  a  personal 
investment  in  their  communities;  programming  decisions  are  made  at 
the  local  level  to  determine  the  special  needs  of  that  community. 

We  are  requesting  the  subcommittee  to  appropriate  funds  for  the 
Corporation  for  Public  Broadcasting  for  FY  1999  in  the  amount  of  $275 
million.  This  amount  is  the  same  as  our  current  funding  and  will  ensure 
that  public  broadcasting  services  continue  to  be  universally  available  to 
the  American  public. 

Since  1968,  the  federal  government  has  provided  financial  support  to  the 
public  broadcasting  system  through  an  annual  appropriation.  The 
Corporation  for  Public  Broadcasting  receives  the  federal  appropriation 
and  dispenses  those  moneys  to  local  television  and  radio  stations  through 
community  service  grants  (CSGs.)  On  average,  the  CSG  provides  one- 
sixth  of  the  revenue  for  a  public  television  station.  This  figure  varies 
widely,  however.  Many  small  rural  stations  depend  on  federal  support  for 
30  percent,  and  for  a  few  the  CSG  is  almost  half  their  operating  budgets. 

Among  major  producing  stations  with  larger  budgets,  the  federal  share  is 
considerably  less,  often  under  ten  percent.  Yet  for  these  producing 
stations,  the  federal  moneys  are  the  seed  money  for  major  national 
productions.  Without  these  unrestricted  funds,  the  producers  would  be 
unable  to  begin  productions  and  attract  other  funding.  In  each  case,  the 
importance  of  the  federal  contribution  far  outweighs  the  relative 
proportion  it  represents  of  the  station's  total  revenues. 

When  the  104th  Congress  convened  a  year  ago,  Washington  responded  to 
a  call  for  change.  Americans  wanted  less  government  and  some  in 
Washington  interpreted  the  call  for  less  government  to  include  public 
broadcasting.  Should  the  federal  government  have  a  role  in  financially 
supporting  the  public  broadcasting  system?  The  American  people 
responded  with  a  flood  of  letters  and  calls  to  Washington,  clearly 
articulating  that  they  value  public  television  and  want  a  portion  of  their 
tax  dollars  to  support  it. 
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A  1995  Roper  poll  confirmed  this  widespread  support:  Americans  ranked 
public  television  third  among  all  government  services  in  terms  of  value 
received  for  tax  dollars  paid.  An  Opinion  Research  Poll  (January  1995) 
found  that  84  percent  of  Americans  would  like  to  see  Congress  maintain 
funding  for  public  broadcasting;  half  of  those  advocating  an  increase. 
Other  polls  conducted  by  USA  Today /CNN /Gallup  Poll  (January  17,  1995) 
and  Business  Week  /Harris  Poll  (January  1995)  also  confirmed  the 
American  public's  endorsement  of  federal  financial  support  for  public 
broadcasting. 

In  communicating  the  value  of  public  broadcasting  to  Congress,  the 
industry  and  its  millions  of  supporters  found  that  legislators  were  simply 
not  aware  of  the  many  services  and  innovations  made  possible  through 
public  television.  Some  examples  follow: 

Public  Television  is  Educational  Television 

Public  television's  roots  are  in  education  and  many  still  refer  to  it  as 
educational  television.  Today,  public  television  not  only  educates,  it 
enlightens  and  informs,  expanding  a  traditional  educational  role  into 
cultural  and  informational  programming.  While  many  viewers  are 
aware  of  public  television's  superior  on-air  programming;  they  may  not 
be  aware  of  the  multitude  of  other  services  that  go  far  beyond  the 
primetime  broadcast  schedule. 

A  Classroom  in  Your  Living  Room 

One  of  public  television's  most  valuable  educational  services  is  its  GED 
program.  This  program  has  enabled  1.5  million  adults  to  acquire  a  high 
school  equivalency  certificate.  Eighty-eight  thousand  are  currently 
enrolled  in  this  program.  These  adults  are  able  to  obtain  their  diplomas 
while  at  home,  some  caring  for  an  elderly  parent  or  a  disabled  child; 
others  while  maintaining  a  job.  Because  of  location  still  others  did  not 
even  have  the  opportunity  to  get  their  certificates  through  other  means. 

Two-thirds  of  the  nation's  colleges  have  used  the  public  television  Adult 
Learning  Service.  Local  public  television  stations  enable  370,000  tuition- 
paying  students  the  opportunity  to  earn  a  college  degree  through 
television.  On  an  annual  basis,  this  makes  public  television  the  largest 
university  in  the  world.  These  generally  older  students  often  live  off 
campus,  are  employed  and  have  adult  responsibilities.  Public  television 
helps  them  move  ahead  by  making  a  college  degree  accessible.  We  are 
now  offering  a  program  which  will  enable  adults  to  receive  an  Associate 
of  Arts  degree  totally  through  telecourses  available  on  public  television. 
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Partners  with  Schools 

Public  television  stations  work  directly  with  local  schools  in  developing 
instructional  curricula.  Stations  broadcast  an  average  of  five  and  a  half 
hours  per  day  of  instructional  programming  for  classroom  use,  enabling 
1.8  million  teachers  to  use  quality  instructional  programming  to  reach 
29.5  million  students  in  70,000  schools.  Local  stations  provide  broadcast 
feeds  overnight  so  that  teachers  can  record  and  build  a  library  of 
programs.  Public  television  stations  work  with  teachers  to  enable  them  to 
use  video  most  effectively;  many  publish  special  guides  for  teachers  as 
well  as  supplementary  materials  to  facilitate  the  use  of  public  television 
programs  in  the  classroom.  They  also  offer  computer  access  to  program 
information  on  their  Learning  Link  Connections  for  schools  and  through 
their  home  pages  on  the  World  Wide  Web. 

Distance  learning  opportunities  offered  by  public  television  enable  high 
school  students  to  take  live,  interactive,  satellite  delivered  courses  in 
advanced  math,  science,  social  studies  and  foreign  language.  Many  rural 
schools  cannot  afford  the  caliber  of  teachers  and  the  resources  to  students 
that  public  television  brings  into  their  classroom. 


A  Safe  Haven  for  Children 

Public  television  provides  a  safe  place  for  preschool  children  during  the 
day,  through  the  Ready-to-Learn  service.  Critics  of  public  broadcasting 
often  cite  cable  and  network  television  as  non-taxpayer-supported 
alternatives  to  our  quality  children's  programming.  Some  programs 
offered  there  are  excellent,  and  we  welcome  them  as  partners  in  our 
efforts  to  teach  children  and  adults.  But  public  television  programs 
remain  the  most  frequently  used  in  the  classroom.  A  cable  industry 
survey  of  teachers  demonstrated  that  the  teachers  primary  use  of  Cable  In 
The  Classroom  is  for  public  television  instructional  programming. 

Public  television's  children's  programs  remain  absolutely  non-violent. 
Our  objective  has  always  been  to  educate,  not  to  sell.  Public  television  is 
100  percent  devoted  to  high-quality  programs  for  children.  Stations  do 
seek  support  from  our  viewers,  but  a  financial  contribution  in  not  a 
prerequisite  for  watching  our  programs.  Most  American  households  now 
have  access  to  cable  TV.  But  40  percent  of  American  homes  cannot  afford, 
or  choose  not  to  spend  the  $300  to  $600  per  year  that  cable  costs.  Most  of 
public  television's  preschool  viewers  are  from  homes  where  the  average 
income  is  below  $30,000.  More  than  half  of  the  regular  viewers  of  public 
television  (59  percent)  are  from  households  with  an  income  of  less  than 
$40,000  a  year. 
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Training  Teachers 

Local  public  television  stations  work  with  area  teachers  to  effectively  use 
public  television  in  the  classroom.  We  have  also  developed  a  program  to 
improve  teacher  performance  in  the  classroom:  MathLine  enables  junior 
high  school  math  teachers  to  communicate  online  to  improve  teaching 
skills.  Research  continues  to  show  that  teacher-to-teacher  mentoring  is  a 
highly  effective  way  to  improve  classroom  performance  for  teachers. 
Public  broadcasting  is  expanding  the  MathLine  programs  into  other 
grades  and  will  soon  implement  ScienceLine.  The  Department  of 
Education  has  been  a  valuable  partner  in  helping  to  expand  the  MathLine 
program  to  reach  more  teachers  in  more  schools. 

Local  Heroes 

Another  non-broadcast  service  of  public  television  centers  on  programs 
that  explore  social,  educational  and  community  issues.  Outreach 
programs,  coordinated  through  the  Public  Television  Outreach  Alliance 
(PTOA),  provide  viewers  with  examples  of  concrete  actions  they  can  take 
to  translate  desires  to  improve  their  lives  into  local  action  for 
constructive  change. 

Public  television  has  dedicated  major  resources  to  programming,  support 
materials  and  activities  around  the  topic  of  literacy,  the  family,  and 
women's  health.  Currently,  public  television  stations  are  in  the  second 
year  of  the  campaign  to  curb  youth  violence.  The  project  commenced  last 
year  with  the  broadcast  of  a  primetime  documentary,  but  each  station  uses 
local  programming  and  community  information  campaigns,  events  and 
activities  in  partnerships  with  local  entities  to  address  local  problems  and 
address  issues  of  local  and  national  concern. 


Securing  Public  Broadcasting 's  future 

Over  the  past  year,  policymakers  have  heard  from  the  American  people 
that  the  public  broadcasting  system  should  be  preserved.  But  the  industry 
has  heard  a  message,  too.  An  annual  appropriation  will  become 
increasingly  difficult  to  maintain.  Therefore,  for  the  past  year,  public 
television  has  been  working  with  Congress  to  develop  a  plan  for  long 
term  financial  support  for  the  system.  Public  broadcasting  also  has 
conducted  a  thorough  examination  of  how  we  do  business  and  what 
mechanisms  can  be  enhanced  or  put  in  place  to  enable  us  to  make 
maximum  use  of  our  existing  assets  and  to  eliminate  waste  and 
duplication. 
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Public  broadcasters  proposed  to  Congress  a  new,  private  corporation  that 
would  manage  a  non-government  investment  portfolio.  When  fully- 
capitalized,  the  interest  income  from  these  investments  and  the 
management  of  assets  would  replace  the  annual  appropriation. 

We  are  pleased  that  House  Telecommunications  Subcommittee  chair, 
Jack  Fields,  has  included  a  trust  proposal  in  his  public  broadcasting 
reauthorization  bill,  H.R.  2979.  This  investment  fund  would,  when  fully 
capitalized,  finance  operations  of  public  television  and  radio  stations,  and 
provide  for  the  transition  of  public  television  to  ATV-digital  and  HDTV 
broadcast  services. 

Chairman  Fields  and  the  public  broadcasting  stations  support  a  proposal 
that  will  take  advantage  of  new  funding  opportunities  without  changing 
the  essential  noncommercial  nature  of  public  broadcasting.  The  Fields  bill 
proposes  to  use  proceeds  from  the  sale  of  vacant,  noncommercial 
spectrum  (up  to  $1  billion)  as  one  funding  mechanism. 

Chairman  Fields  and  public  broadcasting  recognize  that  a  $1  billion  dollar 
trust  is  not  enough  to  support  a  universally  available  public  broadcasting 
service  for  the  American  people.  Chairman  Fields  has  proposed,  and 
public  television  supports,  the  creation  of  a  commission  to  study  ways  to 
increase  the  corpus  of  the  trust. 

This  proposal  will  enable  public  broadcasting  to  use  its  own  assets  to 
ensure  the  long  term  financial  stability  it  needs  in  order  to  continuing 
offering  the  programs  and  services  that  are  so  valuable  to  the  American 
people.  Mr.  Fields  also  realizes  that  is  will  take  time  to  fully  capitalize  the 
trust.  His  bill  proposes  to  authorize  the  Corporation  for  Public 
Broadcasting  at  $250  million  for  fiscal  years  1998  through  2000. 

Please  consider  that  of  the  three  public  educational  institutions  in 
America — public  schools,  public  libraries  and  public  broadcasting — more 
people  can  be  touched  by  public  broadcasting,  at  any  given  moment,  than 
by  the  other  two  put  together.  Those  of  us  who  benefit  from  public 
television's  services  would  like  you  to  see  it  as  a  cost-effective  way  to 
reach  people  on  critical  issues  of  the  day,  not  as  a  luxury. 

On  behalf  of  the  nation's  public  television  stations,  we  look  forward  to 
working  with  Chairman  Specter  and  Chairman  Pressler  and  their 
congressional  colleagues  to  provide  funding  and  authorizing  legislation 
that  will  ensure  the  American  people  continued  access  to  high-quality, 
noncommercial  educational  television.  We  need  this  assistance  through 
our  transition  until  we  have  fully  capitalized  our  trust. 
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The  world  is  moving  rapidly  into  the  information  age.  Knowledge  will 
be  the  fundamental  currency  of  this  new  era.  The  competitive  standing  of 
nations  will  be  determined  in  large  measure  by  their  capacity  to  acquire  new 
knowledge  and  to  translate  that  knowledge  into  useful  products  and  services 
that  can  compete  successfully  in  the  international  marketplace  and  improve 
the  quality  of  life  for  its  citizens  at  home. 

Education  at  all  levels  will  be  key  to  sustaining  and  enhancing  the 
competitive  position  of  the  United  States  in  the  global  economy.  Graduate 
education  will  play  a  particularly  critical  role  in  this  country's  capacity  to 
discover  and  develop  new  knowledge.  Doctorate  recipients  will  become  the 
scientists,  engineers,  and  scholars  responsible  for  the  discovery,  dissemination, 
and  development  of  new  knowledge.  Both  as  teachers  and  scholars,  they  will 
also  play  a  valuable  role  in  the  preservation  of  our  intellectual  and  cultural 
heritage  to  succeeding  generations  of  students. 

Much  of  the  work  of  doctorate  recipients  will  be  conducted  outside  of 
colleges  and  universities:  almost  50  percent  of  1994  PhD  recipients  had 
employment  commitments  outside  the  academic  sector.  Physical  science 
and  engineering  PhDs  are  particularly  important  to  industry:  of  1994  PhD 
recipients,  47  percent  of  physical  science  PhDs  and  61  percent  of 
engineering  PhDs  had  employment  commitments  in  industry. 

Master's  degree  recipients  may  go  on  to  pursue  doctoral  degrees; 
more  often  they  are  educated  to  begin  state-of-the-art  careers  in  industry, 
strengthening  our  nation's  economic  performance  in  global  competition. 

It  is  important  to  the  nation  that  a  sufficient  portion  of  our  most 
talented  college  graduates  pursue  graduate  education.  Those  students  with 
the  talent  and  motivation  to  succeed  in  graduate  study  are  aiso  likely  to  be 
those  students  with  the  broadest  array  of  competing  employment  options. 
To  complete  a  doctoral  program,  students  must  commit  typically  to  five  years 
or  more  of  additional  study,  not  only  foregoing  employment  income  but 
often  incurring  substantial  additional  debt  beyond  that  carried  from  their 
undergraduate  education. 

Providing  incentives  to  pursue  graduate  education  and  reducing  the 
financial  costs  of  that  education  are  critical  to  assuring  that  our  graduate 
programs  continue  to  attract  some  of  the  nation's  best  talent.  The  federal 
government  needs  to  play  a  central  role  in  attracting  talented  students  into 
graduate  programs.  Because  the  students  who  receive  graduate  degrees  are 
a  national  resource  whose  employment  prospects  are  not  bounded 
geographically,  states  are  reluctant  to  invest  substantially  in  graduate 
education.  Similarly,  industry  investment  in  graduate  education  is  as  likely  to 
benefit  a  given  company's  competitors  as  itself.  Financially  strapped 
universities  invest  what  they  can,  particularly  in  underfunded  areas  such  as  the 
humanities  and  social  sciences.  Graduate  students  themselves  are  likely  to 
have  accumulated  substantial  debt  to  finance  their  undergraduate  education 
and  incur  the  additional  cost  of  foregone  income  to  pursue  graduate 
education.  But  federal  investment  in  graduate  education  and  fundamental 
research  has  richly  benefitted  this  nation,  providing  a  strong  base  of 
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knowledge  and  talent  on  which  government,  industry,  and  educational 
institutions  have  drawn. 

The  Department  of  Education's  Title  IX  graduate  fellowship  programs 
are  an  important  part  of  the  federal  government's  investment  in  graduate 
education.  The  provision  of  competitively  awarded,  multiyear  fellowships  to 
graduate  students  bestows  an  honor  on  their  recipients  and  provides  a  level  of 
predictable  financial  support  that  offsets  the  considerable  sacrifices  required 
by  graduate  study. 

A  New  Approach — Consolidation 

We  understand  that  the  current  pressures  of  the  federal  budget  make 
it  difficult  to  fund  many  important  federal  programs.  Therefore,  AAU  has 
developed  a  proposal  for  consolidating  the  Department's  Title  IX  programs  to 
preserve  their  most  critical  elements  while  reducing  the  number  of  programs 
and  reducing  the  federal  cost  in  dollars  and  personnel  of  administering  them. 

Our  proposal  would  consolidate  the  remaining  Title  IX  programs  into  a 
single  National  Graduate  Fellowship  Program  with  two  complimentary 
components — an  institutional  grant  or  traineeship,  and  a  portable  fellowship 
awarded  directly  to  students.  Both  components  would  be  allocated  on  the 
basis  of  merit.  The  program  would  be  contracted  out  to  nongovernmental, 
not-for-profit  organizations  for  program  administration,  particularly  the  merit 
review  components  of  the  program.  The  contracting  provision  would  reduce 
the  demand  for  federal  employees  to  manage  the  program  and  would 
allocate  program  administration  to  organizations  and  personnel  with  strong 
records  of  quality  administration  of  such  programs. 

We  are  aware  that  this  new  approach  would  require  authorizing 
legislation.  We  intend  to  push  for  such  legislation  as  part  of  next  year's  Higher 
Education  Act  reauthorization.  In  the  meantime,  we  request  that  the 
Subcommittee  continue  to  fund  the  existing  Title  IX  programs  in  FY'97  in 
order  to  ensure  that  sufficient  resources  and  programmatic  functions  are 
available  for  the  consolidated  approach.  Our  specific  FY'97  proposal  is 
outlined  below. 

FY'97  Recommendation 

We  request  that  the  Subcommittee  provide  sufficient  FY'97  funding 
to  continue  the  Graduate  Assistance  in  Areas  of  National  Need  and  Javits 
programs  at  current  levels  and  to  provide  support  to  continuing  Harris  fellows 
to  allow  existing  fellows  the  opportunity  to  complete  their  fellowships. 

We  request  a  total  of  $40  million  for  the  FY'97  appropriation  for  Title 
IX  programs  as  follows: 

•Graduate  Assistance  in  Areas  of  National  Need — FY'97  Request 
$27.3  million 
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A  $27.3  million  appropriation,  the  same  amount  that  was  awarded  in 
FY'96,  would  allow  the  GAANN  program  to  fund  existing  programs  and 
award  new  traineeships  in  areas  of  national  need. 

•Javits  Fellowships— FY'97  Request  $6  million 

A  $6  million  appropriation,  the  same  amount  that  was  awarded  in 
FY'96,  would  allow  the  Javits  program  to  fund  continuing  fellows  and  hold  a 
new  competition. 

•Harris  Graduate  Fellowships — FY'97  Request  $6.3  million 

A  $6.3  million  appropriation  would  provide  funding  to  phase  out 
carefully  the  Harris  program  while  providing  sufficient  resources  to  fund 
continuing  fellows  only. 

Conclusion 

We  very  much  appreciate  the  Subcommittee's  long-standing, 
bipartisan,  support  for  graduate  education.  For  many  years,  Congress  has 
recognized  the  need  for  a  federal  investment  in  graduate  education  and  has 
provided  sufficient  resources  to  maintain  these  important  programs.  As  we 
enter  a  new  era  of  smaller  government,  we  hope  that  our  consolidated 
approach  is  one  that  will  enable  the  federal  government  to  continue  its 
critical  role. 
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UNITED  TRIBES  TECHNICAL  COLLEGE 
3315  UNIVERSITY  DRIVE 

BISMARCK,  NORTH  DAKOTA  58504  •  PHONE  701-255-3285 


Statement    of    United    Tribes    Technical  College 
Dr.    David    Gipp,  President 

submitted    to    the    House    Labor -HHS- Education 
Appropriations  Subcommittee 

regarding    FY1997    Education  Budget 

May    15,  1996 

REQUEST 


The  United  Tribes  Technical  College  (UTTC)  is  pleased  to  submit 
this  statement  on  the  FY1997  Department  of  Education  budget  for 
tribally  controlled  postsecondary  vocational  institutions  and  to 
explain  why  funding  for  UTTC  is  a  sound  investment,  why  we  deserve 
the  continued  support  of  this  Subcommittee.  Our  request  is  for 
$4.0  million,  a  $1.1  million  increase  over  the  FY1996  amount.  The 
Administration's  request  under  Title  III,  Part  H  of  the  Carl 
Perkins  Act  for  tribally  controlled  postsecondary  vocational 
institutions  is  $2.9  million,  which  is  the  same  funding 
appropriated  for  each  of  the  past  several  years.  This  money  funds 
and  us  and  one  other  tribally  controlled  postsecondary  vocational 
institution   (Crownpoint  Institute  of  Technology) . 

At  United  Tribes  Technical  College  most  of  all  our  students 
receive  some  form  of  public  assistance.  Yet  we  have  a  job 
placement  rate  of  80%  --  a  record  sustained  over  the  past  10 
years.  This  is  well  above  the  job  placement  rates  envisioned  in 
the  welfare  reform  bills  approved  by  Congress  last  year,  and  well 
above  what  we  expect  will  be  any  such  enacted  legislation.  Our 
calculations  show  that  a  UTTC  graduate  pays  back  in  taxes  over  a 
6.4  year  period  the  costs  of  receiving  an  education  at  our 
institution. 

You  should  also  know  that  UTTC  engages  in  no  recruiting  of 
students  because  we  always  have  a  waiting  list  of  persons  wanting 
to  enroll.  We  simply  do  not  have  the  financial  resources  to 
accept  all  students  who  apply. 

INSTITUTIONAL  PURPOSE 

Established  in  1969,  United  Tribes  Technical  College  is  a 
unique,  inter-Tribal  vocational  technical  education  institution 
located  on  a  105  acre  campus  in  Bismarck,  North  Dakota.  The 
Tribal  college  is  owned  and  operated  by  five  federally-recognized 
Tribes  situated  wholly  or  in  part  in  North  Dakota.  These  Tribes 
are  the  Devils  Lake  Sioux  Tribe,  the  Sisseton-Wahpeton  Sioux 
Tribe,  the  Standing  Rock  Sioux  Tribe,  the  Three  Affiliated  Tribes 
of  the  Fort  Berthold  Reservation,  and  the  Turtle  Mountain  Band  of 
Chippewa.      Control   of   the  institution  is  vested  in  a  ten-member 
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board  of  directors  comprised  of  elected  Tribal  chairpersons  and 
Tribal  council  members. 

As  the  first  Tribally-controlled,  residential  vocational  school 
in  the  nation,  UTTC  offers  ten  (10)  certificate  programs  and  ten 
(10)  Associate  of  Applied  Science  degree  programs1. 
Entrepreneurship  as  well  as  work  in  high  technology  is  being 
integrated  into  appropriate  curriculums.  All  programs  are 
accredited  through  the  North  Central  Association  of  Colleges  and 
Schools  at  the  certificate  and  two-year  degree  granting  levels. 

Because  of  its  unique  residential  setting,  United  Tribes 
Technical  College  provides  those  institutional  services  that  are 
fundamental  to  the  delivery  of  quality  vocational  education 
programming.     These  services  include: 

*  Adult  education  for  students  needing  advanced  basic  education 
skills  or  who  desire  to  pursue  vocational  programs  requiring  GEDs 
or  high  school  diplomas; 

*  Instructional  supplies  and  equipment  for  all  vocations; 

*  Support  services  and  resources  including  student  housing, 
cafeteria,  local  student  transportation,  library,  financial  aid 
office,  counseling  and  placement,  facilities  maintenance,  and 
overall  administrative  and  fixed  costs  for  UTTC ' s  105  acre  campus 
base; 

*  Early  childhood  (nursery  and  pre-school)  services  for 
approximately  100  children,   ages  8  weeks  to  five  years; 

*  The  Theodore  Jamerson  Elementary  School  (K-3th  grades)  serving 
133  American  Indian  students  this  1995-96  academic  year; 

*  Modest  offering  of  cultural,  athletic,  and  recreational 
activities  to  supplement  student  learning  experiences  and  campus- 
based  family  services. 

The  enrollment  of  United  Tribes  Technical  College  now  averages 
300  students  annually.  Combined  with  family  members  and  our  pre- 
school and  elementary  students,  the  UTTC  campus  population  exceeds 
500.  Our  students  represent  as  many  as  45  different  Indian  Nations 
and  15  states.  The  majority  of  the  students  have  never  spent  more 
than  one  continuous  year  away  from  their  home  reservations.  They 


1  The  following  Certificate  Programs  are  offered:  Administrative  Office 
Support,  Automotive  Service  Technician,  Building  Trades  Technology  with 
options  in  Carpentry,  Electrical,  Plumbing,  and  Welding;  Early  Childhood 
Education;  Criminal  Justice;  Hospitality  Management:  Food  &  Beverage 
Specialization;  Medical  Secretary. 

The  following  Associate  of  Applied  Science  (A.A.S.)  degrees  are  offered: 
Arts /Marketing;  Automotive  Service  Technology;  Building  Trades  Technology  with 
options  in  Carpentry,  Electrical,  Plumbing,  and  Welding;  Criminal  Justice; 
Early  Childhood  Education;  Health  Information  Technology;  Hospitality 
Management:  Food  &  Beverage  Specialization;  Office  Technology  with  emphasis  in 
Computer  Applications  or  Accounting;  Practical  Nursing;  Small  Business 
Management . 
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have  also  experienced  chronic  unemployment  due  to  the  extremely 
depressed  local  economy  and  to  education  limitations  which  are 
well  below  the  national  average. 

Thus,  UTTC  is  committed  to  not  only  its  post-secondary  mission, 
but  to  the  economic,  social,  and  cultural  advancement  of  American 
Indian  and  Alaska  Native  people.  Our  mission  is  to  provide  an 
environment  where  students  and  staff  can  preserve  and  transmit 
knowledge,  values,  and  wisdom  to  ensure  the  survival  of  native 
people  and  Indian  Nations  along  with  the  vocational  training  of 
native  students.  To  fulfill  this  mission,  UTTC ' s  approach  is 
focused  on  increasing  individual  opportunities  to  improve  the 
quality  of  life,  and  strengthening  the  Indian  family.  There  is  no 
other  post-  secondary  vocational  education  institution  in  the 
country  that  in  a  residential  setting  is  Tribally-concrolled, 
culturally-based,  family-oriented ,  and  focused  on  boch  Tribal 
economic  needs  and  mainstream  employment  training . 

NEED 

Since  1990,  UTTC  has  only  experienced  an  average  annual  increase 
of  one  tenth  of  one  percent  in  direct  cost  funding.  Conversely, 
the  cost  of  education  has  risen  significantly.  The  cost  of 
purchasing  goods  and  services  has  risen  sharply  due  to  the 
inflation  and  normal  cost  increases.  The  College  has  experienced 
large  increases  in  the  cost  of  utilities  with  electricity  expenses 
rising  about  20-~  per  unit  and  the  per  unit  gas  cost  increasing 
approximately  113%.  Over  the  years,  the  College  has  been  able  to 
offset  rate  increases  by  implementing  stringent  conservation 
measures  such  as  improved  weatherization  and  reductions  in 
building  temperatures.  However,  energy  consumption  cannot  be 
further  reduced  because  of  the  College's  location  and  the  harsh 
winters  in  the  northern  plains. 

In  the  area  of  staff  costs,  the  average  instructional  salary 
rose  68%  from  1978  to  1994.  However,  there  were  no  salary 
increases  in  FY  1995  and  FY  1996  due  to  lack  of  resources.  While 
these  increases  have  been  minimal  on  a  yearly  basis,  the  net 
result  is  that  the  College  must  spend  more  dollars  to  purchase 
competent  instructional  services.  Any  further  decreases  in  budget 
will  seriously  jeopardize  the  College's  survival.  Since  UTTC  is 
not  eligible  for  any  state  appropriated  funds,  it  cannot  look  to 
this  source  for  help. 

Lack  of  available  resources  has  also  meant  a  limitation  on  the 
repair  and  maintenance  of  physical  facilities.  The  College 
occupies  the  old  Fort  Lincoln  Army  Post.  Other  than  the  more 
recently  constructed  skills  center  and  part  of  the  community 
center,  UTTC ' s  core  facilities  are  80  to  90  years  old.  Estimates 
for  new  facilities  total  over  $12  million,  according  to  a  1993 
U.S.  Department  of  Education  report:  to  Congress.  Continuing  a 
course  of  nonrepair  will  ultimately  prove  more  costly  as  the 
repairs  will  be  greater.  This  is  especially  true  of  the  water  and 
sewage  systems  on  campus.  Fire  and  safety  reports  document  these 
needs.     Neither  UTTC  nor  other  tribal  colleges  are  included  in  the 
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BIA  Facilities  budget  through  the  Office  of  Construction  and 
Management . 

At  the  same  time,  the  indirect  cost  budget  which  provides  much 
of  the  infrastructure  funding  at  the  College,  e.g.  administration 
and  support  services,  is  now  only  approximately  81%  of  what  it  was 
in  1989.  When  overall  resources  are  considered  in  calculating 
increases  and  decreases,  the  total  budget  for  the  College  has 
actually  decreased  over  the  five  year  period  1989  to  1993  by  some 
2.3%.  At  the  same  time,  costs  for  nearly  everything  have  risen. 
The  result  is  that  the  College  is  not  able  to  provide  needed 
services,  purchase  essential  training  equipment  and  supplies,  and 
make  necessary  repairs  on  its  facilities. 

The  College  believes  that  its  greatest  resource  is  its  people  - 
faculty,  staff,  and  administration.  During  these  times  of  severe 
budget  shortfalls,  United  Tribes  has  placed  its  priority  on 
assuring  that  the  best  qualified  individuals  possible  serve  its 
students.  The  result  of  this  priority  is  that  91%  of  its  direct 
cost  budget  goes  to  salaries  and  fringe  benefits.  Even  though 
this  high  proportion  goes  to  staffing,  when  compared  with  similar 
state  institutions  in  the  area,  the  faculty  and  staff  are  grossly 
underpaid.  Devoting  91%  to  personnel  leaves  only  9%  of  the  direct 
cost  budget  for  such  other  critical  needs  as  equipment,  supplies, 
and  other  services. 

Funding  at  the  level  requested  will  allow  the  institution  to 
survive  but  will  not  allow  the  institution  to  address  the  needs  of 
a  growing  student  population  projected  at  over  375  adults  and  200 
children  for  FY  1997.  These  numbers  become  even  more  significant 
taking  into  account  the  pending  application  of  233  adults  for 
UTTC ' s  programs.     This  list  develops  without  recruitment. 

CONCLUSION 

To  reemphasize  our  opening  point  --  United  Tribes  Technical 
College  is  on  the  cutting  edge  of  helping  Indian  people  become 
self-sufficient.  We  are  doing  what  the  pending  welfare  reform 
proposals  in  Congress  aim  for  enabling  people  to  be  self- 
sufficient  and  in  many  cases  helping  them  to  get  off  and  stay  off 
public  assistance.  The  College  job  placement  rate  for  graduates 
has  been  80%  over  the  past  ten  years,  a  placement  rate  well  above 
the  goal  set  in  the  welfare  reform  legislation  approved  by  the 
House  and  Senate  last  year.  Our  job  placement  rate  is  an 
impressive  accomplishment  especially  in  light  of  the  high 
unemployment  among  Tribes  in  the  Northern  Great  Plains .  The  UTTC 
effort  shows  that  an  investment  in  training  and  education  pays 
itself  back  over  a  period  of  6.39  years  after  graduation.  A 
student  pays  back  in  taxes  the  costs  through  productive  employment 
in  6.4  years . 

Students  at  UTTC  receive  a  quality  education  in  a  native 
family-based  environment  and  in  a  cultural  context  familiar  to  and 
appropriate  for  them.  We  believe  it  is  the  primary  reason  for  our 
success  in  educating  and  finding  employment  for  American  Indian 
men   and   women.       We   must    continue    the   partnership   between  our 
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Indian  Nations  and  the  Congress  so  that  this  success  story- 
continues  . 

We  ask  that  you  consider  this  request  to  assure  that  the 
unique  educational  opportunities  offered  by  United  Tribes 
Technical  College  will  be  available  for  American  Indian  students 
and  their  families  next  year  and  in  the  future.     Thank  you. 


1777 


TESTIMONY  SUBMITTED  FOR  THE  RECORD 
TO  THE  HOUSE  LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION 
AND  RELATED  AGENCIES  SUBCOMMITTEE 
HOUSE  COMMITTEE  ON  APPROPRIATIONS 

BY 

PAUL  F.  LARSON,  M.D. 
SENIOR  VICE  PRESIDENT  FOR  ACADEMIC  AFFAIRS 
UNIVERSITY  OF  MEDICINE  AND  DENTISTRY  OF  NEW  JERSEY 

Mr.  Chairman,  I  respectfully  present  testimony  on  behalf  of  the  University  of  Medicine  and  Dentistry  of  New 
Jersey  (UMDNJ),  the  largest  public  health  sciences  university  in  the  nation.  The  UMDNJ  statewide  system, 
located  on  four  campuses,  consists  of  3  medical  schools,  a  dental  school,  a  nursing  school,  a  school  of  health 
related  professions,  and  a  graduate  school  of  biomedical  sciences.  It  also  comprises  a  L'niversity-owned  acute 
care  hospital,  three  core  teaching  hospitals,  two  community  mental  health  centers,  and  affiliations  with  over  150 
hospital  and  health  care  facilities,  as  well  as  articulation  agreements  with  some  25  sister  institutions  of  higher 
education  throughout  the  state.  No  other  institution  in  this  nation  possesses  resources  which  match  our  statewide 
scope  in  higher  education,  health  care  delivery,  research  and  collaborative  efforts  with  state,  Federal  and  local 
entities. 

I  appreciate  the  opportunity  to  bring  to  your  attention  one  of  the  University's  priority  projects  which  will 
enhance  our  mission  of  educating  health  care  professionals,  conducting  biomedical  and  clinical  research,  deliver} 
of  health  care  services  and  providing  related  services  to  the  residents  of  our  host  communities  and  the  state. 

Mr.  Chairman,  this  highly  innovative  project  would  create  a  telemedicine/di stance  learning  network  that  will 
improve  education  and  health  care  delivery  in  a  more  efficient  and  accessible  manner. 

TELEMEDICEVE/DISTANCE  LEARNING  NETWORK 

A  top  priority  for  UMDNJ  is  to  secure  funding  to  create  a  model  telemedicine/'distance  learning  (tele-education) 
network,  linking  the  schools  of  UMDNJ  to  instructional  sites  at  affiliated  hospitals,  ambulatory  care  facilities, 
other  institutions  of  higher  education,  and  underserved  communities  statewide.  This  collaboration  will  increase 
educational  opportunities  and  improve  delivery  of  health  care  services  throughout  New  Jersey,  while  more 
effectively  using  existing  human  and  financial  resources. 

The  importance  of  telemedicine  and  distance  learning  in  improving  access  to  health  services  delivery,  research 
and  health  education  and  training  is  clear. 

UMDNJ' s  statewide  structure  offers  an  unparalleled  opportunity  for  implementation  of  a  telemedicine/distance 
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learning  network  to  provide  education  and  training  services  to  citizens  in  every  part  of  the  state.  UMDNJ 
maintains  a  presence  in  three  major  urban  centers  —  Camden,  Newark  and  New  Brunswick  -  and  is  a  primary 
provider  of  health  care  in  most  rural  areas  of  New  Jersey,  where  there  are  large  numbers  of  underserved 
individuals  and  families.  UMDNJ  is  also  the  State's  major  provider  of  health  care  to  the  indigent  and  to  many 
of  its  elderly  populations. 

UMDNJ  faculty  are  nationally  recognized  for  their  research  and  clinical  care  efforts  in  AIDS,  tuberculosis, 
cardiovascular  disease,  environmental  medicine  and  cancer,  all  of  which  are  major  public  health  problems  in 
New  Jersey. 

UMDNJ  serves  as  a  state  and  national  leader  in  trauma  care,  and  is  the  base  for  the  New  Jersey  Trauma  Center 
located  at  UMDNJ-University  Hospital  in  Newark,  which  links  the  rest  of  the  state's  Level  I  and  II  trauma 
centers  through  a  comprehensive  trauma  care  system. 

UMDNJ  provides  education  and  training  in  the  disciplines  of  medicine,  dentistry,  nursing,  biomedical  sciences 
and  allied  health,  and  has  implemented  significant  outreach  efforts  to  ensure  expanded  access  to  such  programs. 
UMDNJ  also  provides  continuing  education  for  health  professionals  in  all  areas  of  the  state,  ensuring  that  the 
workforce  needed  for  the  health  care  system  of  the  future  is  being  developed  and  supported  with  new 
information,  new  technologies  and  new  treatment  techniques. 

For  these  reasons,  we  believe  that  UMDNJ  and  New  Jersey  should  be  considered  as  a  demonstration  project  site 
for  a  model  statewide  telemedicine/distance  learning  network.  This  new  technology  will  permit  UMDNJ  to 
offer  state-of-the-art  educational  opportunities  such  as: 

Students  at  several  locations  being  able  to  accompany  a  physician  on  hospital  rounds  or  to  observe 
complex  surgical  procedures  through  interactive  television. 

More  students  being  able  to  participate  in  community-based  learning  experiences  because  only  one 
teacher  will  be  required  to  supervisee-multiple  sites. 

Older,  part-time  students  who  hold  full-time  jobs  and  are  pursuing  careers  in  nursing  or  an  allied  health 
profession,  can  study  at  night  in  their  own  communities,  rather  than  traveling  to  a  specific  campus. 

Enhanced  continuing  education  opportunities  for  community  health  care  professionals  who  can  attend 
seminars  with  leading  clinicians,  researchers  and  other  health  care  professionals,  without  the  cost  and 
time  considerations  inherent  in  long  distance  travel. 

Interdisciplinary  training  using  state-of-the  art  technology  will  establish  the  health  care  team  concept  and 
promote  lifelong  learning. 

In  terms  of  improved  quality  of  patient  care,  UMDNJ  plans  to  establish  seven  (7)  telemedicine  and  public  kiosk 
facilities  in  Newark  and  Camden,  the  two  neediest  medically  underserved  urban  communities  in  New  Jersey. 
Three  primary  care  practitioner  environments  and  two  community  health  centers  will  be  equipped  with 
technology  to  enable  real-time  consults.  Two  public  housing  sites  will  have  custom  designed  kiosks  to  allow 
them  to  participate  in  "video  clinics,"  have  a  one-on-one  consult  with  a  primary  care  physician,  or  obtain  health 
information  anytime  (in  English  or  Spanish)  on  a  particular  disease  or  symptom.       The  network  will 
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interconnect  to  our  current  UMDNJ  telemedicine  distance  learning  network  infrastructure  which  links  our  seven 
(7)  schools,  health  sciences  library  system,  Newark's  Public  Library,  New  Jersey's  Department  of  Health,  and 
many  of  our  1 50+  affiliates. 

This  network  will  allow  UMDNJ  to  offer: 

•  A  multi  disciplinary  network  of  specialists  in  several  locations  to  confer  on  particular  cases  or  to 
accompany  a  physician  on  inter-hospital  subspecialty  rounds  involving  several  patients.  These  video 
patient  care  conferences  will  provide  a  more  efficient  use  of  resources  and  should  result  in  cost  savings, 
particularly  in  specialties  such  as  oncology,  neonatology  and  cardiology. 

•  Access  to  current  clinical  data  in  the  University  Library  System  and  our  World  Wide  Web  and  to 
immediate  on-site  consultation  for  health  care  professionals  offering  primary  care  services. 

•  Development  of  confidential  diagnostic  databases  that  will  allow  quick  recruitment  of  patients  for  clinical 
studies  and  more  efficient,  coordinated,  data  management  of  these  studies  so  that  the  effectiveness  of 
treatments  can  be  determined  and  delivered  more  rapidly.  For  example,  the  University  has  recently 
developed  (with  other  partners)  a  centralized  information  system  which  registers  immunization  data  from 
private  physicians'  offices  (both  pediatricians  and  family  practitioners)  and  several  social  agencies.  By 
centralizing  this  database,  this  will  (1)  trigger  outreach  efforts;  (2)  prevent  over  immunization  of 
children;  and  (3)  generate  records  for  parents.  Currently,  there  is  a  50%  deficiency  rate  of 
immunizations  of  children  at  age  2.  Databases  such  as  this  will  significantly  improve  health  outcomes 
for  young  children  in  underserved  and  other  at-risk  populations.  The  creation  of  patient  databases  will 
provide  a  reliable  foundation  of  data  for  population  studies  and  research  to  prevent  disease  and,  promote 
more  effective  and  efficient  health  care. 

•  Develop  a  customized  database  to  provide  continuing  professional  education  in  all  disciplines  based  on 
provider  needs. 

•  Bring  comprehensive  ("cradle  to  grave")  services  to  those  populations  that  have  barriers  to  access. 
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UMDNJ  is  well  positioned  to  create  a  telemedicine/distance  learning  communications  network  that  will  facilitate 
linkage  to  collaborating  educational  institutions,  affiliated  hospitals  and  community  health  centers  for  the  purpose 
of  health  professions  education,  research  and  patient  care  activities.  This  statewide  network  could  serve  as  a 
model  to  be  replicated  in  other  states. 

Accordingly,  we  respectfully  request  your  consideration  of  our  request  to  be  recommended  as  such  a  site  within 
the  context  of  the  FY  1997  Labor,  HHS,  and  Education  Appropriations  bill  within  the  Health  Care  Financing 
Administration  research  and  demonstration  component  of  that  budget,  or  in  another  appropriate  component  of 
the  Health  and  Human  Service  spending  plan  for  FY  1997. 
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FRANCOIS  XAVIER  BAGNOUD  PROFESSORS 
UNIVERSITY  OF  MEDICINE  AND  DENTISTRY  OF  NEW  JERSEY 


NATIONAL  FAMILY  AND  PEDIATRIC  HIV  RESOURCE  CENTER 


Mr.  Chairman,  we  respectfully  present  testimony  on  behalf  of  the  National  Pediatric  &  Family  HIV  Resource 
Center  (NPHRC)  of  the  University  of  Medicine  and  Dentistry  of  New  Jersey. 

We  appreciate  the  opportunity  to  bring  to  your  attention  two  important  projects  which  can  have  a  positive  impact 
on  the  lives  of  children,  youth,  and  families  touched  by  the  devastation  of  HIV  and  AIDS. 

HIV  and  AIDS  continue  to  have  a  dramatic  impact  on  the  lives  of  women,  children,  youth,  and  families  across 
the  U.S.  AIDS  is  the  leading  cause  of  death  in  women  of  childbearing  age  in  nine  cities  across  the  U.S.  AIDS 
is  among  the  four  leading  causes  of  death  in  children  ages  1  to  five.  An  estimated  80,000  children  will  be 
orphaned  because  of  the  death  of  a  mother  to  HIV/ AIDS  by  the  year  2000.  While  we  have  made  great  advances 
in  treatment  of  HIV  disease  and  the  life  expectancy  of  children  living  with  AIDS  is  now  7  to  8  years,  the 
physical  and  emotional  damage  caused  by  HIV/AIDS  is  grave.  The  HIV/AIDS  epidemic  touches  all  regions 
of  the  country  with  rising  numbers  of  cases  in  small  cities  and  rural  areas.  HIV  in  women  is  a  growing  segment 
of  the  epidemic,  and  over  90%  of  children  with  HIV  acquired  it  perinatally.  Two  years  ago,  the  results  of 
clinical  trial  ACTG  076  brought  some  of  the  first  positive  news  we  have  had  in  the  AIDS  epidemic.  Women 
who  took  zidovudine  (AZT)  during  pregnancy  had  only  an  8%  rate  of  transmitting  HIV  infection  to  their  baby 
compared  to  a  25%  rate  in  women  who  did  not  take  zidovudine.  While  the  study  did  not  prevent  transmission 
of  HIV  from  mother  to  child,  this  dramatic  reduction  in  transmission  offered  us  hope  for  women  with  HIV  and 
their  children.  The  HIV  epidemic  among  women,  children,  and  families  is  changing—the  opportunity  exists  for 
that  change  to  be  a  positive  one.  If  we  miss  that  opportunity,  however,  HIV  will  continue  to  grow  among 
families  leaving  devastated  lives  in  its  path. 

Title  IV  of  the  Ryan  White  CARE  Act  offers  one  approach  to  seizing  that  opportunity.  It  provides  funding  for 
49  projects  in  28  states  and  Puerto  Rico.  These  projects  and  their  over  230  affiliates  provide  services  essential 
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to  the  health  and  well-being  of  children,  youth,  and  families  with  HIV/AIDS.  The  projects  are  designed  to 
coordinate  health  care  and  assure  that  it  is  focused  on  families'  needs  and  based  in  their  communities.  These 
programs  are  the  providers  of  care  to  the  majority  of  children,  youth,  and  families  with  HIV/AIDS  in  the  U.S. 
thus  assuring  that  families  have  access  to  the  health  and  psychosocial  services  they  need.  The  Title  IV  projects 
are  an  excellent  federal  investment  because  the  funding  is  used  not  only  to  assure  that  services  are  provided  but 
also  to  coordinate  state  and  private  services  available  io  families.  While  the  projects  have  grown  in  number 
from  13  in  1987  to  49  in  1996,  the  funding  has  increased  from  only  $4.43  million  in  1988  to  $29  million  in 
1996.  We  urge  that  the  level  of  funding  be  increased  to  $32  million  so  that  existing  projects  can  continue  to 
provide  a  high  level  of  services  and  that  new  projects  can  be  funded  in  communities  where  the  numbers  of 
infected  women  are  increasing. 

As  one  of  the  Title  IV  projects,  the  National  Pediatric  &  Family  HIV  Resource  Center  is  dedicated  to  supporting 
the  development  of  community-based  systems  of  care  for  children,  women,  youth,  and  families  affected  by 
HIV/ AIDS  throughout  the  country.  The  Resource  Center  has  provided  unique  and  critical  services  to  providers 
and  programs  serving  children,  youth  and  families  with  HIV/ AIDS  since  its  inception  in  1990. 

By  convening  national  expert  panels,  educating  health  and  social  service  providers,  developing  and  disseminating 
materials  for  providers  and  families,  and  conducting  analysis  in  the  public  policy  area,  NPHRC  has  had  a  major 
impact  on  the  quality  of  care  available  to  HIV-infected  children  through  the  Title  IV  projects.  In  addition,  while 
the  Resource  Center  gives  priority  to  Ryan  White  CARE  Act  Title  IV  grantees  and  activities  of  the  Bureau  of 
Maternal  and  Child  Health,  providers  from  organizations  and  federally  supported  agencies  across  the  U.S.  and 
its  territories  utilize  NPHRC  services. 

NPHRC  grew  out  of  The  Children's  Hospital  AIDS  Program  (CHAP)*  founded  in  1986  to  provide  care  to  the 
large  numbers  of  children  with  perinatally  transmitted  HIV  infection  in  Newark,  NJ.  The  oldest  family  centered 
HIV  care  program  in  the  United  States,  CHAP  is  dedicated  to  providing  comprehensive,  community  based,  and 
culturally  competent  care.  It  has  served  as  a  model  for  projects  in  the  Ryan  White  Title  IV  initiative. 

Health  care  providers  from  around  the  United  States  and  the  world  came  to  CHAP  to  observe  clinical  care  of 
children  with  HIV,  techniques  to  integrate  research  and  care,  organizational  approaches  to  program  development, 
and  approaches  which  foster  and  mobilize  community  support. 

Thus,  in  1990,  the  National  Pediatric  &  Family  HIV  Resource  Center  (NPHRC)  developed  as  a  grass  roots 
response  to  the  self-identified  needs  of  health  care  providers  struggling  to  meet  the  needs  of  children,  women, 
and  families  with  HIV.  Located  within  UMDNJ,  a  university  that  has  been  on  the  forefront  in  caring  for  women 
and  children  with  HIV,  NPHRC  is  rooted  in  a  clinical  practice  setting.  NPHRC  has  the  capacity  to  respond  to 
the  needs  of  HIV  care  providers.  As  leaders  in  HIV  care,  we  are  committed  to  making  a  difference  for  children 
and  families  suffering  with  this  illness.  We  view  access  to  experts  ongoing  education  as  the  major  tools  to  bring 
this  about.  The  ground  breaking  work  of  Carolyn  Burr,  RN,  MS  and  the  staff  of  professionals  at  the  Center  has 
led  to  recognition  as  a  program  of  excellence. 

NPHRC  s  commitment  to  quality  care  for  children,  youth,  and  families  with  HIV  has  led  us  to  use  multiple 
approaches  to  getting  state-of-the-art  information  to  professionals  and  families. 

NPHRC  has  designed  and  offered  training  and  educational  programs  to  providers  across  the  country.  A  strength 
of  NPHRC  is  its  proven  track  record  in  collaborating  with  other  HIV  programs.    This  effort  minimizes 
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duplication  and  assures  efficient  utilization  of  funding.  NPHRC  has  shared  its  expertise  in  pediatric,  youth,  and 
family  HIV  issues  with  educational  programs  widely  distributed  throughout  the  U.S.  and  its  territories.  NPHRC  - 
sponsored  educational  programs  have  reached  thousands  of  health  and  social  service  providers. 

We  have  written  and  distributed  books  on  a  range  of  topics  from  helping  Head  Start  programs  address  the  needs 
of  children  and  families  with  HIV  to  designing  services  for  youth  with  HIV  and  addressing  legal  concerns  of 
professionals.  The  Parent  Information  Booklets  and  Jimmy  and  the  Eggs  Virus  were  among  the  first  booklets 
targeted  to  families  whose  children  are  infected  with  HIV  and  have  been  distributed  to  thousands  of  families 
across  the  country.  In  1995,  over  5000  NPHRC  publications  were  distributed. 

Two  areas  of  NPHRC's  work  particularly  deserve  to  be  highlighted. 

NPHRC  has  had  a  vital  role  in  the  establishment  of  national  standards  of  care  for  children  and  families  with 
HIV/ AIDS.  We  have  provided  national  leadership  by  convening  working  groups  of  clinicians,  researchers, 
families,  and  government  officials  to  develop  national  consensus  guidelines  for  critical  issues  facing  providers 
and  families,  including  guidelines  to  prevent  Pneumocystis  carinii  pneumonia,  in  infants. 

Another  NPHRC-sponsored  working  group  in  September,  1992  developed  the  first  national  guidelines  for 
"Antiretroviral  Therapy  and  Medical  Management  of  the  Human  Immunodeficiency  Virus-Infected  Child"  which 
were  published  in  the  Pediatric  Infectious  Disease  Journal  in  June,  1993.  NPHRC  will  reconvene  a  working 
group  in  June,  1996  to  revise  the  guidelines  for  Antiretroviral  therapy  in  light  of  new  research  findings.  The 
Centers  stability  supports  consistent  efforts  in  areas  where  science  and  knowledge  are  constantly  evolving.  This 
guarantees  that  major  scientific  developments  are  promptly  translated  into  practice  to  benefit  children. 

NPHRC's  ability  to  bring  together  professionals,  families,  and  officials  to  address  the  critical  issues  in  care  is 
unique  and  unmatched  in  the  country.  Without  the  leadership  which  NPHRC  has  provided  in  developing  these 
guidelines,  care  decisions  would  continue  to  be  difficult  and  fragmented.  In  the  current  era  of  managed  care 
and  a  changing  health  care  delivery  system,  providers  are  seeking  the  guidance  in  clinical  management  and 
leadership  in  the  development  of  consensus  guidelines  which  NPHRC  provides. 

The  second  area  in  which  NPHRC  excels  is  its  ability  to  respond  quickly  to  emerging  science.  When  the  results 
of  ACTG  076  were  released  in  February,  1 994.  We  began  a  process  to  assure  that  programs  and  providers  had 
the  information  they  needed  to  change  their  practice  and  to  work  collaboratively  with  the  women  they  care  for 
to  help  them  make  the  best  decisions  for  themselves  and  their  babies. 

NPHRC  continues  to  devote  significant  resources  to  educating  providers  and  consumers  about  reduction  of 
perinatal  transmission  of  HIV.  We  have  developed  a  "train-the-trainer"  program  for  health  care  providers  to 
enable  them  to  educate  other  providers  about  reduction  of  perinatal  HIV  transmission.  A  curriculum,  including 
a  slide  set,  case  studies,  and  background  materials,  utilizes  multidisciplinary  and  consumer/provider  training 
teams  as  models. 

NPHRC  is  providing  training  and  technical  assistance  to  MCHB  funded  Title  IV  Women's  Initiative  for  HIV 
Care  and  Reduction  of  Perinatal  HIV  Transmission  (WIN)  projects.  NPHRC  designed  and  led  initial  training 
with  WIN  projects  in  September,  1995  as  well  as  an  in-depth  training  for  WIN  staff  from  the  10  projects  across 
the  country  in  February,  1996. 
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Throughout  the  process  of  policy  development  and  assessment  of  materials,  NPHRC  has  worked  closely  with 
women  living  with  HIV  to  assure  their  inclusion  in  the  decision-making  process  regarding  treatment 
recommendations  and  approaches  to  care. 

The  NPHRC  response  to  the  results  of  ACTG  076  demonstrates  the  Center's  ability  to  respond  quickly  using 
multiple  approaches  to  assure  that  providers  and  consumers  have  access  to  the  most  current  information.  The 
mandate  on  states  within  the  reauthorized  Ryan  White  CARE  Act  to  reduce  newborn  HIV  infection  or  impose 
mandatory  newborn  screening  will  increase  the  demand  on  NPHRC.  We  anticipate  that  states  will  request  our 
educational  programs.  Further,  our  success  in  bringing  about  consensus  among  disparate  groups  will  be  sought 
as  states  begin  to  develop  policies  and  implement  programs.  The  National  Pediatric  &  Family  HIV  Resource 
Center  plays  the  major  role  in  pediatric  HIV  care  by  defining  quality  care  and  providing  training  to  professionals 
from  throughout  the  United  States.  NPHRC  is  on  the  cutting  edge  of  HIV  services  in  the  areas  of  care  delivery, 
research,  and  education  and  has  devised  innovative  and  effective  approaches  for  sharing  that  information  with 
the  country.  We  urge  you  to  recognize  the  unique  and  critical  role  of  the  National  Pediatric  &  Family  HIV 
Resource  Center  by  specifying  in  the  language  of  Title  IV  of  the  Ryan  White  CARE  Act  that  training  and 
technical  assistance  be  provided  through  National  Pediatric  &  Family  HIV  Resource  Center  and  be  funded  at 
a  level  of  at  least  $1.5  million  annually.  This  level  of  support  is  required  to  assure  that  NPHRC  maintains  its 
capability  to  respond  to  the  needs  of  the  nation. 


1785 


TESTIMONY  SUBMITTED  FOR  THE  RECORD 
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AND  RELATED  AGENCIES  SUBCOMMITTEE 
HOUSE  COMMITTEE  ON  APPROPRIATIONS 
BY 

BARTHOLOMEW  J.  TORTELLA,  MTS,  M.D.,  FA.C.S. 
MEDICAL  DIRECTOR,  UNIVERSITY  HOSPITAL  MEDICAL  SERVICES 
AND  NORTHSTAR  AIR  MEDICAL  PROGRAM 

MAY  6,  1996 

NEW  JERSEY  TRAUMA  CARE  CENTER 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  pleased  to  submit  testimony  to  you  on  the  work  being 
done  at  the  New  Jersey  Trauma  Care  Center  that  is  serving  as  a  state,  regional,  and  national  model  for  the 
application  of  new  assessment  technologies  that  are  leading  to  dramatic  improvements  in  injury  control  and 
treatment,  consistent  with  the  missions  of  the  Centers  for  Disease  Control. 

With  2,000  admissions  per  year,  the  New  Jersey  Trauma  Care  Center  is  one  of  the  largest  and  busiest  trauma 
care  centers  in  the  entire  nation.  It  is  the  largest  in  New  Jersey.  Based  within  an  academic  medical  center  in 
the  heart  of  the  State's  largest  city,  Newark,  the  New  Jersey  Trauma  Care  Center  provides  comprehensive  trauma 
care  services  to  a  very  large  inner-city  population,  and  functions  as  well  as  both  a  statewide  and  multi-state, 
regional  area. 

Our  NorthSTAR  Air  Medical  Helicopter  Service,  located  atop  the  State's  only  public  hospital,  extends  the  reach 
and  services  of  the  New  Jersey  Trauma  Care  Center  throughout  all  of  northern  New  Jersey  and  into  the  entire 
Tri-State  area. 

This  service  and  our  center  are  considered  a  distinctly  unique  public  safety  model,  based  on  a  $1  surcharge  on 
each  car  registered  in  New  Jersey,  in  contrast  to  most  other  programs  which  are  private,  nonprofit  air  services. 

We  are  the  first  such  trauma  center  medical  group  to  provide  medical  support  to  the  FBI's  SWAT  team.  We 
are  the  first  in  the  nation  to  go  out  with  FBI  SWAT  teams,  providing  medical  support  services  to  both  FBI 
special  agents  and  innocent  bystanders,  hostages,  FBI  missions  and  operations.  The  New  Jersey  Trauma  Care 
model  is  being  looked  at  by  several  other  agencies  throughout  the  country  and  at  several  levels  of  government 
as  a  model  to  replicate. 

In  this  regard,  the  New  Jersey  Trauma  Care  Center  has  entered  into  a  long-term  partnership  with  the  Federal 
Government  to  provide  it  with  a  comprehensive  data  flow  on  fatal  accident  reporting  and  trauma  care  reporting. 
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The  vast  majority,  1,500  of  our  2,000  trauma  care  admissions  annually,  are  related  to  motor  vehicle  crashes  each 
year,  and  are  related  to  the  lack  of  use  of  airbags,  other  restraints,  and  unfortunately,  to  the  use  of  alcohol  or 
drugs.  We  estimate  that  these  1 ,500  admissions  cost  anywhere  from  $20,000-40,000  each,  with  some  extending 
into  the  $250,000-500,000  cost  range.  We  can  also  report  that  we  see  only  a  20-cent-on-the-dollar 
reimbursement  of  these  costs  on  average.  Many  have  no  insurance,  may  be  driving  in  violation  of  the  law  and 
their  insurance  coverage,  or  will  have  costs  that  exceed  the  limits  of  their  coverage  and  policies. 

We  are  proud  to  report  the  completion  of  our  efforts  to  improve  statewide  and  regional  database  linkages  to 
improve  the  in-field  assessment  of  motor  vehicle  crash  patients'  treatment  and  needs. 

We  have  devoted  tremendous  energies  to  improving  motor  vehicle  crash  incident  in-field  assessments  of  the  most 
effecting  and  appropriate  level  of  care  needed.  We  have  improved  by  50%  the  rate  of  under-triage  of  motor 
vehicle  crash  patients,  i.e.,  patients  who  would  not,  under  standard  criteria  previously  utilized,  have  reached 
appropriate  trauma  center  care,  but  would  have  been  sent  to  other  kinds  and  levels  of  treatment  facilities.  We 
are  saving  more  lives  because  of  these  in-field  assessment  improvements.  A  trauma  care  patient  sent  to  a  non- 
trauma  care  facility  is  highly  likely  to  die.  At  the  same  time,  we  have  also  made  tremendous  progress, 
improving  by  25%,  the  percentage  of  over-triaging  that  occurs,  where  certain  other  patients  can  be  safely  and 
appropriately  assessed  for  treatment  at  other  kinds  of  hospitals  and  health  treatment  facilities,  saving  money  and 
resources.  Both  populations  are  experiencing  improved  outcomes  because  of  these  improved  in-field  assessment 
capabilities. 

We  have  also  undertaken  a  second  area  of  in-field  patient  assessment  and  treatment.  Through  the  development 
of  in-field  practices  that  utilize  new  and  advancing  medical  technology,  we  can  more  safely  rely  on  the  use  of 
this  technology  to  evaluate  a  patient's  condition,  providing  more  rapidly  delivered  and  more  accurate  information 
back  to  the  hospital  and  trauma  care  center  physicians.  This  frees  the  on-site  paramedics  at  the  motor  vehicle 
crash  site  to  devote  more  direct  care  to  the  victim  in  that  first,  critical  "golden  hour."  We  are  freeing  them  from 
having  to  use  their  radios  for  verbal  transmissions  so  that  they  can  provide  more  focused  and  more  effective  care 
to  injured  patients  in  the  field.  We  have  developed  the  technologies  that  have  enabled  our  trauma  care 
professionals  at  the  Center  to  increase  the  information  available  to  the  trauma  care  team  at  the  site,  and  to 
provide  this  information  more  rapidly  and  accurately.  We  are  seeing  clear,  documentable  evidence  of  much 
improved  and  more  effective  treatment  in  the  field. 

For  several  years,  our  death  rate  has  been  significantly  lower  than  the  national  rate.  Each  and  every  year  we 
exceed  the  national  benchmark  or  MTOS  —  Medical  Trauma  Outcome  Statistics.  We  have  accelerated  our 
ability  to  better  assess  patients,  provide  more  effective  treatment  on-site,  and  to  provide  the  most  appropriate 
treatment  following  the  accident.  We  also  have  been  able  to  improve  both  our  medical  care  and  efficiency,  and 
have  advanced  needed  and  critical  data  base  linkages  that  have  reduced  errors,  duplication  of  data,  and  improved 
patient  outcomes. 

We  have  successfully  implemented  our  initial  pilot  studies  to  improve  patient  care,  the  linkage  of  data  bases, 
and  the  development  of  more  appropriate  telemedicine  and  technology  in  the  trauma  care  field.  Now  we  need 
to  move  these  initial  pilot  studies  and  projects  to  a  broader  regional  level. 

We  next  envision  two  new  critical  components  of  the  New  Jersey  Trauma  Care  initiative.  We  intend  to  intensify 
the  focus  of  attempts  to  increase  the  accuracy  of  paramedics  in  the  field  of  determining  which  injured  patients 
should  be  sent  to  Trauma  Centers  and  which  can  safely  be  sent  to  non-Trauma  Centers;  this  process  is  called 
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"triage."  Presently,  many  patients  are  needlessly  sent  to  Trauma  Centers  (overtriage).  This  is  because  there  is 
no  accurate  way  for  ambulance  paramedics  in  the  field  to  determine  the  severity  of  a  person's  injuries.  Thus, 
to  avoid  sending  critically  injured  patients  to  non-Trauma  Centers  (undertriage),  paramedics  err  on  the  side  of 
safety  and  transport  many  patients  to  Trauma  Centers.  Such  overtriage  rapidly  increases  the  cost  of  medical 
care. 

Lactate  is  a  substance  that  builds  up  in  the  blood  of  persons  in  the  earliest  stages  of  shock,  long  before  blood 
pressure  drops.  The  New  Jersey  Trauma  Center  has  determined  in  a  pilot  study  of  lactates  measured  in  the  field 
that  using  lactate  as  a  triage  criteria  can  decrease  needless  Trauma  Center  transports  by  25%  and  decrease 
undertriage  rates  by  50%.  The  cost  savings  of  this  test,  if  proven  in  a  larger  study,  are  enormous.  Continued 
funding  is  imperative  so  that  this  preliminary  study  can  be  enlarged  and  the  benefits  of  using  lactate  as  a  way 
to  determine  which  patients  should  go  to  a  Trauma  Center  and  which  patients  can  safely  go  to  non-Trauma 
Centers  can  be  determined. 

The  second  component  will  involve  the  use  of  palm-top,  pen-based  computers  to  chart  patient  information  at 
the  scene  and  transmit  the  information  to  the  Trauma  Center.  This  project  is  really  a  combination  of  an 
electronic  medical  record  (linking  field  and  hospital  databases),  and  telemedicine  (wireless,  interactive 
communication  between  the  field  and  the  Trauma  Center).  The  database  of  ambulance  information  is  seamlessly 
married  to  the  hospital  database,  eliminating  the  need  to  make  costly  and  lengthy  re-entry  of  data  into  the 
hospital  data  system.  In  addition,  the  telemedicine  aspect  makes  in-patient  information  instantaneously  available 
to  the  physicians  at  the  Trauma  Center  waiting  to  receive  the  patient.  This  clinical  information  presently  is 
slavishly  repeated  verbally  over  the  paramedic  radio,  which  takes  time  away  from  patient  care  in  the  field.  A 
pilot  proof-of-concept  system  has  been  identified  and  is  presently  being  used  by  paramedics  in  the  field. 
Continued  funding  is  needed  to  scale  this  up  and  complete  the  wireless  medical  record  transmission  link. 

Accordingly,  we  are  seeking  $  1  million  under  the  Centers  for  Disease  Control  (CDC)  Trauma  Care  Program 
for  the  application  of  new  assessments  that  will  lead  to  dramatic  improvements  in  injury  control  and  on-site 
patient  treatment  and  trauma  care  delivery. 

We  again  would  like  to  reiterate  our  appreciation  to  the  Committee  for  your  support  and  the  opportunity  to 
present  this  testimony. 
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Shabpe  James 

MAYOR 

Newark,  New  Jersey 

07102 


Testimony  Before 
The  House  Labor,  Health  and  Human  Services, 
Education  and  Related  Agencies  Subcommittee 
On  behalf  of 
the  City  of  Newark,  New  Jersey 
Mayor  Sharp©  James 

May  13,  1996 

Mr.  Chairman,  and  Members  of  the  Subcommittee,  on  behalf  of  the  City  of  Newark,  New 
Jersey,  please  allow  me  to  offer  my  sincere  thanks  and  appreciation  for  the  opportunity 
to  submit  the  following  testimony.  We  are  very  anxious  to  share  one  of  Newark's  key 
and  most  critically  needed  Fiscal  Year  1997  priority  projects,  our  Teen  Pregnancy 
Prevention/Low  Birth-Weight  Babies  Project,  for  which  we  are  seeking  federal 
partnership  and  support.  As  you  review  the  following  testimony,  we  hope  that  you  will 
give  favorable  consideration  to  our  request  of  $811,000  in  federal  support. 

As  we  indicated,  Mr.  Chairman,  we  are  seeking  federal  partnership  and  not  a  federal 
handout.  We  come  to  this  Subcommittee  only  after  considerable  local  funds  and 
resources  have  been  dedicated  to  this  initiative.  Indeed,  Mr.  Chairman,  the  amount  of 
local  support  and  commitment  from  the  City  in  its  entirety,  including  the  City's  core  health 
providers,  has  been  astounding.  The  City  has  secured  the  support  of  a  host  of  local 
partners  including:  the  Newark  Division  of  Health;  the  Newark  Board  of  Education;  AD 
House;  Healthy  Mothers/Healthy  Babies  Coalition;  and  St.  Michael's  Medical  Center.  As 
we  struggle  to  address  this  most  urgent  problem,  we  ask  that  this  Subcommittee 
consider  supporting  this  worthy  initiative  with  S81 1 ,000  in  discretionary  assistance  to  help 
us  give  Newark's  infants  a  healthier  start. 

Mr.  Chairman,  Newark  is  not  unlike  many  urban  areas  across  the  country  facing  a  host 
of  extraordinary  public  health  challenges  and  concerns.  The  City  of  Newark  is  unique, 
however,  that  in  addition  to  our  extremely  high  incidence  of  AIDS,  tuberculosis,  and 
substance  abuse  we  also  face  the  twin  challenge  of  exceedingly  high  rates  of  teenage 
pregnancy  and  an  enormously  high  infant  mortality  rate. 

The  City  of  Newark  ranks  at  or  near  the  bottom  among  America's  largest  cities  and 
metropolitan  areas  for  almost  every  indicator  of  teen  pregnancy  and  the  resulting 
negative  social  and  health  effects.  A  1989  profile  of  the  nation's  one  hundred  largest 
cities  ranked  Newark  92nd  (with  100  being  the  worst)  in  births  to  teenage  mothers 
between  the  ages  of  15  and  19.  In  this  same  profile  Newark  ranked  97th  (out  of  100) 
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in  their  infant  mortality  rate.  Public  health  data  from  1993  provides  further  evidence  of 
Newark's  need.  Newark's  infant  mortality  rate  of  16.22  is  almost  twice  the  rate  for  the 
State  of  New  Jersey.  Newark's  13.97  low  birth  weight  rate  <2500  grams  is  also 
dramatically  higher  than  the  rate  for  the  State  of  New  Jersey. 

In  an  attempt  to  address  these  mounting  problems  and  concerns,  the  City  has  developed 
and  is  implementing  a  comprehensive  program  to  assist  young  women  in  identifying  their 
pregnancies  early  into  their  terms.  It  is  our  hope  and  the  key  objective  of  this  program, 
that  early  detection  will  allow  these  young  mothers  to  begin  prenatal  care  at  the  earliest 
possible  stages  of  their  pregnancy  in  order  to  reduce  infant  mortality  and  to  ultimately 
improve  pregnancy  outcomes. 

The  goal  of  this  initiative  is  to  reduce  teen  pregnancy  and,  for  those  pregnancies  that  do 
occur,  the  corresponding  infant  mortality  rate  through  a  comprehensive  program 
consisting  of  prevention,  intervention,  and  case  management.  In  implementing  this 
program,  Mr.  Chairman,  we  have  developed  5  core  objectives: 

1)  .     To  increase  utilization  of  existing  services  for  adolescents  through  the 

development  of  a  central  care  management  unit; 

2)  .     To  improve  the  health  of  students  receiving  case  management  with  the 

provision  of  primary  health  and  dental  care  at  the  Newark  Division  of 
Health; 

3)  .      To  reduce  teen  pregnancy  through  the  expansion  of  a  human  growth  and 

development  curriculum  to  500  fourth  grade  students  and  continue  to 
provide  for  those  same  students  through  the  eighth  grade; 

4)  .      To  reduce  adolescent  pregnancy  through   a  school   based  male 

responsibility  curriculum  starting  in  the  fourth  grade  and  continuing  through 
eighth  grade;  and 

5)  .      To  reduce  infant  mortality  through  the  provision  of  prenatal  and  obstetrical 

care  to  adolescents  in  case  management. 

Mr.  Chairman,  this  project  will  not  only  help  to  identify  and  assist  young  women  who 
stand  in  desperate  need  of  improved  prenatal  care,  but  it  also  provides  them  with  the 
tools  and  resources  to  access  and  obtain  the  care  that  they  need  to  lead  them  through 
a  full-term  pregnancy  and  to  a  healthy  --  live  --  baby. 

Again,  Mr.  Chairman  and  Members  of  the  Subcommittee,  we  thank  you  for  your  time, 
and  ask  that  you  give  our  request  favorable  consideration. 
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The  National  Association  of  Pediatric  Nurse  Associates  and  Practitioners 
(NAPNAP)  is  grateful  for  the  opportunity  to  submit  testimony  on  the  issue  of  health- 
related  appropriations.  We  deeply  appreciate  the  committee's  past  support  for  nursing 
education,  nursing  research  and  children's  health  programs. 

NAPNAP  represents  over  5,100  nurse  practitioners  dedicated  to  pediatric  care. 
We  are  a  growing  field  of  efficient,  qualified  primary  care  providers,  with  a  special 
commitment  to  enhancing  health  care  for  infants,  children  and  adolescents.  We  are 
appealing  to  the  committee  for  continued  federal  funding  for  nurse  practitioner 
education,  nursing  research,  and  children's  health  programs. 

Nurse  Practitioner  Education 

As  the  committee  knows,  the  need  for  primary  care  providers  continues  to 
exist  and  increase  in  the  United  States.  The  private  sector  shift  toward  managed  care 
has  increased  the  emphasis  on  primary  care  and  placed  a  greater  demand  for  and  on 
primary  care  providers. 

At  the  same  time,  geographic  distribution  of  health  professionals  continues  to 
create  an  access  problem  for  underserved  areas.  The  Health  Resources  and  Services 
Administration  reports  that  two-thirds  of  the  nation's  3,000  counties  have  shortages 
of  health  professionals.  These  positions  in  underserved  areas  are  traditionally  hard 
to  fill  with  physicians. 

Nurse  practitioners  (NPs)  are  uniquely  qualified  to  help  answer  the  demand 
for  primary  care  providers.  NPs  serve  many  health  care  needs  throughout  the 
country,  particularly  in  rural  and  underserved  areas.  They  provide  quality  health  care 
services  at  a  level  equal  to  or  better  than  physicians,  and  are  less  costly  to  educate. 

Given  this  situation,  investment  in  the  education  of  health  care  professionals 
like  NPs  who  are  willing  and  qualified  to  provide  primary  care  in  underserved  areas 
is  a  prudent  and  worthwhile  federal  initiative.  Funding  nurse  practitioner  education 
programs  is  an  investment  in  primary  and  preventive  care  for  service  in  parts  of  the 
country  where  the  need  is  the  greatest.  It  is  a  needed  investment,  with  a  sizable 
return. 

Pediatric  nurse  practitioners  (PNPs)  are  specially  trained  to  provide  health  care 
services  for  children  from  birth  to  age  21.  Low  birth  weight  babies,  immunization 
problems,  school  screening  programs,  substance  abuse  and  the  feeding  of  children  are 
but  a  few  examples  of  problems  PNPs  can  help  resolve.  Without  increased  funding 
support  for  nurse  practitioner  education,  the  number  of  pediatric  nurse  practitioners 
(PNPs)  could  decline  at  a  time  when  child  health  care  needs  are  increasing. 
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The  recently  enacted  federal  spending  bill  for  FY96  contains  approximately 
$15.5  million  for  nurse  practitioner  and  nurse  midwife  education  programs  through 
the  Nurse  Education  Act,  Title  VIII  of  the  Public  Health  Service  Act.  This  is  slightly 
down  from  the  FY95  levels.  However,  we  appreciate  the  efforts  of  conferees  in 
recognizing  the  critical  need  for  health  profession  education  funding,  and  we  hope 
that  this  recognition  will  lead  to  further  support  for  a  federal  role  in  nurse  practitioner 
education. 

Nurse  practitioner  and  nurse-midwife  programs  are  funded  through  a 
combination  of  student  tuition,  institutional  support,  funding  from  a  few  state 
governments  and  funding  received  from  the  federal  government  through  Title  VIII. 
While  the  federal  government  funds  physician  training  in  hospitals  and  academic 
health  centers  through  Medicare  reimbursement,  nurse  practitioner  training  programs 
in  ambulatory  settings,  health  clinics  and  outpatient  clinics  rely  on  the  Title  VIII 
system  for  federal  grants.  This  system  awarded  only  65  grants  to  NP  and  nurse- 
midwife  programs  last  year.  As  a  result,  nurse  practitioner  programs  are  struggling 
to  find  a  way  to  pay  their  faculty. 

Legislation  approved  by  the  Senate  Labor  and  Human  Resources  Committee, 
S.  555,  would  restructure  the  Nurse  Education  Act  to  provide  for  consolidation  of 
health  professional  education  programs.  The  Clinton  Administration's  budget 
proposes  similar  restructuring  of  nurse  education  authorities  to  provide  for  a 
comprehensive  yet  flexible  nursing  workforce  development.  Both  proposals  place  an 
emphasis  on  primary  care.  The  Senate  legislation  authorizes  approximately  $62 
million  for  the  nursing  education  "cluster,",  while  the  Clinton  budget  proposes  $70 
million.  Both  figures  would  translate  to  an  increase  in  federal  support  for  nurse 
practitioner  education  programs  over  FY96  amounts. 

NAPNAP  supports  the  need  to  streamline  program  costs  and  downsize  full- 
time  equivalent  employees  during  this  time  of  fiscal  constraint.  However, 
consolidation  should  not  occur  at  the  expense  of  proven,  established  nursing 
programs.  We  have  always  advocated  the  tying  of  funding  and  legislative  proposals 
to  the  needs  of  the  marketplace,  and  we  were  pleased  to  see  an  emphasis  placed  on 
primary  care  in  the  consolidation  proposals. 

We  believe  an  increase  in  funding  for  nurse  practitioner  education  is  essential 
to  meet  the  primary  care  needs  of  tomorrow's  health  care  delivery  system.  We  hope 
you  will  agree  that  investing  in  cost-effective  primary  health  care  providers  like  nurse 
practitioners  is  more  important  now  than  ever  before.  We  urge  your  strong  support 
for  continued  funding  for  nurse  education  programs. 

We  hope  the  committee  will  support  the  Clinton  budget  request  of  $70  million 
for  the  nursing  workforce  development  cluster.  In  the  absence  of  reauthorizing 
legislation  which  would  consolidate  nursing  education,  we  recommend  the  committee 
fund  primary  care  nurse  practitioner  education  through  a  nurse  practitioner/nurse- 
midwife  appropriation  of  at  least  $18  million. 
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National  Institute  of  Nursing  Research  (NINR) 

The  National  Institute  of  Nursing  Research  (NINR)  is  a  critical  part  of  the 
biomedical  and  behavioral  research  of  the  National  Institutes  of  Health  (NIH).  The 
NINR  works  in  collaboration  with  research  efforts  at  almost  every  institute  at  the 
NIH,  but  brings  the  unique  influence  of  the  nursing  perspective  and  its  impact  on 
improving  quality  of  life.  Nurses  are  traditionally  trained  to  respond  to  the  patient's 
needs  and  to  care  for  the  patient  as  a  person,  not  just  to  treat  a  specific  ailment.  This 
wholistic  approach  to  patient  care  translates  to  nursing  research,  and  is  beneficial  to 
improving  quality  of  life  and  patient  outcomes  in  addition  to  patient  health  care  in 
a  way  not  approached  by  any  other  research  institute. 

NAPNAP  is  particluarly  supportive  of  the  NINR's  research  in  the  area  of 
prevention.  Prevention  represents  our  best  opportunity  to  reduce  the  increasing 
economic  resources  spent  to  treat  preventable  illness  and  functional  impairments.  The 
promotion  of  health  through  behavior  changes  will  keep  America's  children  healthier 
and  enable  financial  and  social  resources  to  be  used  more  wisely. 

The  NINR  targets  vulnerable  populations  including  minorities,  children  and 
adolescents,  and  works  to  develop  health  education  for  them.  Research  opportunities 
continue  to  explore  when  and  how  to  intervene  early  in  a  child's  life  to  prevent 
unhealthy  habits  from  starting.  The  NINR  is  also  working  to  develop  and  test 
strategies  to  reach  populations  at  risk  for  contracting  and  spreading  infectious  diseases 
such  as  AIDS.  We  believe  that  this  kind  of  research  enhances  the  prevention  of 
disease  and  disability  and  represents  an  investment  in  the  health  of  our  nation's 
children. 

NAPNAP  supports  an  increase  in  the  appropriation  for  the  NINR  in  FY97. 
The  NINR  budget  justification  calls  for  $51  million,  a  slight  increase  of 
approximately  $1  million  over  FY96.  We  believe  this  increase  is  vital  for  the  NINR 
to  continue  its  promising  research  in  nursing  and  prevention. 

Children's  Health  Programs 

Finally,  NAPNAP  strongly  supports  increased  funding  for  children's  health 
programs.  While  it  is  far  too  complex  to  list  every  program  which  benefits  children, 
NAPNAP  would  like  to  emphasize  the  Maternal  and  Child  Health  Block  Grant, 
immunizations,  and  Ryan  White  CARE  Act  funding  for  treatment  of  HIV  and  AIDS. 

The  Maternal  and  Child  Health  Block  Grant  makes  a  major  difference  in  the 
lives  of  families  across  America,  and  especially  helps  families  with  low  incomes  for 
whom  access  to  comprehensive  health  care  is  difficult.  Prenatal  care  for  pregnant 
women,  well-baby  care  including  immunizations,  promotion  of  healthy  growth  and 
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development  in  children  are  all  important  base  components  for  preventing  disease  and 
disability.  Ryan  White  funding  continues  to  improve  the  care  and  treatment  of 
children  with  HIV  and  reduce  the  chance  of  perinatal  HIV  transmission. 

These  programs  are  not  the  only  federal  sources  of  health  care  support  for 
children,  and  we  urge  the  committee  to  not  only  support  these  programs  but  also  to 
support  investment  in  children's  health  as  a  whole.  Investment  in  these  programs  is 
an  investment  in  our  country's  greatest  natural  resource,  our  children.  It  is  a  sound 
investment  in  the  future  of  our  country,  and  an  efficient  way  to  save  later  treatment 
costs. 

For  these  reasons,  we  hope  the  committee  will  continue  to  support  increased 
funding  for  children's  health,  and  will  help  to  ensure  protections  for  children  in 
legislation  that  is  considered  and  passed  by  the  Congress. 


Thank  you  for  the  opportunity  to  provide  testimony  to  the  committee.  We  are 
mindful  that  this  is  a  year  of  increased  pressure  to  cut  programs,  and  we  respect  your 
efforts  to  balance  the  federal  budget.  We  believe  that  our  requests  are  sound  and 
clearly  needed  investments  where  the  return  on  the  federal  dollar  will  be  the  greatest. 
As  we  continue  to  provide  cost-effective,  top  quality  health  care  to  our  nation's 
children,  we  urge  you  to  place  a  priority  on  investment  in  nurse  practitioner 
education,  nursing  research  and  children's  health  as  you  craft  the  budgets  of  the 
future. 
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The  American  Society  of  Tropical  Medicine  and  Hygiene  (ASTMH)  is  pleased  to  present 
public  witness  testimony  in  support  of  fiscal  year  1997  funding  for  the  National  Institutes  of 
Health  (NIH)  and  the  Centers  for  Disease  Control  and  Prevention  (CDC).  We. are  a  professional 
society  of  3,000  researchers  and  practitioners  dedicated  to  the  prevention,  detection,  and 
treatment  of  infectious  and  tropical  infectious  diseases. 

Specifically,  we  request  your  support  for  programs  sponsored  by  the  National  Institute 
of  Allergy  and  Infectious  Diseases  (NIAID)  and  the  Fogarty  International  Center  (FIC)  at  NIH, 
and  by  the  National  Center  for  Infectious  Diseases  at  the  CDC.  We  are  very  appreciative  for 
your  tremendous  support  of  these  programs  last  year~we  are  aware  that  the  Committee  had 
many  worthy  programs  to  consider  and  we  appreciate  your  making  these  a  top  priority.  We  also 
support  your  position  that  the  allocation  of  appropriations  for  medical  research  should  be  on  the 
basis  of  the  best  science,  and  we  support  your  decision  not  to  provide  a  separate  appropriation 
for  the  Office  of  AIDS  Research  (OAR).  We  support  the  overall  goal  of  OAR  -  to  improve  the 
management  and  coordination  of  HIV  research  ~  but  we  are  concerned  that  the  nature  of  OAR 
may  focus  on  HIV  management  and  administrative  issues,  rather  than  on  science  issues. 

For  fiscal  year  1997,  ASTMH  respectfully  requests  a  6.5%  increase  for  the  NIH.  We 
are  concerned  that  many  worthy  scientific  opportunities  would  go  unfunded  under  the 
Administration's  budget  request,  which  recommends  an  increase  of  3.3%  for  NIAID  (including 
only  a  1.9%  increase  for  non-AIDS  activities)  and  less  than  1  %  for  the  FIC.  For  CDC,  we  urge 
the  Committee  to  fund  the  Administration's  request  of  $87.8  million  for  Infectious  Diseases 
activities,  which  includes  $45.4  million  for  emerging  infectious  diseases,  an  increase  of  $27 
million  over  the  1996  appropriation. 

A  Growing  Threat  to  the  United  States 

At  the  turn  of  the  century,  infectious  diseases  such  as  tuberculosis,  influenza,  and 
rheumatic  fever  were  the  major  cause  of  death  in  the  U.S.  The  incidence  of  mortality  and 
morbidity  due  to  infectious  diseases  has  decreased  significantly  with  the  introduction  of  vaccines, 
antibiotics,  improved  sanitation  measures,  improved  food  handling  and  preparation,  and  other 
measures. 

The  medical  and  scientific  advances  of  the  last  70  years  supported  a  misconception  that 
the  modern,  developed  world  is  safe  from  widespread  infectious  diseases,  to  the  extent  that  in 
1969  the  U.S.  Surgeon  General  boldly  told  Congress  that  it  is  time  to  "close  the  book  on 
infectious  diseases."  However,  infectious  diseases  and  tropical  infectious  diseases  did  not 
disappear,  and  are  in  fact  appearing  or  reappearing  in  the  United  States  with  increasing 
incidence.  Infectious  diseases  are  the  world's  leading  killer  and  remain  an  important  cause  of 
illness  and  death  in  the  U.S.  We  are  woefully  unprepared  to  monitor  traditional  infectious 
diseases  and  new  and  emerging  infectious  diseases,  due  to  inadequate  training,  infrastructure, 
and  surveillance. 
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How  Serious  is  the  Problem? 

Public  health  officials  are  alarmed  at  the  reemergence  of  diseases  once  thought  to  no 
longer  be  a  threat  in  the  U.S.,  such  as  tuberculosis  and  rabies,  as  well  as  the  emergence  of  new 
infectious  diseases  including  HIV/AIDS,  Lyme  disease,  Legionnaires'  disease,  hantavirus 
pulmonary  syndrome.  Infectious  diseases  accounted  for  25%  of  all  physician  visits  in  the  U.S. 
in  1991.  Officials  are  alarmed  not  only  by  the  increasing  incidence  of  some  of  these  diseases, 
but  also  by  the  fact  that  many  of  them  ~  such  as  TB  and  acquired  hospital  infections  ~  are 
developing  multidrug  resistance.  In  1992,  13,000  hospital  patients  died  of  bacterial  infections 
that  were  antibiotic-resistant.  Only  one  antibiotic  (vancomycin)  is  effective  for  40%  of  hospital 
acquired  infections. 

Why  are  Infectious  Diseases  Returning? 

Many  factors  are  behind  the  emergence  and  reemergence  of  infectious  and  tropical 
infectious  diseases-there  is  no  one  simple  answer.  It  is  not  necessarily  the  pathogens  per  se~ 
many  of  these  infectious  agents  have  been  with  us  for  hundreds  of  years-but  rather  a  change  in 
conditions,  manmade  or  otherwise,  that  allows  for  their  evolution  and  dissemination.  As 
previously  cited,  public  health  authorities  have  reduced  their  efforts  in  prevention,  surveillance, 
and  training.  Among  other  reasons  are  increased  international  commerce  and  travel,  which 
makes  it  easier  to  transmit  diseases;  urbanization  and  inadequate  sanitation;  ecological  changes 
such  as  deforestation  and  increased  agricultural  production  that  have  disturbed  natural  habitats; 
and  increased  drug  resistance,  due  in  part  to  misuse  and  abuse  of  antibiotics. 

CDC 

In  1991,  an  Institute  of  Medicine  (IOM)  Committee,  consisting  of  experts  from  a  variety 
of  disciplines  including  epidemiology,  immunology,  food  safety,  virology,  molecular  biology, 
entomology,  parasitology  and  other  areas  was  charged  to  identify  significant  emerging  infectious 
diseases,  determine  what  might  be  done  to  address  them,  and  recommend  how  similar  future 
threats  might  be  confronted  to  lessen  their  impact  on  public  health. 

In  response  to  the  IOM's  widely  circulated  1992  report  and  recommendations,  the  CDC 
developed  a  strategy,  "Addressing  Emerging  Infectious  Disease  Threats:  A  Prevention  Strategy 
for  the  United  States,"  which  consists  of  four  major  goals  for  revitalizing  our  ability  to  identify, 
contain,  and  prevent  emerging  diseases:  (1)  surveillance;  (2)  applied  research;  (3)  prevention 
and  control;  and  (4)  developing  infrastructure.  We  appreciate  the  support  Congress  has  provided 
to  implement  the  prevention  plan,  which  has  enabled  CDC  to  begin  to  address  the  highest 
priorities,  and  we  are  encouraged  that  the  Administration  has  requested  a  very  significant 
increase  for  emerging  infectious  disease  activities. 

To  date,  most  of  CDC's  effort  has  been  directed  at  surveillance,  and  nearly  50%  ($21 
million)  of  the  Administration's  $45  million  request  for  emerging  infectious  diseases  for  fiscal 
year  1997  would  be  for  surveillance  and  response  activities.  ASTMH  agrees  that  surveillance 
is  a  necessary  part  of  the  strategy  against  emerging  infections;  however,  we  believe  the  1997 
funding  request  for  emerging  infectious  disease  programs  at  CDC  offers  an  opportunity  to  focus 
on  the  applied  research  and  infrastructure  components  of  their  prevention  strategy.  Surveillance 
networks  and  reporting  systems  require  a  foundation  of  laboratory  support-reliable  data  on 
disease  incidence  depends  on  the  quality  of  the  medical  and  public  health  laboratories  that  supply 
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the  information.  Furthermore,  while  surveillance  networks  are  effective  for  "common" 
infectious  diseases,  they  often  lack  the  ability  to  detect  and  accurately  identify  new,  exotic  or 
non-reportable  diseases.  For  example,  consider  how  many  cases  of  the  Sin  Numbre  hantavirus 
were  reported  as  viral  pneumonia  or  as  an  unexplained  pulmonary  disorder  before  its  true 
etiology  was  determined. 

A  major  reason  for  the  decline  of  infectious  disease  surveillance  in  the  United  States  is 
the  deterioration  of  local,  state,  and  federal  health  laboratories.  Thirty  years  ago,  CDC  was  the 
premier  public  health  reference  laboratory  in  the  nation.  For  a  variety  of  reasons,  including  the 
misperception  that  infectious  diseases  were  under  control,  the  development  of  new  CDC 
programs  on  social  and  environmental  health  problems,  and  budget  constraints,  the  CDC 
infectious  disease  laboratory  capacity  began  to  decline.  We  now  find  that  our  infectious  disease 
diagnostic  capabilities  are  inadequate  and  unequipped  to  handle  the  threat  of  new  and  emerging 
diseases.  Diagnostic  laboratory  capabilities  must  be  upgraded  and  revitalized  at  the 
national  and  state  levels  if  we  are  to  meet  the  challenge  of  emerging  infectious  diseases.  We 
respectfully  request  the  Committee  to  encourage  the  CDC  to  vigorously  pursue  the  applied 
research  and  infrastructure  goals  of  their  strategic  plan. 

NIAID 

NIAID  is  the  primary  supporter  of  extramural,  university-based  research  on  tropical 
infectious  diseases.  NIAID  fills  a  critical  role  in  basic  and  clinical  research  on  microbiology  and 
infectious  diseases  in  the  Nation's  efforts  against  emerging  and  reemerging  diseases,  including 
research  enabling  the  development  of  diagnostic  tests,  treatments,  and  vaccines.  Among  the 
goals  of  NIAID 's  agenda  for  emerging  diseases  are  the  support  of  training  of  investigators; 
expansion  of  research  on  ecologic  and  environmental  factors;  expansion  of  research  on  microbial 
changes;  expansion  of  research  on  host  interactions  with  pathogens;  and  the  development  of 
control  strategies.  In  1996,  NIAID  awarded  two  (2)  four-year  program  project  grants  for 
research  on  hantaviruses  and  other  emerging  viral  threats  to  investigators  at  the  University  of 
Texas  Center  for  Tropical  Diseases,  in  Galveston,  and  at  Scripps  College  in  California.  Further, 
the  basic  research  supported  by  NIAID  is  critical  to  the  research  mandates  of  the  CDC,  the 
Department  of  Defense,  and  the  U.S.  Agency  for  International  Development. 

NIAID 's  special  programs  for  tropical  infectious  diseases  -  the  International 
Collaboration  in  Infectious  Disease  Research  (ICIDR)  program,  the  Tropical  Medicine  Research 
Centers  (TMRC)  program;  and  the  tropical  disease  research  units  (TDRU)  program  -  are  key 
components  to  the  NIAID  mission.  These  programs  have  taken  on  added  importance  as  the 
percentage  of  investigator-initiated  approved  grants  that  are  funded  has  declined  over  the  last 
several  years.  We  urge  your  continued  support  of  these  initiatives. 

Fogarty  International  Center 

The  Fogarty  International  Center  (FIC)  is  well-situated  to  establish  scientific  linkages 
between  U.S.  research  institutions  and  regions  of  the  world  where  tropical  diseases  are  most 
prevalent  and  new  infectious  agents  are  most  likely  to  occur.  A  major  objective  of  the  FIC  is 
to  develop  and  support  teams  of  scientists  in  international  regions  that  provide  unique 
opportunities  to  study  infectious  diseases.  Of  particular  interest  is  the  International  Research  and 
Training  Program  on  New  and  Emerging  Infectious  Diseases,  which  supports  cooperative 
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research  and  training  in  regions  of  the  world  that  are  the  potential  origin  of  new  emerging 
infectious  diseases.  The  NIAID  and  the  CDC  are  partners  in  the  Fogarty  program.  We 
encourage  the  Committee  to  provide  the  FIC  with  the  necessary  resources  to  continue  these 
important  international  collaborations. 

CISET  Report 

In  December  1994,  a  U.S.  Government  interagency  working  group  on  emerging 
infectious  diseases  was  established  under  the  Committee  on  International  Science,  Engineering, 
and  Technology  (CISET)  of  the  President's  National  Science  and  Technology  Council.  The 
CISET  group  was  charged  with  reviewing  the  U.S.  role  in  the  detection,  reporting,  and  response 
to  outbreaks  of  infectious  diseases. 

CISET  issued  its  report  in  December  1995  and  recommended  that  the  U.S.  Government 
work  with  other  countries,  the  World  Health  Organization,  and  other  international  organizations 
to  improve  worldwide  disease  surveillance,  response,  research,  and  training.  No  single  nation 
has  the  resources  or  capability  to  address  the  threat  of  emerging  infectious  diseases.  Rather, 
developed  and  developing  nations  must  work  together  and  share  the  cost  of  this  enormous  task. 

Is  There  Hope? 

Despite  the  reemergence  of  infectious  diseases,  there  have  been  encouraging  success 
stories.  The  most  obvious  success  was  the  eradication  of  smallpox  in  1977.  We  have  eradicated 
polio  in  the  Western  Hemisphere  and  we  are  well  on  our  way  to  eradicating  it  worldwide,  which 
will  save  the  U.S.  $230  million  annually.  More  recently,  CDC  experts  have  identified  the  Sin 
Nombre  hantavirus,  elucidated  the  role  of  cooking  practices  in  preventing  infection  with  toxic 
strains  of  EColi  bacteria,  participated  in  the  identification  and  the  prevention  of  the  spread  of 
the  pneumonic  plague  in  India,  and  assisted  in  controlling  the  Ebola  outbreak  in  Zaire. 

Only  through  continued  federal  support  for  biomedical  research,  including  support  for 
basic  research,  clinical  research,  research  training,  and  infrastructure,  can  we  continue  to  build 
on  yesterday's  accomplishments  and  prevent  and  treat  diseases  of  tomorrow. 


Thank  you  for  your  consideration  of  our  requests. 
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TESTIMONY  SUBMITTED  TO  THE  LABOR,  HEALTH  AND  HUMAN  SERVICES 
APPROPRIATIONS  SUBCOMMITTEE  BY  THE  JOHNS  HOPKINS  UNIVERSITY 
ON  BEHALF  OF  FUNDING  FOR  THE  NATIONAL  INSTITUTES  OF  HEALTH 


We  are  pleased  to  have  the  .  opportunity  to  submit  a 
statement  for  the  Committee's  consideration  as  it  evaluates 
funding  priorities  for  Fiscal  Year  1997. 

Before  we  address  the  tremendous  opportunities  which  exist 
in  medical  research  we  must  recognize  the  leadership  of 
this  Committee  in  garnering  Congressional  support  for 
medical  research.  In  fact,  the  steps  which  this  Committee 
took  last  year  to  push  forward  a  targeted  appropriation  to 
ensure  funding  of  the  National  Institutes  of  Health  (NIH) 
were  unprecedented  and  the  research  community  is  indebted 
to  you.  The  decision  by  Congress  to  commit  to  a  course  and 
single  out  the  NIH  from  the  many  other  important  and 
worthwhile  programs  within  the  jurisdiction  of  your  bill 
sent  a  clear  signal  to  the  American  public  about  the  value 
of  their  tax  dollar  investment  in  medical  research. 
Further,  it  sent  a  clear  message  to  the  research  community 
that  your  leadership  in  support  of  the  NIH  was  a "  high 
priority  and  that  predictability  and  stability  of  our 
research  enterprise  was  of  paramount  importance  to  the 
Congress.     Thank  you. 

We  urge  you  to  support  a  FY  1997  budget  of  $12.7  billion 
for  the  National  Institutes  of  Health,  a  6.5%  increase  over 
FY  1996.  We  are  dismayed  that  the  Administration  has 
proposed  only  an  increase  of v 3  . 9  percent.  The  exciting 
opportunities  in  medical  research  are  greater  than  ever 
before  in  history  and  to  reduce  our  investment  now  will 
diminish  our  capacity  to  respond  to  real  and  growing 
threats  to  the  health  and  well  being  of  our  citizens,  such 
as  cancer,  heart  disease,  Alzheimer's,  and  neurological 
disorders . 

We  believe  that  a  resource  commitment  of  this  level  is  a 
wise  and  sound  investment.  The  United  States  spends  less 
than  2  percent  of  health  care  costs  on  research  to  prevent, 
detect,  treat  and  cure  the  diseases  which  plague  Americans. 
This  is  astounding  when  you  look  at  the  research  and 
development  investment  that  corporations  must  make  to  stay 
competitive  in  the  marketplace  which  in  most  industries  is 
closer  to  5  to  10  percent.  We  need  to  recommit  this 
country  to  a  course  which  will  enable  us  to  make  the 
necessary  investment  in  the  catastrophic,  chronic  and 
costly  diseases  that  know  no  social  or  economic  boundaries. 
Only  then  will  we  be  able  to  advance  the  scientific 
frontiers  and  realize  the  full  potential  of  our  past 
medical  research  investment . 

The  return  on  the  investment  of  taxpayer  dollars  in  the  NIH 
has  been  remarkable.  About  85%  of  the  money  provided  to 
the  NIH  is  invested  in  research  institutions  across  the 
country.  Annual  contributions  of  the  NIH  are  estimated  at 
$44.6  billion  in  sales;  $17.9  billion  in  employee  incomes; 
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and  726,000  jobs.  Further,  this  investment  has  served  as 
the  research  engine  stimulating  an  entire  research 
enterprise  that  enjoys  global  preeminence. 

Together,  these  industries  contribute  some  $100  billion 
annually  to  the  American  economy  supporting  over  300,000 
high-paying,  high  skilled  jobs.  While  other  U.S. 
manufacturing  industries  reduced  employment  by  8  percent  in 
the  last  decade,  research-based  U.S.  pharmaceutical 
companies  increased  employment  by  45%.  In  addition, 
medical  research  advances  contribute  an  estimated  $40 
billion  annually  to  our  economy  in  non-health  areas  from 
spin-off  discoveries  in  fiber  optics,  detergent  enzymes, 
and  freeze  drying  technologies. 

The  human  contributions  made  by  this  investment  are 
enormous.  Treatments  for  people  with  chronic  diseases  have 
stemmed  from  medical  research  and  innovation: 
antihypertensives  control  blood  pressure;  diabetics  can 
stay  healthy  by  using  insulin;  new  biotech  products  help 
thin  the  dangerously- thick  mucus  of  people  with  cystic 
fibrosis;  asthmatics  breathe  normally,  work  and  enjoy 
sports  with  the  aid  of  drugs;  epileptics  benefit  from  anti- 
seizure medications;  ant i -nausea  drugs  control  the  side 
effects  of  cancer  treatment;  and  both  new  and  time-tested 
drugs  manage  depression.  People  with  life  threatening  and 
chronic  diseases  look  to  medical  research  an  innovation  for 
the  promise  and  hope  of  a  cure.  Today,  we  have  drugs  to 
cure  testicular  cancer,  childhood  leukemia,  and  Hodgkin's 
disease,  and  to  prevent  strokes  or  permanent  heart  damage 
from  heart  attacks.  Heart  surgeries  fix  hardening  of  the 
arteries  and  aneurysms,  and  new  medical  technologies  help 
premature  babies  survive  without  brain  damage,  vision  loss 
and  digestive  disorders.  Medical  research  and  innovation 
have  prevailed  to  improve  the  quality  of  life  for  millions 
of  us,  but  the  challenge  remains  to  find  answers  for 
millions  more  who  face  disease  and  disabilities. 

Unfortunately,  every  day  Americans  suffer  or  die  from 
cancer,  heart  disease,  strokes,  stomach  ulcers,  Alzheimer's 
disease,  Parkinson's  disease,  cystic  fibrosis, 
neurodegenerative  disorders  and  HIV  infection.  For 
millions  of  Americans,  time  is  running  out. 

One  important  factor  in  realizing  our  full  research 
potential  is  to  provide  state-of-the  art  research 
facilities  where  novel  and  cutting  edge  research  can  be 
fostered.  All  costs  associated  with  research- -research, 
administrative,  plant  operations  and  facilities  costs- -are 
real  and  legitimate  costs  of  NIH- supported  research. 
Continued  support  for  the  full  spectrum  of  costs  of 
research  is  vital  to  maintain  the  stability  of  medical 
research  infrastructure  and  to  enable  our  research 
enterprise  to  flourish  and  compete  in  ^the  global 
marketplace . 
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We  are  aware  that  this  Committee  has  had  interest  in  the 
issue  of  research  costs  and  the  federal  policies  that 
govern  them.  The  administration  and  management  of  indirect 
cost  reimbursement  policies  is  regulated  government  -  wide  by 
the  Office  of  Management  and  Budget  (OMB)  and  implemented 
by  the  cognizant  agencies.  This  process  has  been 
established  due  to  the  far-reaching  financial  impact  of 
alterations  in  this  policy  and  is  based  on  the  recognition 
that  arbitrary  or  temporary  actions  undermine  the  financial 
stability  of  the  country's  research  capabilities  and  are 
detrimental  to  technology  development  and  that  government - 
wide  uniform  policies  are  the  best  approach. 
Administrative  and  facilities  costs  are  expenditures  that 
have  been  made  by  the  universities  which  the  federal 
government  has  already  agreed  to  reimburse  through 
regulatory  guidelines  and  formal  agreements  entered  into 
with  universities.  Any  alteration  of  these  agreements  must 
be  given  comprehensive  consideration. 

Over  the  past  five  years,  significant  changes  have  been 
made  in  federal  policies  regarding  reimbursement  for  these 
costs.  It  has  been  estimated  that  these  changes  save  over 
$100  million  annually.  In  addition,  within  the  next  few 
weeks,  the  Office  of  Management  and  Budget  (OMB)  is 
expected  to  announce  changes  in  cost  accounting  standards 
and  revisions  to  A- 21  Circular.  These  changes  will,  among 
other  things,  strengthen  the  focus  and  efforts  of  the 
cognizant  agencies  in  the  management  of  costs  associated 
with  the  support  of  research;  make  uniform  the  cost 
accounting  standards  for  universities;  standardize  the 
indirect  cost  reimbursement  rate  for  the  life  of  a  grant; 
eliminate  tuition  benefits  provided  through  research 
grants;  and  conform  interest  amortization  with  other 
government  policies. 

We  look  forward  to  continuing  to  work  with  this  Committee 
in  this  important  issue. 
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The  Fred  Hutchinson  Cancer  Research  Center  (FHCRC)  appreciates  the  opportunity  to  submit 
testimony  for  the  record  as  the  Labor,  Health  and  Human  Services,  Education,  and  Related 
Agencies  Committee  redresses  Fiscal  Year  funding  priorities  for  1997.  As  a  federally- 
designated  Comprehensive  Cancer  Center,  founded  in  1972,  the  FHCRC  supports  four  core 
divisions:  (1)  basic  sciences,  (2)  clinical  research,  (3)  molecular  medicine,  and  (4)  public  health 
sciences. 

Thank  you  for  the  tremendous  support  provided  to  the  National  Institutes  of  Health  (NIH)  in  FY 
1996.  The  targeted  appropriation  for  the  NIH  was  unprecedented  and  had  a  very  stabilizing 
impact  on  our  current  research  initiatives.  Further,  the  legislation  passed  in  January  sent  a  clear 
signal  to  medical  researchers  that  the  their  efforts  to  improve  the  health  and  well  being  of  the 
American  public  are  valued  by  this  Congress.  We  are  grateful  for  your  vote  of  confidence. 

Federally  designated  cancer  centers  establish  an  interactive  research  environment,  allowing  all 
cancer-interested  investigators  to  convene,  share  ideas,  explore  innovative  approaches  to  cancer, 
engage  in  collaborative  research  projects  and  effectively  translate  laboratory  findings  to  the 
bedside  and  to  the  commumty.  The  Center  serves  as  a  pivotal  force  in  the  development  of  new 
basic  science  knowledge  and  the  translation  of  such  new  knowledge  into  multiple  disciplines 
(prevention,  detection,  and  therapy)  of  clinical  cancer  investigation.  It  also  allows  for  the 
exploration  of  novel  clinical  ideas  in  high-priority  diseases  (breast,  ovarian,  cervical,  and 
prostate  cancers,  and  AIDS). 

This  statement  will  address  the  following  specific  points: 

(1)  The  importance  of  continued  support  for  medical  research  as  a  national  investment 
priority. 

(2)  Indirect  costs  and  their  impact  on  the  conduct  of  research. 

(3)  Funding  request  for  the  National  Cancer  Institute. 

SUPPORTING  A  STRONG  RESEARCH  AGENDA  AS  A  NATIONAL  PRIORITY 

There  is  no  better  example  of  what  the  federal  government  can  do,  and  do  well,  than  its  long 
standing  tradition  in  support  of  medical  research  at  the  NIH.  The  primary  goal  of  this  funding 
for  cancer  research  is  to  identify  cures,  successful  treatments  and  effective  approaches  to 
prevention.  To  achieve  these  objectives,  many  additional  benefits  of  the  funding  investment 
have  resulted. 

Economic  Benefits:  Approximately  85  %  of  the  money  provided  to  the  National  Cancer  Institute 
(NCI)  is  invested  in  research  institutions  across  the  country.  Annual  economic  contributions  of 
the  NIH  are  estimated  at  $44.6  billion  in  sales;  $17.9  billion  in  employee  incomes;  and  726,000 
jobs.  Thus,  the  federal  investment  of  taxpayer  dollars  has  had  a  multiple  ripple  effect 
regionally. 
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Stimulation  of  Private  Sector  Investment:  The  investment  in  the  National  Cancer  Institute  has 
provided  the  basic  research  engine  to  stimulate  investments  by  the  biotechnology  and 
pharmaceutical  industries.  Together,  these  industries  contribute  some  $100  billion  annually  to 
the  American  economy  supporting  200,000  high-paying,  high  skilled  jobs.  The  number  of 
companies  involved  in  cancer  drug  development  have  doubled  from  49  in  1993  to  98  in  1995. 
In  addition,  there  are  215  drugs  in  development  by  these  research  based  companies  and  the 
National  Cancer  Institute.  At  the  Fred  Hutchinson  Cancer  Research  Center's  laboratories  alone, 
research  discoveries  have  led  to  the  establishment  of  1 1  new  biotechnology  companies  in  the 
Pacific  Northwest. 

Health  Care  Savings:  In  a  recent  report,  the  NIH  estimated  that  approximately  $4.3  billion 
invested  in  NIH-supported  clinical  and  applied  research  had  potential  to  realize  a  one-year 
savings  of  between  $9.3  billion  and  $13.6  billion.  A  study  by  the  Federation  of  American 
Societies  for  Experimental  Biology  identified  63  medical  innovations  over  the  years  with 
combined  annual  savings  of  more  than  $69  billion.  With  the  total  cost  for  health  care  in  1993 
approximately  $885  billion,  continued  progress  against  heart  disease,  cancer,  diabetes,  AIDS  and 
other  diseases  would  result  in  enormous  savings. 

Economic  Competitiveness.  The  Bayh-Dole  Act  of  1980  and  the  Federal  Technology  Transfer 
Act  of  1986  were  enacted  to  stimulate  partnerships  with  the  private  sector,  to  encourage 
technological  innovation,  to  increase  translation  of  federally-sponsored  research  and  to  heighten 
our  international  competitiveness.  As  a  result  of  these  Acts,  applications  for  patents  based  on 
NIH  research  has  increased  by  300%,  from  890  to  2,600  over  the  past  decade. 

Mr.  Chairman,  Members  of  the  Committee,  investing  in  NIH  and  NCI  is  an  investment  in  the 
economy  and  the  health  of  this  nation.  The  investment  priorities  of  this  country  should  produce 
significant  benefit  by  improving  our  economic  base,  increasing  our  technological  capabilities  and 
protecting  precious  resources.  There  is  no  better  example  of  these  principles  than  the  research 
programs  funded  by  the  NIH. 

INDIRECT  COSTS 

This  Committee  has  had  considerable  interest  in  the  issue  of  indirect  costs  in  the  past.  Both 
direct  and  indirect  costs  are  real  and  necessary  expenses  associated  with  the  conduct  of  research. 
Direct  costs  are  specific  to  the  work  performed.  These  include  salaries  of  investigators  and 
support  staff,  supplies  and  some  small  equipment  items,  travel,  consultants  and  other  very 
specific  items  necessary  to  do  the  research. 

Another  component  of  costs,  the  overhead,  or  what  is  termed  "indirect  costs"  may  be  viewed 
as  three  parts:  (1)  services  in  support  of  research,  (2)  operations  in  support  of  research,  and  (3) 
scientific  plant.  The  first  two,  services  and  operations  in  support  of  research,  although  termed 
indirect,  are  indeed  as  essential  to  the  conduct  of  research  as  are  "direct"  costs.  Service  items 
include  purchasing,  payroll,  recruiting  laboratory  employees,  accounting,  grant  administration, 
regulatory  compliance,  legal  costs  etc.  Operations  items  include  utijjties,  maintenance  and 
housekeeping,  security,  transportation,  and  daily  costs  of  operating  the  facilities. 
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The  third  component  of  current  "indirect  costs"  is  the  physical  plant  in  which  the  work  is 
conducted.  These  scientific  plant  costs  may  indeed  constitute  an  "indirect"  or  "overhead"  cost 
in  the  more  traditional  use  of  these  terms.  These  costs  include  interest  and  depreciation  expenses 
for  buildings,  equipment,  and  leases.  The  time  horizon  of  these  costs  is  greater  than  that 
budgeted  for  research  projects.  Importantly,  this  support  allows  updating  of  plant  and  equipment 
so  that  the  aggregate  research  activity  of  the  country  may  remain  competitive  and  at  first  rank 
scientifically.  These  investments  have  significant  implications  for  our  nation's  long  term 
competitiveness  and  excellence  in  science. 

In  1982  the  Reagan  Administration  codified  changes  in  indirect  cost  reimbursement  which 
provided  incentives  to  research  institutions  to  undertake  the  risk  of  constructing  new  facilities. 
Essentially,  regulatory  modifications  in  the  governance  of  indirect  cost  reimbursement  policies 
were  made  which  enabled  institutions  to  amortize  facilities  debt  of  new  construction  against 
grants  that  their  investigators  were  awarded  through  the  peer  review  process. 

Reductions  in  indirect  cost  reimbursements  would  have  a  deleterious  affect  on  our  capacity  to 
support  research  investigations.  Any  attempt  to  alter  the  current  commitments  would  cripple  the 
very  institutions  that  have  invested  in  the  facilities  that  produce  some  of  America's  most 
significant  research  and  contribute  to  the  nation's  competitiveness.  Institutions  with  major 
research  activity  and  new  facilities,  and  therefore  relatively  high  total  indirect  cost  rates  resulting 
from  their  capital  investment,  would  be  most  affected.  The  very  institutions  that  responded  to 
explicit  federal  policy  in  1982  encouraging  investment  in  research  facilities,  and  now  bear  new 
fixed  costs,  would  be  the  ones  denied  reimbursement.  They  unquestionably  would  be  devastated 
financially  and  irreparably  impaired  in  their  ability  to  perform  federal  research. 

The  Hutchinson  Center  operates  on  the  indirect  costs  collected  in  conjunction  with  every  major 
grant  and  contract  research  activity.  Any  reduction  in  indirect  cost  reimbursement  would  have 
a  serious  impact  on  our  ability  to  function  and  to  continue  repayment  of  long  term  debt  and 
leases.  We  ask  the  Subcommittee  to  carefully  consider  any  proposals  for  altering  the  current 
guidelines  for  reimbursements  essential  to  the  conduct  of  research.  Arbitrary  reductions  would 
have  a  chilling  effect  on,  the  scientific  enterprise  in  this  country. 

FUNDING  RECOMMENDATIONS 

We  recognize  that  medical  research  funding  competes  for  resources  against  many  other 
worthwhile  federally-funded  programs.  However,  when  it  comes  to  medical  and  cancer 
research,  we  believe  that  the  payoffs  have  been  significant. 

Given  the  tremendous  investment  potential  of  the  NIH  and  NCI,  we  are  disappointed  with  the 
President's  Budget  Request  which  asks  for  a  1.3%  increase  for  the  National  Cancer  Institute. 
The  FHCRC  recognizes  the  need  to  improve  the  nation's  fiscal  solvency  by  reducing  the  federal 
deficit,  and  we  understand  that  all  federal  funding  must  be  closely  scrutinized  and  evaluated  to 
ensure  our  tax  dollars  are  being  spent  wisely. 
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Since  1980,  when  adjusted  for  inflation,  funding  for  the  NIH  has  increased  by  15  percent, 
compared  to  a  one  percent  increase  for  the  NCI.  We  understand  that  parity  is  not  going  to 
happen  overnight.  We  support  the  National  Coalition  for  Cancer  Research  (NCCR)  request  of 
a  6.5%  increase  in  funding  for  NCI  in  FY  1997  as  a  first  significant  step  towards  parity  with 
the  rest  of  the  NIH. 
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The  American  Liver  Foundation  (ALF)  is  a  national  voluntary  health  organization 
dedicated  to  the  prevention,  treatment  and  cure  of  hepatitis  and  other  liver  diseases  through 
research  and  education.  The  ALF's  Board  of  Directors  is  composed  of  scientists,  clinicians, 
patients,  and  others  who  are  directly  affected  by  hepatitis  and  other  liver  diseases.  The  ALF 
has  chapters  throughout  the  United  States,  and  we  provide  information  updates  to  more  than 
150,000  individuals  and  families  each  year  who  are  affected  by  liver  disease.  Seventy 
thousand  primary  care  physicians,  gastroenterologists  and  hepatologists  receive  Liver  Update, 
our  scientific  newsletter  that  summarizes  major  advances  in  liver  disease  research. 

The  American  Association  for  the  Study  of  Liver  Diseases  (AASLD)  is  an 
organization  of  physicians  and  biomedical  scientists  with  an  interest  in  the  liver  and  its 
diseases.  AASLD  fosters  the  development,  dissemination,  and  application  of  new  knowledge 
about  the  liver  and  biliary  tract,  and  their  diseases;  and  provides  leadership  and  aid  in  medical 
education,  research,  and  delivery  of  health  care  in  this  field. 

Funding  for  research  into  liver  diseases  is  provided  primarily  through  the  National 
Institute  of  Diabetes,  Digestive  and  Kidney  Diseases  (NIDDK),  the  National  Institute  of 
Allergy  and  Infectious  Diseases  (NIAID)  and  through  nine  other  institutes  of  the  National 
Institutes  of  Health  (NIH)  and  the  Department  of  Veterans  Affairs.  The  ALF  has  also 
provided  over  $4  million  to  support  liver  research  with  the  guidance  from  scientists  from 
AASLD. 

A  number  of  liver  diseases,  including  hepatitis  and  gallbladder  diseases,  combine  to 
create  major  public  health  problems  that  affect  the  lives  of  millions  of  Americans  and  their 
families.  In  1993,  liver  diseases  accounted  for  more  than  750,000  admissions  to  non-Federal 
hospitals,  and  more  than  $9  billion  in  medical  costs  for  non-Federal  hospital  care  alone. 

SOME  FACTS  ABOUT  HEPATITIS  AND  OTHER  LIVER  DISEASES 

•  Hepatitis  viruses,  the  cause  of  major  public  health  problems  in  the  United  States,  affect 
millions  of  people.  There  are  3.9  million  people  with  chronic  hepatitis  C  infection;  many 
of  them  are  expected  to  develop  cirrhosis  or  liver  cancer. 

•  Liver  and  gallbladder  diseases,  the  underlying  causes  of  death  for  51,532  people  in  1993, 
affect  all  age  groups  and  both  genders.  These  diseases  can  be  acute  or  chronic. 

•  The  major  causes  of  liver  diseases  in  the  United  States  are  viruses  (hepatitis  A,  B,  C)  and 
alcohol.  However,  congenital,  autoimmune  and  drug-induced  causes  are  also  major 
contributors. 

•  Inherited  liver  diseases,  such  as  hemochromatosis  and  Wilson's  disease,  present  serious 
health  problems  for  many  Americans. 

For  many  people  with  end-stage  liver  disease,  whatever  the  cause,  liver 
transplantation,  at  an  average  cost  of  $280,000  per  transplant,  is  the  only  therapy. 
Unfortunately,  the  acute  shortage  of  donor  organs  has  left  more  than  5,000  of  the  most 
seriously  ill  languishing  on  waiting  lists.  Too  many  of  these  people  die  before  a  liver  becomes 
available. 
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This  year,  the  ALF  published  its  first-ever  research  agenda,  entitled  A  Research 
Agenda  for  25  Million  Americans:  Research  Goals  and  Strategies  to  Treat,  Prevent,  and 
Conquer  Liver  Disease.  The  purpose  of  the  Agenda  was  to  focus  attention  on  the  need  for 
research  to  find  new  ways  of  preventing,  treating  and  curing  the  liver  diseases  affecting  25 
million  Americans. 

The  Research  Agenda  includes  the  contributions  of  ALF's  Scientific  Advisory 
Council  (SAC),  composed  of  leading  authorities  in  the  field  of  liver  disease  and  headed  by 
Neil  Kaplowitz,  M.D.,  of  the  University  of  Southern  California.  The  SAC  asked  leading 
researchers  to  report  on  the  dimensions  of  these  national  public  health  problems  and  what 
needs  to  be  done  to  find  cures  and  more  effective  treatments,  and  to  identify  areas  where  new 
research  initiatives  are  needed. 

It  is  vitally  important  for  NIDDK  to  direct  the  implementation  of  the  Research 
Agenda  in  order  to  sharpen  the  focus  on  liver  disease. 

FIGHTING  VIRAL  HEPATITIS 

Hepatitis  C,  a  slowly  progressive  disease  that  may  gradually  advance  over  10  to  40 
years,  is  one  of  the  most  serious  of  all  liver  diseases.  As  CDC's  estimate  of  the  number  of 
Americans  chronically  infected  with  hepatitis  C  has  increased  from  3.5  to  3.9  million,  it  is 
clear  that  this  is  a  significant  "emerging  infectious  disease."  This  disease,  which  often  leads 
to  cirrhosis  and  liver  cancer,  is  the  leading  cause  of  liver  transplantation. 

Hepatitis  C  is  transmitted  primarily  through  contaminated  blood  and  blood  products. 
Individuals  who  may  come  in  contact  with  infected  blood,  instruments,  or  needles,  such  as 
intravenous  drug  users,  health  care  workers  or  laboratory  technicians,  are  at  risk  of  acquiring 
hepatitis  C.  However,  for  40%  of  those  infected  with  hepatitis  C,  the  cause  is  unknown. 

Because  the  symptoms  of  hepatitis  C  are  difficult  to  detect,  an  individual  may  be 
infected  for  years  before  learning  about  it.  Individuals  with  the  virus  are  often  identified  when 
they  are  found  to  have  elevated  liver  enzymes  on  a  routine  blood  test  or  because  a  hepatitis  C 
antibody  is  found  to  be  positive  at  the  time  of  blood  donation.  By  the  time  such  individuals 
are  diagnosed,  the  disease  has  often  progressed  and  the  liver  may  be  irreparably  damaged, 
another  reason  why  this  "emerging  infectious  disease"  is  so  serious,  is  it  leads  to  the  death  of 
10,000  Americans  each  year. 

Another  1.2  million  people  are  chronically  infected  with  hepatitis  B,  with  many  also 
expected  to  develop  serious,  long-term  liver  disease.  This  "silent  epidemic"  has  serious 
personal  consequences,  as  hepatitis  patient  Brian  G.  Arens  of  New  York,  N.Y.  knows  only  too 
well.  "When  I  was  first  diagnosed  with  chronic  hepatitis  B I  felt  I  was  given  a  death 
sentence,"  said  Mr.  Arens,  formerly  an  account  executive  with  an  office  products  company. 
"Because  this  disease  is  spread  in  the  same  manner  as  AIDS  I  had  to  come  to  terms  with 
people's  fears.  I  was  overcome  with  a  dreadful  sense  of  isolation.  No  one  else  I  knew  had  this 
illness.  With  time,  I  came  to  know  a  great  many  people  who  suffer  from  chronic  hepatitis  of 
all  types.  I  learned  that  chronic  hepatitis  is  a  major  health  problem  in  the  United  States. 

"When  I  found  out  I  had  hepatitis  B  my  first  reaction  was  one  of  fear,  mostly  of  the 
unknown,"  Mr.  Arens  continued.  "Question  after  question  about  my  illness  flooded  my  mind. 
If  I  had  my  way  I  would  have  had  a  direct  line  to  my  hepatologist,  so  he  could  answer  all  my 
questions  as  soon  as  I  thought  of  them.  Fortunately,  I  learned  about  the  Greater  New  York 
Chapter  of  the  American  Liver  Foundation,  and  I  was  well  acquainted  with  the  Internet. 
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Through  these  two  services,  I  was  able  to  get  answers  to  my  questions,  and  I  became  part  of  a 
community  of  people  in  this  country  who  suffer  from  liver  diseases." 

According  to  T.  Jake  Liang,  M.D.,  of  Harvard  Medical  School,  hepatitis  B  is  a 
common  cause  of  persistent  viral  infection  of  the  liver.  Hepatitis  B,  D,  and  C  infections  are 
responsible  for  between  one  and  two  million  deaths  annually  worldwide.  Current  estimates 
suggest  there  are  about  120,000  new  cases  of  hepatitis  B  infections  annually  in  the  U.S. 

Hepatitis  B  is  transmitted  through  sexual  contact,  contaminated  blood  products, 
sharing  needles  among  intravenous  drug  users,  individuals  receiving  multiple  transfusions  or 
hemodialysis,  newborns  through  perinatal  transmission,  and  health  care  workers  and  others 
who  are  frequently  exposed  to  blood  and  blood  products.  However,  in  about  30%  of  cases,  no 
known  risk  factors  can  be  identified. 

As  an  "emerging  infectious  disease,"  there  is  a  priority  need  for  additional  resources 
at  NIAED  and  NIDDK  for  hepatitis  C  research.  Collaborative  work  between  NIAID  and 
NIDDK  should  be  supported  as  representing  the  best  approach  toward  understanding  the 
hepatitis  C  virus  and  the  damage  it  does  to  the  liver.  This  is  essential  if  we  are  going  to  get 
ahead  of  this  serious  public  health  problem. 

INVESTING  IN  A  HEALTHIER  FUTURE 

Investing  in  research  is  not  only  the  right  thing  to  do~it  is  also  the  smart  thing  to  do. 
The  benefits  of  investing  in  research  are  demonstrated  by  the  fact  that  hepatitis  B  infection, 
with  all  its  complications,  is  now  completely  preventable  by  vaccination  in  early  childhood. 
Hepatitis  B  infection  causes  chronic  hepatitis,  cirrhosis,  and  terminal  liver  cancer.  A 
comprehensive,  nationwide  vaccination  program  could  completely  eradicate  this  problem, 
saving  thousands  of  lives. 

The  greatest  number  of  reported  infections  for  hepatitis  B  are  in  the  young  adult  age 
category,  due  to  the  sexual  transmission  of  the  disease  as  well  as  other  youth-associated  risk 
factors.  All  across  the  country  pilot  programs  to  vaccinate  adolescents  have  met  with  great 
success.  The  ALF  and  the  AASLD  recommend  that  these  programs  be  expanded  into  a 
national  program,  with  a  goal  of  vaccinating  four  million  1 1  to  12  year  olds. 

THE  TRAGEDY  OF  PEDIATRIC  LIVER  DISEASE 

Pediatric  liver  disease  is  difficult  to  treat  because  a  child's  immunological  defenses 
and  liver  structure  and  function  are  immature.  Moreover,  acute  and  chronic  disease  may 
adversely  affect  normal  physical  and  mental  development.  While  it  is  possible  to  diagnose  an 
increasing  number  of  children  with  liver  disorders,  treatment  options  are  limited. 

Children's  liver  diseases  can  have  devastating  effects  on  families.  Last  year  Laura 
Grasso  of  Higganum,  CT,  the  mother  of  a  child  with  biliary  atresia,  testified  about  her 
experiences  before  Congress. 

Vincent  Grasso,  now  five  years  old,  was  critically  ill  for  months  before  he  finally  had 
a  life-saving  liver  transplant.  His  story  was  told  in  an  award-winning  television  documentary 
about  the  American  Liver  Foundation  that  was  broadcast  nationwide  on  PBS  in  the  fall  of 
1995. 
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"I  told  them  we  have  to  find  out  why  Vincent  was  bom  with  this  disease  so  that  other 
children  don't  have  to  go  through  the  same  ordeal,"  Mrs.  Grasso  said. 

Mrs.  Grasso 's  testimony  stood  out  because  it  showed  how  much  research  benefits 
Americans  through  liver  transplantation  and  how  much  more  remains  to  be  done  to  find  the 
causes  and  cures  for  biliary  atresia,  hepatitis,  and  other  liver  diseases. 

"Public  awareness  is  critical  in  understanding  the  impact  of  liver  disease  in  the  United 
States,"  Mrs.  Grasso  said,  adding  that  relatively  few  research  dollars  are  spent  to  find 
answers  to  complicated  questions  of  how  and  why  the  liver  is  damaged.  Her  testimony 
included  a  request  that  $2  million  be  appropriated  to  fund  an  electronic,  computerized  national 
hepatitis  and  liver  disease  information  center  as  a  joint  venture  between  the  American  Liver 
Foundation  and  the  Centers  for  Disease  Control  and  Prevention.  She  also  requested  that  $18 
million  in  Federal  funding  be  allocated  to  vaccinate  adolescents  for  hepatitis  B. 

"A  considerable  investment  will  be  required  to  learn  more  about  the  basic  science  and 
clinical  aspects  of  pediatric  liver  research.  However,  treatment  and  preventive  strategies 
targeted  to  this  age  group  are  likely  to  be  especially  cost-effective,"  said  pediatric  hepatologist 
Frederick  J.  Suchy,  M.D.  a  member  of  the  ALF's  Scientific  Advisory  Council. 

Dr.  Suchy  continued,  "Targeting  of  funds  for  research  into  pediatric  liver  diseases 
should  include  the  following  goals:  learning  the  causes  of  biliary  atresia,  learning  more  about 
the  developmental  biology  of  the  liver,  studying  the  etiology  and  treatment  of  inherited  liver 
diseases,  and  understanding  the  pediatric  aspects  of  viral  hepatitis. 

"Overall,  we  are  in  an  era  of  great  opportunity  in  being  able  to  identify  and  define  the 
pathogenesis  of  many  liver  disorders  involving  children.  Current  hospital  charges  for  the  care 
of  children  with  extrahepatic  biliary  atresia  exceed  $400  million  a  year.  The  cost  for  care  of 
patients  with  the  more  common  metabolic  liver  diseases  is  more  than  $150  million  per  year. 
Liver  transplantation,  when  a  child  is  fortunate  enough  to  undergo  the  procedure,  costs  almost 
$300,000  for  the  first  year  of  care,  with  lifelong  immunosuppression  costs  added. 

"A  chronic  disease  prevented  or  successfully  cured  in  a  child  will  also  restore  a 
healthy,  productive  citizen  to  the  work  force  for  many  decades." 

NEEDS  FOR  THE  FUTURE 

The  ALF  and  the  AASLD  would  like  to  thank  Congress  for  its  support  of  biomedical 
research  that  has  paved  the  way  for  saving  lives  through  the  miracle  of  organ  transplantation, 
the  hepatitis  A  and  B  vaccines,  and  other  breakthroughs.  We  believe  that  finding  new  ways  of 
preventing,  treating  and  ultimately  curing  liver  diseases,  in  addition  to  improving  the  nation's 
overall  health,  will  also  result  in  substantial  reduction  in  public  and  private  sector  health  care 
expenditures. 

Our  recommendations  for  Fiscal  Year  1997  funding  are  as  follows: 
National  Institutes  of  Health 

•  Convene  a  national  meeting  on  ALF  Research  Agenda  for  hepatitis  and  other  liver  and 
gallbladder  diseases,  to  be  coordinated  by  NIDDK. 

•  Increase  current  funding  for  NEH  liver  research. 

Make  hepatitis  C  a  research  priority  by  supporting  four  hepatitis  research  centers  through 
NIAID.    (Cost:  $4  million) 

•  Additional  funding  for  NIAID  and  NIDDK  for  collaborative  hepatitis  C  research. 
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Centers  for  Disease  Control  and  Prevention 

•  Vaccination  for  hepatitis  B.  (Cost:  $18  million,  in  addition  to  $12M  provided  under 
Vaccines  for  Children  Program) 

•  Expand  epidemiological  studies  for  B  and  C.  (Cost:  $2  million  over  FY  '96) 

•  Establish  national  information  center  for  hepatitis  and  other  liver  diseases.  (Cost:  $2 
million) 

### 
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Testimony  Submitted  to 
The  House  Labor,  Health  and  Human  Services, 
Education,  and  Related  Agencies  Appropriations  Subcommittee 
On  Behalf  of 
The  City  of  Gainesville,  Florida 

May  14,  1996 

Mr.  Chairman  and  Members  of  the  Subcommittee,  the  City  of  Gainesville,  Florida,  is 
pleased  to  have  the  opportunity  to  submit  the  following  testimony  on  one  of  its  most 
innovative  Fiscal  Year  1997  priority  projects,  Gainesville's  Regional  Job  Training/Job 
Development  Partnership  Initiative.  Mr.  Chairman,  Gainesville  is  excited  about  this  project 
which  would  essentially  streamline  and  consolidate  a  host  of  job  training  services.  In  so 
doing,  this  project  would  dramatically  increase  the  accessability  of  job  training  services  to 
rural  areas  by  electronically  linking  together  regional  job  training  initiatives. 

Mr.  Chairman,  Gainesville  is  seeking  $2  million  for  this  project  as  part  of  its  on-going  efforts 
to  facilitate  job  training  and  regional  job  development.  These  funds  are  being  requested 
on  behalf  of  a  regional  partnership  of  urban  and  rural  communities  and  agencies  in 
Alachua  and  Bradford  counties  located  in  north  central  Florida.  The  partners  are  agencies 
funded  by  the  Department  of  Labor,  the  Department  of  Health  and  Human  Services,  and 
the  Department  of  Education.  The  regional  partnership  consists  of  the  following  agencies: 
Florida  Job  and  Benefits  Offices  (DOL),  Family  Transition  and  Project  Independence  (joint 
DOL/DHHS  offices),  and  Loften  Adult  Education  Center,  Family  Services  Center,  Santa  Fe 
Community  College,  Bradford-Union  County  Vocational-Technical  Center  and  other 
educational  institutions  jointly  administering  DOL/DOE  School-to-Work  Programs. 

Each  of  the  aforementioned  entities  will  be  electronically  linked  to  consolidate  and 
centralize  job  training  services  throughout  the  region.  The  City  of  Gainesville  Regional 
Utilities  (GRU)  will  serve  as  the  coordinating  and  implementing  agencies  for  this  project. 
GRU  will  provide  the  technical  expertise  and  oversight  for  the  construction  and  operating 
of  the  electronic  linkage.  The  Regional  Partnership  will  utilize  this  linkage  in  the  delivery 
of  job  training  services 

Mr.  Chairman,  we  envision  a  project  that  will  not  only  benefit  Gainesville  and  its 
surrounding  regional  partners,  but  will  also  have  impressive  national  implications.  This 
project  will  serve  as  a  national  model  to  demonstrate  how  job  training  services  funded  at 
the  Federal  level  can  be  consolidated  and  streamlined  at  the  local  level  to  increase  the 
effectiveness,  efficiency,  and  scope  of  their  services.  By  coordinating  intake  procedures, 
eliminating  the  duplication  of  services,  and  monitoring  the  outcomes  of  consolidated 
services,  this  project  can  provide  invaluable  data  for  assessing  the  cost  effectiveness  and 
service  delivery  efficiency  provided  by  such  a  regional  partnership. 

In  implementing  this  project,  one  of  our  primary  goals  is  to  provide  our  citizens  who  reside 
in  rural  areas  more  access  to  job  training  services.  The  most  heavily  impacted  area  is 
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characterized  by  a  high  degree  of  rural  unemployment  and  poverty.  Training  and  placing 
economically  deprived  citizens  in  high  wage/high  demand  jobs  is  needed  to  break  the  cycle  • 
of  poverty,  and  hopelessness. 

Regional  economic  development  efforts,  including  those  by  the  City  of  Gainesville,  and  its 
economic  development  partners,  are  coordinated  with  and  through  the  North  Central 
Florida  Regional  Planning  Council  and  the  Council  for  Economic  Outreach.  Success  in 
regional  economic  development  must  be  accompanied  by  enhanced  job  training.  The 
State  of  Florida's  forecasted  demand  for  clusters  of  workforce  skills  for  this  region  is  the 
basis  for  the  specific  job  training  programs  and  initiatives  being  offered  by  this  partnership. 
Success  in  training  and  placement  of  citizens  in  skilled  jobs  which  pay  well  and  are  in 
demand  locally  will  enhance  the  economic  welfare  of  the  recipients  of  these  services,  as 
well  as  facilitate  regional  economic  development  initiatives. 

In  conclusion,  Mr.  Chairman,  Gainesville  has  watched  attentively  over  the  last  year  as 
Members  of  both  the  House  and  Senate  worked  to  craft  comprehensive  federal  job  training 
consolidation  legislation.  Indeed,  we  commend  both  bodies  for  the  time  and  attention 
given  to  this  critical  issue.  We  feel  the  final  legislation  will  go  a  long  way  toward  increasing 
the  effectiveness  of  federal  job  training  programs,  and  creating  a  better  prepared 
workforce.  Indeed,  we  believe  that  our  locally-based  project  is  consistent  with  those 
efforts,  and  ask  that  this  Subcommittee  will  grant  favorable  consideration  to  Gainesville's 
request  of  $2  million  for  our  Regional  Job  Training/Job  Development  Partnership  project. 
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THE  ASSOCIATION  OF  OUTPLACEMENT  CONSULTING  FIRMS 
INTERNATIONAL  (AOCFI) 

TESTIMONY  SUBMITTED  TO  THE  HOUSE  SUBCOMMITTEE  ON  LABOR,  HHS, 
EDUCATION,  AND  RELATED  AGENCIES 
MAY  6, 1996. 

The  Association  of  Outplacement  Consulting  Firms  International  (AOCFI)  is  pleased  to  submit 
this  testimony  to  the  Labor,  HHS,  Education,  and  Related  Agencies  Subcommittee  on  funding 
for  the  Department  of  Labor's  Dislocated  Worker  Assistance  program  and  the  provision  of  job 
search  assistance  through  One-Stop  Career  Centers  and  other  state  and  local  programs. 

AOCFI  would  like  to  help  save  the  American  taxpayer  between  $500  million  to  $1  billion 
per  year  and  at  the  same  time  provide  the  American  worker  with  the  best  available  job 
search  assistance.  That's  the  difference  between  what  it  costs  to  provide  job  search 
assistance  through  current  programs  funded  through  Dislocated  Worker  Assistance  and 
what  private  outplacement  firms  would  charge  for  serving  the  same  workers. 

But  we  can't  help  without  the  willingness  of  the  Department  of  Labor  to  partner  with  us  and  to 
direct  the  state  and  local  efforts  to  partner  with  us  as  well.  To  date,  the  Department  has  shown  an 
unwillingness  to  allow  private,  for-profit  firms  to  provide  these  services  and  has  turned  its  back 
on  realizing  significant  savings  and  improved  services  . 

For  every  dollar  spent  per  worker  through  Dislocated  Worker  Assistance,  U.S. 
outplacement  firms  charge  at  least  50  cents  less.  For  every  100  workers  placed  through 
Dislocated  Worker  Assistance,  U.S.  outplacement  firms  place  from  25  to  50  workers  more. 
Combining  the  lower  cost  and  higher  placement  rate  in  the  private  sector,  that's  a  200  to 
300  percent  improvement  that  has  not  been  taken  advantage  of  by  the  Department. 
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No  one  doubts  the  benefits  of  professional  outplacement  services.  Outplacement  assistance  has 
the  obvious  economic  benefit  of  putting  workers  back  into  productive  activities  and  helps  keep 
down  the  public  and  social  costs  associated  with  unemployment.  Private  sector  service  providers 
offer  workers  superior  services  and  are  ready,  willing  and  able  to  serve  those  workers  who 
require  public  assistance. 

THE  OUTPLACEMENT  INDUSTRY  PROVIDES  JOB  SEARCH  ASSISTANCE  TO 
THE  AMERICAN  WORKER  AT  NO  COST  TO  THE  AMERICAN  TAXPAYER. 

The  private,  for-profit  outplacement  industry  has  served  the  American  worker  for  the  past  three 
decades,  and  since  1992  has  helped  place  over  one  million  workers  each  year  into  new  jobs 
within  an  average  of  6  weeks  after  entering  our  programs.  The  average  cost  for  placing  all  of 
these  workers  was  $700  per  individual  at  a  placement  rate  of  90-plus  percent.  All  of  this  is  done 
at  no  cost  to  the  American  taxpayer.  Compare  this  to  the  Department's  own  estimates  of  $2,000 
to  $4,300  per  worker  with  a  placement  rate  of  between  40  to  70  percent  for  workers  served 
through  Dislocated  Worker  Assistance. 

We  are  hired  by  corporate  employers  and  serve  dislocated  workers  by  providing  job  search 
assistance  that  can  range  from  help  in  identifying  job  openings,  to  classes  on  resume  writing  and 
interviewing  skills,  to  individual  counseling.  We  serve  all  workers,  from  management  to  the 
shop  floor;  in  fact,  we  offer  job  search  assistance  to  as  many  hourly  wage  earners  as  we  do 
salaried  workers. 

We  are  a  very  competitive  industry,  and  each  of  our  member  firms  work  hard  at  delivering  a 
service  that  will  earn  them  new  business  in  the  future.  Our  performance  has  contributed  to  an 
increased  willingness  among  employers  to  use  outplacement  services  as  a  way  to  help  workers 
when  lay  offs  must  occur.  In  fact,  outplacement  is  an  important  component  of  corporate 
responsibility  at  the  time  of  downsizing,  and  it  is  a  responsibility  the  employer  has  shown  an 
ability  to  pay  for. 
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For  these  reasons  and  those  stated  below,  AOCFI  and  its  member  firms  offer  the  following 
suggestions: 

•  This  Committee  and  the  Department  of  Labor  should  make  every  effort  to  outsource  job 
search  assistance  funded  through  Dislocated  Worker  Assistance  to  private,  for  profit 
outplacement  firms. 

•  This  Committee  and  the  Department  of  Labor  should  make  every  effort  to  stop  the 
marketing  of  services  funded  through  Dislocated  Worker  Assistance  to  employers  who 
are  currently  paying  for  outplacement  services  in  the  private  sector. 

m 

THE  DISLOCATED  WORKER  SHOULD  NOT  BE  FORCED  TO  SETTLE  FOR 
SECOND  BEST. 

Recently,  a  worker  who  received  outplacement  services  from  both  a  state  Dislocated  Workers 
Transition  and  Adjustment  Workshop  and  a  private  outplacement  firm  made  the  following 
statement: 

Certainly  the  State's  presentation  contains  material  that  is  important  to  a 
displaced  worker.  However,  when  comparing  that  workshop  to  the  intensive 
three-day  program  that  I  participated  in  at  your  firm,  there  are  few  similarities. 
Not  only  does  the  firm's  material  show  how  to  emulate  a  successful  program 
already  developed  and  proven  effective,  but  the  entire  staff,  facilities,  and 
library  materials  are  made  available  as  well.  The  state  program  is  not  in  the 
same  league. 

Your  program  will  appeal  to  those  corporations  whose  concerns  for  their 
employees  goes  beyond  repeating  popular  slogans.  The  employer  that  actually 
believes  their  employees  are  their  most  valuable  asset  will  consider  more  than 
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a  sterile  "last  rites"  presentation.  Your  program  has  therapeutic  value  as  well 
as  the  "nuts  and  bolts"  necessary  to  secure  new  employment. 

We  would  simply  ask  this  committee  and  the  Department  of  Labor  why  there  should  be 
any  hesitation  at  all  to  save  money  and  provide  the  best  outplacement  service  possible? 

•  Does  the  Department  have  any  qualms  in  partnering  with  private,  for-profit  firms? 

•  Doesn't  the  Department  have  a  leadership  role  in  realizing  savings  and  providing  the  best 
service  possible? 

•  Does  the  Department  dispute  the  fact  that  the  expertise  and  capabilities  already  exist  in 
the  private  sector,  and  that  outsourcing  to  private,  for-profit  firms  is  the  most  cost- 
effective  way  to  provide  job  search  assistance  to  the  dislocated  worker? 

AS  MORE  CORPORATIONS  SEND  THEIR  WORKERS  TO  ONE  STOPS  AND  OTHER 
STATE  AND  LOCAL  PROGRAMS.  THE  AMERICAN  TAXPAYER  WILL  BE 
REQUIRED  TO  CARRY  AN  INCREASING  BURDEN  OF  SERVING  DISLOCATED 
WORKERS. 

As  more  corporate  employers  choose  to  send  their  workers  to  state  and  local  programs  and  take 
advantage  of  "no-fee",  publicly-funded  job  search  assistance,  the  American  taxpayer  will  be 
required  to  support  services  that  are  far  too  costly  and  inefficient. 

Greater  reliance  on  public  programs  like  Displaced  Worker  Assistance  will  not  solve  any 
problems;  rather,  it  will  create  a  bureaucracy  that  has  proven  itself  unable  to  deliver  the  services 
workers  deserve  and  should  have  access  to  through  the  private  sector.  The  natural  result  of  this 
will  be  the  creation  of  a  public  works  program  with  a  mandate  it  can  not  achieve. 
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There  is  no  valid  public  policy  reason  for  the  Department  to  reproduce  the  services  we 
offer.  It  misses  the  ready  opportunity  to  realize  significant  savings  by  partnering  with 
private  firms.  It  also  cheats  the  American  worker  by  denying  the  very  best  re-employment 
assistance  we  as  a  country  have  to  offer. 

The  Department  should  concentrate  its  efforts  on  improving  the  performance  of  those  programs 
that  are  intended  to  benefit  the  hard-core  unemployed.  Building  a  first-class  program  for  this 
group  is  challenge  enough  for  Secretary  Reich. 

THE  TAXPAYER  WILL  REALIZE  SIGNIFICANT  COST  SAVINGS  IF  THIS 
COMMITTEE  REQUIRES  THE  DEPARTMENT  OF  LABOR  TO  PARTNER  WITH 
THE  PRIVATE.  FOR-PROFIT  SECTOR  IN  THE  PROVISION  OF  JOB  SEARCH  AND 
OUTPLACEMENT  ASSISTANCE  TO  DISLOCATED  WORKERS. 

The  private  outplacement  industry  can  help  the  Department  of  Labor  realize  significant  savings 
and  offer  the  American  worker  quality  job  search  assistance.  At  a  time  when  the  public  is 
calling  for  a  balanced  budget  and  less  government,  it  is  most  appropriate  to  save  tax  dollars, 
reduce  costs,  and  improve  services. 

Private  outplacement  firms  place  90-plus  percent  of  the  workers  served  in  new  jobs  at  an  average 
cost  of  $700  per  worker.  The  current  system  of  service  provided  through  Dislocated  Worker 
Assistance  places  between  40  to  70  percent  of  the  workers  served  at  costs  between  $2,000  and 
$4,300  per  worker. 

This  Committee  should  direct  the  Department  of  Labor  to  stop  duplicating  the  job  search 
assistance  already  available  in  the  private  sector  and  to  outsource  services  to  outplacement 
firms.  Duplication  of  what  the  private  sector  does  is  a  loss  to  the  American  taxpayer  and 
the  dislocated  worker.  Partnering  with  the  private  sector  is  a  win  win  situation  for 
everyone  involved. 
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The  Association  of  Maternal  and  Child  Health  Programs' 
FY  1997  Appropriations  Justification 

For  over  60  years,  programs  within  the  Maternal  and  Child  Health  Sendees  Block  Grant  have 
helped  fulfill  our  nation's  strong  commitment  of  improving  the  health  of  all  mothers  and 
children.  The  Maternal  and  Child  Health  (MCH)  Services  Block  Grant  has  demonstrated  its 
ability  to  adapt  through  decades  of  change  by  responding  to  the  emergence  of  new  diseases, 
discovery  of  new  vaccines,  and  evolving  health  delivery  systems  while  still  fulfilling  its  core 
mission  of  improving  the  health  of  all  mothers  and  children.  Congress  has  remained  committed 
to  this  program  because  it  provides  basic,  proven,  preventive  care  to  a  vulnerable  population 
with  demonstrated  results  in  reducing  infant  mortality,  improving  birth  outcomes  and 
immunizing  and  screening  newborn  babies  to  prevent  life-threatening  diseases. 

Investment  in  programs  serving  pregnant  women  and  children  are  cost-effective,  preventive  in 
nature  and  result  in  improved  health  outcomes  for  mothers  and  children.  For  every  dollar 
invested  in  prenatal  care,  three  dollars  are  saved  in  subsequent  health  costs  for  the  care  of  a  low- 
birthweight  baby.  MCH  programs  also  invest  in  the  delivery  of  immunizations  to  children. 
Immunizations  are  widely  known  to  be  cost-effective,  and  for  every  dollar  spent  on  measles, 
mumps,  and  rubella  vaccine  $21  is  saved. 

Another  important  MCH  program,  newborn  screening,  prevents  chronic  diseases  and  disability 
through  early  detection,  diagnosis  and  treatment.  Currently,  nearly  all  4  million  newborns 
receive  screening  in  order  to  avert  tragic  health  consequences  from  genetic,  metabolic,  hearing 
and  other  disorders.  In  addition  to  newborn  screening,  MCH  programs  provide  early 
intervention  and  coordination  of  care  for  children  with  chronic  diseases  and  disabilities. 
Through  these  efforts,  children  are  able  to  function  more  independently  and  avoid 
institutionalization.  Florida  estimates  saving  $21,000  per  disabled  child  over  a  20  year  period. 
With  demonstrated,  preventive  programs  such  as  prenatal  care,  immunizations,  newborn 
screening,  and  care  for  children  with  disabilities,  the  MCH  Block  Grant  is  a  sound  investment 
for  the  health  of  children  and  pregnant  women. 

POPULATIONS  SERVED 

The  Maternal  and  Child  Health  Services  Block  Grant  directly  serves  over  15  million  women  and 
children.  Through  grants,  contracts,  or  reimbursements  to  private  and  public  sector  providers, 
state  MCH  programs  support  the  availability  and  accessibility  of  community'  health  and  family 
support  services,  especially  for  the  uninsured  and  underinsured  families.  Fiscal  Year  1994 
provisional  data  indicate  that  MCH  programs  supported  preventive,  primary,  and  speciality 
services  to: 

•  Approximately  1.5  million  pregnant  women; 

•  Almost  1 1  million  infants,  children  and  adolescents; 

Approximately  900,000  children  with  special  health  care  needs. 

In  addition  to  direct  service,  the  program  reaches  many  more  women  and  children  indirectly 
through  such  population-based  services  as  newborn  screening,  sudden  infant  death  syndrome 
(SIDS)  counseling,  lead  poisoning  prevention,  and  media  campaigns  that  offer  basic  information 
to  a  wide  segment  of  the  population  to  encourage  healthy  behaviors  among  women  and  children 
and  promote  preventive  health  care. 
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STATE  FLEXIBILITY  /  STATE  EXAMPLES 

States  benefit  from  the  broad  nature  and  flexibility  of  the  Maternal  and  Child  Health  Services 
Block  Grant.  The  block  grant's  flexibility  allows  states  to  pool  MCH  dollars  with  other  public 
and  private  sector  funds  to  collaborate  and  develop  new,  community-based  projects.  The  broad 
responsibility  and  function  of  the  program  allows  state  MCH  programs  to  address  the  unique 
health  needs  of  their  states'  population. 

Targeting  Resources 

One  of  the  program's  greatest  advantages  is  its  ability  to  target  resources  in  particular  cities  and 
towns.  Through  the  assessing  of  needs  of  the  MCH  population  and  tracking  health  status  over 
time,  states  can  respond  to  low  immunizations  rates  in  a  particular  county  or  high  blood  lead 
levels  in  children  living  in  a  specific  neighborhood. 

For  example,  the  MCH  Block  Grant  helps  reduce  birth  defects  along  the  Rio 
Grande  in  Texas,  while  also  expanding  access  in  underserved  communities 
in  Arkansas  by  contracting  with  pediatricians  to  staff  clinics.  In  Mississippi, 
children  with  chronic  diseases  and  disabilities  receive  surgeries  at  Jackson 
University  Medical  Center  and  follow-up  treatment  at  22  community-based 
sites.  The  Florida  MCH  program  has  had  success  in  improving  low-income 
women's  access  to  prenatal  care  in  cities  such  as  Miami,  St.  Petersburg,  and 
Sarasota.  The  state's  infant  mortality  rate  has  dropped  over  the  last  ten  years 
through  these  and  other  efforts. 

In  New  York,  Chicago,  Philadelphia,  Baltimore,  San  Francisco,  and  other 
cities  throughout  our  country,  new  factors  including  the  emergence  of  life- 
threatening  diseases  affecting  women  has  required  specific  efforts  to  address 
these  needs.  The  increase  spread  of  HIV  among  women  has  threatened  their 
health  and  the  health  of  their  babies.  Effective  coordination  of  MCH 
programs  with  Ryan  White  Titles  II  and  Title  IV  programs  has  enabled 
communities  to  better  respond  and  treat  women  in  order  to  decrease  the  risk 
of  infection  to  their  newborns.  In  the  next  several  months,  MCH  programs 
will  become  involved  in  assuring  counseling  and  testing  of  pregnant  women 
to  reduce  perinatal  transmission  of  HIV  infection. 

Addressing  New  Health  Delivery  Systems 

MCH  programs  must  also  address  a  rapidly  changing  health  care  system  to  assure  that  the  needs 
of  children  and  families  are  appropriately  addressed.  To  accomplish  this,  MCH  program 
expertise  assists  in  developing  managed  care  delivery  systems  that  effectively  assure  key 
preventive  maternal  and  child  health  needs. 

In  cities  such  as  Milwaukee,  the  state  MCH  program  has  played  a  key  role 
in  bringing  together  managed  care  executives,  Medicaid  officials,  physicians 
and  consumers  to  improve  the  health  of  women  and  children  who  are  AFDC 
Medicaid  recipients  enrolled  in  managed  care.  The  group  has  focused  on 
improving  the  responsiveness  of  the  Medicaid  HMO  system  for  the 
population,  simplification  of  Medicaid  eligibility  procedures,  and  the 
commitment  of  foundations  to  involve  families  in  funded  projects. 
Through  the  MCH  Block  Grant's  flexible  structure,  states  can  better  target 
the  health  needs  of  the  communities  and  respond  to  emerging  issues 
affecting  women  and  children. 
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FUNDING  FORMULA  /  SET-ASIDES 

The  MCH  Block  Grant  is  a  permanently  authorized  discretionary  federal  grant  program.  It's 
current  authorization  level  is  $705  million;  $678,866  million  was  appropriated  in  FY  96.  For 
appropriations  up  to  $600  million,  85%  of  the  appropriation  is  allocated  to  the  states,  and  15% 
is  "set-aside"  at  the  federal  level  for  demonstration,  research  and  training,  and  service  projects. 
For  appropriations  exceeding  $600  million,  1989  amendments  created  a  second  "set-aside"  of 
12.75%  to  fund  six  types  of  demonstration  projects:  home  visiting;  provider  participation; 
integrated  service  delivery;  non-profit  hospital  MCH  centers;  rural  programs;  and  community 
projects  for  children  with  special  health  care  needs.  States  match  3  dollars  for  every  four  federal 
dollars;  many  states  provide  additional  funds.  States  must  limit  administrative  costs  to  10%; 
maintain  state  MCH  funding  levels  at  1989  levels;  and  spend  30%  of  funds  on  preventive  and 
primary  care  for  children  and  adolescents,  and  30%  on  services  for  children  with  special  health 
care  needs. 

The  MCH  Block  Grant's  two  federal  discretionary  programs  or  "set-asides:  are  the  Special 
Projects  of  Regional  and  National  Significance  (SPRANS)  program  and  the  Community 
Integrated  Service  System  (CISS)  program.  SPRANS  grants  are  authorized  as  special  projects 
that  must  respond  to  national  needs  and  priorities,  have  regional  or  national  significance,  and 
demonstrate  some  way  to  improve  state  systems  of  care  for  mothers  and  children.  SPRANS 
funds  are  reserved  at  the  federal  level  for  the  purpose  of  supporting  projects  in  five  areas  of 
research,  training,  hemophilia,  genetic  diseases,  and  maternal  and  child  health  improvement 
projects.  SPRANS  grants  support  technical  assistance  training  and  research  policy  development 
centers  that  work  to  build  states'  maternal  and  child  health  infrastructure  and  develop  tools  and 
information  to  help  states  improve  the  health  status  of  pregnant  women  and  children.  While 
SPRANS  grants  focus  on  regional  and  national  priorities,  the  CISS  program  targets  communities 
through  increasing  the  capacity  for  service  delivery  at  the  local  level  and  fostering  formation  of 
comprehensive,  integrated,  community-level  service  systems  for  mothers  and  children. 

The  MCH  Block  Grant  must  address  a  continuing  demand  for  services  from  uninsured  and 
underinsured  women  and  children.  In  1994,  39.4  million  Americans  under  65,  or  17.3%,  lacked 
private  or  public  health  insurance,  and  one  quarter  (ten  million)  of  this  uninsured  population 
were  children.  There  is  a  clear  need  for  these  children  to  receive  preventive,  primary,  and 
speciality  care  provided  by  MCH  and  other  programs  to  address  critical  health  needs  that  may 
otherwise  go  unmet. 

FUNDING  RECOMMENDATION 

To  maintain  cost-effective,  preventive  public  health  services  protecting  all  our  nation's  mothers 
and  children,  the  Association  of  Maternal  and  Child  Health  Programs  recommends  an 
appropriation  of  $705  million  for  the  Maternal  and  Child  Health  Services  Block  Grant  for 
FY  1997.  While  AMCHP  recognizes  that  there  are  limited  federal  resources,  it  must  be  pointed 
out  that  the  block  grant's  appropriation,  in  constant  dollars,  has  declined  since  1980.  With 
sufficient  funding,  this  program  can  continue  to  play  a  vital  role  in  improving  the  health  status 
of  all  children  and  pregnant  women. 
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The  American  Dental  Hygienists'  Association  (ADHA)  is  pleased  to  submit  its 
recommendations  regarding  FY  1997  appropriations  for  the  Department  of  Health  and 
Human  Services  and  the  Department  of  Labor.  ADHA  is  the  largest  national  organization 
representing  the  professional  interests  of  the  more  than  100,000  registered  dental  hygienists 
(RDHs)  across  the  country.  Dental  hygienists  are  preventive  oral  health  professionals, 
licensed  in  dental  hygiene,  who  provide  primary  educational,  clinical  and  therapeutic  services 
supporting  total  health  through  the  promotion  of  optimal  oral  health. 

THE  NATION'S  ORAL  HEALTH 

Oral  health  is  fundamental  to  total  health.  As  former  Surgeon  General  C.  Everett 
Koop  noted,  "if  you  don't  have  oral  health,  you're  not  healthy."  Despite  recent  advances  in 
preventing  oral  disease  and  maintaining  oral  health,  oral  diseases  still  afflict  95%  of  all 
Americans.  Oral  Health  America/America's  Fund  for  Dental  Health  reports  that  20  million 
workdays  and  9  million  school  days  are  lost  annually  because  of  oral  health  problems. 

COST-SAVINGS  ASSOCIATED  WITH  PREVENTIVE  ORAL  HEALTH  CARE 

In  contrast  to  most  medical  conditions,  the  three  most  common  oral  diseases  —  dental 
caries  (tooth  decay),  gingivitis  and  periodontitis  (gum  and  bone  disease)  —  are  proven  to  be 
preventable  with  the  provision  of  regular  oral  health  care.  This  proven  ability  translates  into 
huge  cost  savings.  Each  $1  spent  on  preventive  oral  health  care  yields  $8  -  $50  in  savings. 
Because  of  this,  increased  access  to  the  preventive  oral  health  services  provided  by  dental 
hygienists  will  likely  result  in  decreased  oral  health  care  costs  per  capita  and,  more 
importantly,  improvements  in  the  nation's  oral  and  total  health. 
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ACCESS  TO  ORAL  HEALTH  CARE 

Despite  the  known  benefits  and  the  best  effectiveness  of  preventive  oral  health  care, 
the  Institute  of  Medicine  estimates  that  50%  of  Americans  do  not  receive  regular  oral  health 
care.  Improved  access  to  preventive  oral  health  care  services  can  be  achieved  through  the 
reduction  of  current  barriers  which  impede  the  maximum  utilization  of  dental  hygienists. 
The  preventive  oral  health  care  services  provided  by  dental  hygienists  are  now  largely 
available  only  in  private  dental  offices,  which  serve  only  about  50%  of  all  Americans  on  a 
regular  basis.  Currently,  direct  supervision  requirements  exist  in  approximately  half  of  the 
states.  These  requirements  largely  preclude  the  outreach  ability  of  dental  hygienists  to 
provide  oral  health  care  to  populations  such  as  the  elderly  in  long  term  care  facilities,  and 
others  whose  access  to  dental  care  is  limited  by  their  lack  of  mobility. 

ADHA  is  dedicated  to  creating  additional  access  points  for  the  delivery  of  oral  health 
care  services.  ADHA  views  the  rapidly  escalating  trend  toward  managed  care  as  an 
opportunity  to  improve  access  to  the  proven  benefits  of  preventive  oral  health  care.  Oral 
health  and  dental  hygiene  are  well  suited  to  managed  care  because  most  oral  disease  is  fully 
preventable  and  there  are  typically  fewer  referrals  to  specialists. 

Studies  have  shown  that  dental  hygienists  are  capable  of  providing  safe,  efficient  oral 
health  care  services  outside  of  private  dental  offices  without  the  direct  supervision  of  dentists 
and  some  states  do  recognize  that  there  is  simply  no  difference  in  the  quality  of  oral  health 
care  provided  by  dental  hygienists  in  a  private  dental  office  in  the  morning  and  in  a  nursing 
home  that  same  afternoon.  These  states  are  pioneering  less  restrictive  supervision 
requirements  in  an  effort  to  fully  utilize  dental  hygiene  professionals.  We  urge  this 
Subcommittee  and  all  Members  of  Congress  to  recognize  and  facilitate  this  trend. 

ADHA  COMMITMENT  TO 
IMPROVING  THE  NATION'S  ORAL  HEALTH 

Because  oral  health  is  a  vital  part  of  total  health,  ADHA  urges  this  Subcommittee  and 
all  Members  of  Congress  to  seize  every  opportunity  to  increase  access  to  cost-effective 
preventive  oral  health  services.  Any  effort  to  revamp  the  present  Medicaid  and  Medicare 
health  care  delivery  systems  or  to  advance  incremental  health  care  reform  legislation  should 
embody  as  one  of  its  goals  increased  access  to  preventive  oral  health  care  services.  The 
nation's  health  care  system  must  be  reoriented  to  focus  on  preventive  and  primary  care 
services  including  those  provided  by  dental  hygienists.  ADHA  stands  ready  to  work  with 
Members  of  Congress  to  improve  access  to  the  cost-effective  preventive  oral  health  services 
provided  by  dental  hygienists.  Because  oral  health  is  a  fundamental  part  of  total  health, 
removing  barriers  to  the  preventive  oral  health  care  services  provided  by  dental  hygienists 
will  result  in  better  health  for  the  nation. 

NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH 

The  National  Institute  of  Dental  Research  (NIDR)  is  one  of  the  thirteen  major 
biomedical  research  institutions  within  the  National  Institutes  of  Health.  NIDR  has  helped  to 
revolutionize  our  knowledge  of  preventive  health  care  by  identifying  the  causes  of 
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preventable  oral  diseases  and  the  appropriate  strategies  to  combat  them.  One  of  the  most 
successful  public  health  projects  in  history  -  water  fluoridation  ~  was  launched  51  years  ago 
as  a  result  of  research  conducted  by  NIDR's  very  first  director.  More  recently,  through 
NIDR  sponsored  research  we  have: 

•  developed  a  new  approach  to  the  treatment  of  tooth  decay  which  emphasizes 
dental  caries  as  a  bacterial  disease; 

•  made  progress  toward  a  vaccine  against  dental  caries  and  other  oral  infections; 

•  developed  a  mercury-free  dental  filling; 

•  improved  adhesive  sealants  to  protect  teeth  from  the  ravages  of  dental  caries; 

•  discovered  biomarkers  associated  with  tumor  growth  and  tumor  suppression 
associated  with  oral  cancer;  and 

•  demonstrated  the  importance  of  education  and  promotion  activities  in  assuring 
good  oral  health. 

NIDR's  work  in  dental  research  has  resulted  in  better  oral  health  for  the  nation  and 
has  helped  curb  the  increase  in  oral  health  care  costs.  ADHA  requests  that  the  Subcommittee 
appropriate  $198  million  in  FY  1997  funding  for  NIDR.  This  funding  level  will  not  only 
support  NIDR's  many  important  projects  but  will  help  hold  the  line  on  increases  in  oral 
health  care  costs. 

TITLE  VII  OF  THE  PUBLIC  HEALTH  SERVICE  ACT 

ADHA  joins  the  Association  of  Schools  of  Allied  Health  Professions  and  others  in 
calling  for  $10  million  for  allied  health  project  grants  and  $10  million  for  allied  health 
advanced-level  traineeships.  Although  allied  health  disciplines  constitute  approximately  60% 
of  the  health  care  work  force,  fiscal  year  1996  spending  on  these  allied  health  programs  was 
only  $3,437  million,  or  approximately  .000003%  of  total  federal  health  care  spending. 
ADHA  is  therefore  concerned  about  the  proposed  consolidation  of,  and  drastically  reduced 
funding  for,  these  and  other  health  professions  programs.  With  the  acknowledged  need  for 
cost-effective  primary  care  providers,  now  is  not  the  time  to  diminish  funding  for  and 
recognition  of  these  important  allied  health  programs. 

DISADVANTAGED  MINORITY  HEALTH  IMPROVEMENT  ACT 

ADHA  supports  full  funding  of  the  Disadvantaged  Minority  Health  Improvement  Act 
and,  in  particular,  funding  for  grants  to  health  professions  schools  to  assist  in  providing 
scholarships  to  individuals  from  disadvantaged  backgrounds.  This  program  was  created  to 
address  serious  problems  in  the  delivery  of  health  care  to  disadvantaged  minorities.  Full 
funding  is  critical  to  efforts  to  recruit  more  minorities  into  dental  hygiene  and  other  allied 
health  professions. 
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CENTERS  FOR  DISEASE  CONTROL 

The  Division  of  Oral  Health  within  the  National  Center  for  Chronic  Disease  and 
Health  Promotion  Prevention  funded  through  the  Centers  for  Disease  Control  (CDC)  is  a  key 
support  mechanism  for  state  dental  health  programs.  As  a  national  leader  in  dental  disease 
control  and  prevention,  the  Division  of  Oral  Health  provides  consultation,  training, 
promotional  and  educational  support,  disease  surveillance,  and  other  technical  services  to 
state  and  local  governments  and  other  professional,  educational  and  citizen  organizations. 
ADHA  requests  that  the  CDC  appropriation  include  funds  adequate  to  allow  the  Director  of 
CDC  to  allocate  $6  million  for  the  Division  of  Oral  Health  and  $6  million  for  the  Eradicating 
Caries  in  Children  program. 

FOOD  AND  DRUG  ADMINISTRATION'S  PROPOSED 
REGULATIONS  GOVERNING  THE  SALE  AND  DISTRIBUTION 
OF  NICOTINE-CONTAINING  CIGARETTES 
AND  SMOKELESS  TOBACCO  PRODUCTS  TO  CHILDREN  AND  ADOLESCENTS 

ADHA  wishes  to  take  this  opportunity  to  support  the  Food  and  Drug  Administration's 
(FDA)  regulations  governing  nicotine-containing  cigarettes  and  smokeless  tobacco  products  to 
children  and  adolescents.  As  preventive  oral  health  specialists,  dental  hygienists  know  full 
well  the  value  of  prevention.  Cigarette  and  smokeless  tobacco  use  creates  serious  —  and 
preventable  —  public  health  problems.  Allowing  the  FDA  to  regulate  tobacco  use  and  sales 
will  help  to  prevent  tobacco  addiction  and  resulting  morbidity  and  mortality. 

Nearly  one-third  of  high  school  seniors  now  smoke  and  smoking  among  8th  graders 
increased  30%  over  the  last  several  years.  Each  day,  more  than  3,000  young  people  begin  to 
smoke;  this  means  that  there  are  more  than  one  million  new  smokers  each  year.  Bold  steps 
-  including  the  decision  to  regulate  tobacco  -  are  needed  to  prevent  future  generations  from 
developing  an  addiction  to  nicotine-containing  tobacco  products.  Teenage  smoking  is  a 
significant  national  problem  that  requires  a  nationally-crafted  solution. 

ADHA  urges  members  of  this  Subcommittee  —  and  all  Members  of  Congress  —  to 
take  a  leadership  role  in  support  of  this  important  move  to  prevent  smoking.  We  simply  can 
not  afford  to  neglect  the  health  and  future  productivity  of  any  child. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH 

ADHA  urges  minimum  funding  of  $160  million  for  the  Agency  for  Health  Care 
Policy  and  Research  (AHCPR)  in  FY  1997.  ADHA  also  encourages  AHCPR  to  develop  an 
oral  health  research  agenda  focusing  on  preventive  oral  health  care  effectiveness,  quality  and 
outcomes  measures  for  the  preventive  oral  health  services  provided  by  dental  hygienists. 

OFFICE  OF  DISEASE  PREVENTION  AND  HEALTH  PROMOTION 

The  Office  of  Disease  Prevention  and  Health  Promotion  (ODPHP)  is  critical  to 
achieving  the  objectives  of  Healthy  People  2000,  the  national  prevention  strategy  used  by  the 
Federal  government  and  public  and  private  health  agencies  across  the  country.  Healthy 
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People  2000  sets  measurable  objectives  for  health  improvement  and  measures  our  progress  in 
meeting  those  objectives.  It  is  the  only  comprehensive  national  report  card  on  prevention 
and  health  and  it  forms  the  broad  objectives  for  every  Public  Health  Service  grant  and 
project. 

Given  the  increasing  emphasis  on  preventive  health  care,  it  would  be  incongruous  to 
abandon  the  country's  prevention  policy.  ADHA  urges  the  Subcommittee  to  provide 
continued  funding  of  $4,236  million  for  the  important  preventive  health  programs  of  ODPHP 
in  FY  1997. 

DEPARTMENT  OF  LABOR 
OCCUPATIONAL  SAFETY  AND  HEALTH  ADMINISTRATION 

ADHA  believes  that  the  Occupational  Safety  and  Health  Administration  (OSHA)  has 
an  important  role  to  play  in  promoting  employee  safety  in  the  workplace.  ADHA  has 
historically  supported  OSHA's  work  with  regard  to  the  dental  workplace,  including  OSHA's 
bloodborne  pathogens  standard,  which  governs  employers'  obligations  concerning 
occupational  exposure  to  the  Hepatitis-B  Virus  (HBV),  Human  Immunodeficiency  Virus 
(HIV)  and  other  bloodborne  pathogens,  and  OSHA's  hazard  communication  standard, which 
requires  the  development  of  material  safety  data  sheets  (MSDSs)  for  hazardous  chemicals  so 
that  workers  know  the  hazards  and  identities  of  the  chemicals  they  are  exposed  to  while 
working,  as  well  as  the  measures  they  can  take  to  protect  themselves.  More  recently  ADHA 
has  assisted  OSHA  in  the  development  of  an  ergonomic  standard.  ADHA  believes     and  the 
scientific  literature  supports  ~  the  work  relatedness  of  ergonomic  disorders,  such  as  carpal 
tunnel  syndrome,  among  dental  hygienists.  ADHA  urges  the  Subcommittee  to  appropriate 
monies  such  that  OSHA  will  be  able  to  promote  employee  safety  in  the  workplace,  including 
the  dental  hygiene  workplace. 

CONCLUSION 

ADHA  encourages  the  Subcommittee  to  continue  its  support  of  preventive  health 
programs  and  preventive  health  professionals  as  the  most  responsible  method  for  long-range 
reductions  in  national  health  care  expenditures.  ADHA  is  committed  to  working  with  this 
Subcommittee  —  and  all  Members  of  Congress  --  to  improve  the  nation's  oral  health.  We 
appreciate  the  opportunity  to  submit  our  views. 
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Chairman  Porter,   Members  of  the  Subcommittee: 

My  name  is  Robert  M.  Tobias,  and  I  am  the  National  President 
of  the  National  Treasury  Employees  Union  (NTEU) .  Thank  you  for  the 
opportunity  to  present  NTEU' s  views  concerning  the  Fiscal  Year  (FY) 
1997  funding  for  the  U.S.  Department  of  Health  and  Human  Services 
(HHS)  ,  and  the  Social  Security  Administration  (SSA)  ;  and  for  the 
opportunity  to  share  NTEU' s  critical  concerns  regarding  the  FY  '96 
appropriations  for  both  HHS  and  SSA. 

The  National  Treasury  Employees  Union  (NTEU)  represents  over 
150,000  federal  workers,  including  employees  in  HHS'  Office  of  the 
Secretary,  the  Administration  on  Aging,  the  Administration  for 
Children  and  Families,  the  Health  Care  Financing  Administration, 
the  Food  and  Drug  Administration,  the  Health  Resources  and  Services 
Administration,  and  other  HHS  divisions  including  the  Department's 
10  regional  offices.  NTEU  also  represents  the  attorney-advisors  at 
SSA' s  Office  of  Hearings  and  Appeals. 

Fiscal  Year  1996  Appropriations  for  HHS  &  SSA: 

As  you  know,  FY  '96  funding  for  both  HHS  and  SSA  had  not  been 
finalized  for  more  than  seven  months  of  the  1996  fiscal  year, 
forcing  the  Departments  to  continue  operations  under  drastically 
reduced  funding  levels  prescribed  by  the  numerous  enacted  short- 
term  continuing  resolutions. 

Since  the  fiscal  year  began  last  October,  thousands  of  federal 
employees,  including  those  at  HHS  and  SSA  were  twice  locked  out 
from  their  jobs.  With  the  first  furlough  lasting  five  days,  and 
the  second  lasting  an  unprecedented  21  days,  these  furloughs 
affected  three-quarters  of  a  million  federal  workers,  caused  great 
anguish  for  those  who  rely  on  government  services,  and  wasted  $1.5 
billion  in  taxpayer  monies.  Not  only  were  these  furloughs 
demoralizing  to  a  workforce  that  looks  out  for  the  well  being  of 
our  veterans,  our  senior  citizens  and  our  children;  they  also 
demonstrated  a  gross  lack  of  respect  for  federal  employees  and  were 
a  deadly  blow  to  the  public's  declining  confidence  in  its 
government . 

Thousands  of  federal  employees  were  forced  to  work  with  no 
guarantee  of  when  they  might  receive  their  pay  checks,  facing 
financial  hardships  as  rent,  car  payments  and  child  care  expenses 
came  due.  Over  350,000  federal  employees,  including  many  at  HHS 
and  SSA,  earn  less  than  $25,000  per  year.  With  more  than  half  the 
1996  fiscal  year  already  over,  the  threat  of  another  partial 
government  shutdown  and  the  uncertainty  of  numerous  stop-gap 
funding  measures  continued  to  create  extreme  anxiety  for  these  hard 
working  Americans . 

The  complete  social  and  economic  impact  of  these  shutdowns  has 
yet  to  be  determined,  however  some  effects  of  the  lack  of  finalized 
FY  '96  Appropriations  at  HHS  are  clear.     HHS  reportedly  lost  3.5 
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million  hours  of  work  because  of  the  shutdowns,  and  the  employees 
at  both  HHS  and  SSA  are  working  hard  to  reduce  the  backlogs  and 
struggling  to  make  up  for  lost  time.  The  uncertainty  of  operating 
under  13  continuing  resolutions  since  the  beginning  of  the  fiscal 
year  created  additional  burdens  not  only  for  the  state,  local,  and 
nonprofit  agencies  dependent  on  HHS  and  SSA  funding,  but  also  for 
the  citizens  who  rely  on  the  services  provided,  and  for  the 
employees  themselves. 

The  uncertainty  of  a  finalized  FY  ' 96  appropriations  forced 
the  agencies  to  suspend  critical  planning  decisions  and  actions, 
thereby  hampering  their  ability  to  provide  the  appropriate 
oversight  needed  to  ensure  that  several  critical  programs  operate 
in  a  fiscally  efficient  manner.  At  several  HHS  agencies  where 
employees  are  required  to  travel  in  order  to  ensure  the  appropriate 
federal  oversight,  and  to  interact  with  program  participants 
providing  on  site  technical  and  other  assistance,  employees  have 
been  desk  bound  for  much  of  the  fiscal  year.  Employees  were  forced 
counterproductively  to  "tread  water"  while  waiting  for  their  budget 
to  be  passed,  all  the  while  fearing  that  critical  programs  are 
about  to  be  sunk.  HHS  and  SSA  employees  have  faced  restrictions  on 
travel  and  off-site  meetings,  limited  office  supplies,  and  a 
further  demoralizing  blow  of  suspended  performance  bonuses,  among 
others.  At  HHS  Headquarters  here  in  Washington,  D.C.,  employees 
faced  cutbacks  on  employee  parking  and  the  closing  of  a  physical 
fitness  center  once  available  for  their  use.  Even  partnership 
initiatives  between  labor  and  management  came  to  a  stand-still. 

Despite  outstanding  efforts  on  the  part  of  many  committed 
employees,  the  reward,  as  a  consequence  of  the  budget  stalemate, 
has  thus  far  been  a  slap  in  the  face  by  the  denial  of,  not  simply 
a  reduction  of,  deserved  performance  awards.  The  opportunity  does 
exist  for  these  federal  employees  to  transform  the  federal 
workplace  into  one  where  employees  want  to  give  their  discretionary 
energy  because  they  are  excited,  challenged  and  empowered  by  their 
work.  The  demoralizing  impact  of  uncertain  appropriations,  the 
fear  of  further  furloughs,  combined  with  the  outright  denial  of 
performance  awards,  did  little  to  encourage  and  motivate  HHS's  and 
SSA' s  employees. 

Fiscal  Year  1997  Appropriations  for  HHS; 

The  Administration's  Fiscal  Year  1997  budget  request  for  HHS 
totals  $354  billion  in  outlays.  The  discretionary  portion  of  the 
HHS  budget  totals  approximately  $34  billion  in  budget  authority,  an 
increase  of  5  percent  over  the  FY  1996  level. 

With  a  few  minor  exceptions,  NTEU  generally  supports  the 
Administration's  budget  request  for  HHS.  The  budget  request 
attests  to  the  wide  impact  the  programs  administered  by  HHS  have  on 
the  nation,  and  some  very  difficult  choices  have  been  made.  In 
order   for  HHS   to   continue   to   improve   services   to   its  customers 
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today  and  in  the  future,  it  is  critical  that  adequate  funding  is 
provided  to  allow  the  dedicated  federal  workforce  to  increase 
efficiencies,  invest  in  new  technologies,  protect  against  waste, 
fraud  and  abuse,  and  advance  the  agenda  to  improve  the  nation's 
health  and  welfare. 

NTEU  is  particularly  concerned  about  the  decrease  in  the 
administrative  funds  requested  for  HHS's  Administration  for 
Children  and  Families  (ACF) ,  and  the  Administration  on  Aging  (AOA) . 
I  am  concerned  that  these  and  other  reductions  will  prevent  these 
agencies  from  accomplishing  their  program  missions  in  the  upcoming 
year.  With  increasingly  tight  federal  budget  constraints,  it 
becomes  more  and  more  imperative  that  every  federal  dollar  be  spent 
for  the  purpose  it  has  been  intended.  A  well  trained  and  effective 
federal  work  force  is  key  to  this  goal. 

Regarding  the  Administration's  request  for  ACF,  NTEU  strongly 
recommends  that  the  Subcommittee  go  beyond  the  budget  request  in 
order  to  ensure  sufficient  funding  for  ACF  employees  to 
successfully  do  their  jobs.  The  budget  request  for  ACF  calls  for 
$160  million  for  ACF  Federal  administration,  representing  an 
increase  of  approximately  $10  million  above  the  enacted  FY  '  96 
appropriation,  and  a  decrease  of  approximately  $2  million  below  the 
FY  '95  funding  level.  Mr.  Chairman,  I  urge  you  and  the  Members  of 
the  Subcommittee  to  restore  funding  for  critical  ACF  functions  at 
a  minimum  to  the  enacted  FY  '95  level,  in  order  to  ensure  adequate 
FTE  and  administrative  resources  necessary  for  ACF  to  fulfill  its 
mission . 

NTEU  has  a  similar  recommendation  regarding  FY  '97  funding  for 
HHS's  Administration  on  Aging  (AOA).  The  Administration  has 
requested  approximately  $16  million  for  federal  administration  of 
aging  services  programs,  approximately  the  same  as  the  FY  '95 
appropriation,  and  representing  an  increase  of  approximately  $1 
million  more  than  the  enacted  1996  appropriation.  Mr.  Chairman, 
adequate  funding  for  AOA  program  administration  is  essential  to 
ensuring  adequate  FTE  and  administrative  resources  for  the  agency 
to  effectively  and  efficiently  fulfill  its  federal  role. 

NTEU  supports  the  President's  request  for  the  Health  Care 
Financing  Administration  (HCFA) ,  and  the  Health  Resources  and 
Services  Administration  (HRSA) .  These  funding  requests  support 
HHS's  commitment  to  ensuring  quality  health  care  to  millions  of 
Americans .  NTEU  strongly  urges  the  Subcommittee  to  adopt  the 
Administration's  FY  '97  budget  recommendations  for  these  programs. 

NTEU  also  supports  the  budget  request  for  HHS's  Office  for 
Civil  Rights  (OCR) ,  and  urges  that  the  Subcommittee  adopt  the 
recommendation  of  $21,790  million  for  OCR,  roughly  the  same  as  the 
FY  '95  funding  level,  and  an  increase  of  approximately  $2  million 
more  than  the  enacted  FY  '96  appropriation.  OCR's  mission  is  to 
ensure    that    recipients    of    federal    funding    through   HHS    do  not 
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discriminate  against  program  beneficiaries.  As  the  civil  rights 
enforcement  arm  of  the  largest  civilian  department,  OCR  has  an 
enormous  responsibility  in  assuring  nondiscriminatory  access  to 
health  and  social  services  for  all  Americans.  Yet,  recently 
enacted  appropriations  and  past  Administration  funding  requests 
have  failed  to  recognize  its  importance  or  even  keep  pace  with  its 
workload  and  staffing  requirements. 

The  Office  of  Civil  Rights  has  been  steadily  downsized.  In 
Fiscal  Year  1993,  it  was  announced  that  all  new  and  replacement 
hiring  had  been  suspended,  career  promotions  and  performance  awards 
were  eliminated  and  the  threat  of  furloughs  hung  like  weights  over 
employees'  heads.  Much  of  this  has  carried  through  to  the  present 
fiscal  year  and  serious  concerns  remain  for  this  small  yet  vitally 
important  agency.  Continuing  budget  shortfalls  have  resulted  in 
further  threats  of  hiring  and  promotion  freezes,  as  well  as  efforts 
to  move  staff  to  other  divisions  to  avoid  devastating  furloughs  and 
reductions  in  force. 

The  experiences  of  OCR  are  particularly  relevant  as  the 
Department  undertakes  yet  another  effort  to  downsize  its  work 
force.  It  is  of  great  concern  to  this  Union  that  the  problems 
experienced  in  OCR  not  be  magnified  and  spread  to  other  HHS 
divisions,  and  I  urge  the  Subcommittee  to  approve  at  a  minimum,  the 
Administration's  FY  '97  request  for  OCR. 

Fiscal  Year  1997  Appropriations  for  SSA: 

The  President's  budget  request  for  SSA  includes  a  limitation 
on  administrative  expenses  of  $6,072  billion,  which  includes  $300 
million  for  investment  in  the  agency's  state-of-the-art  computing 
network.  NTEU  supports  the  Administration's  FY  '97  request  for 
SSA,  which  also  provides  critically  needed  funding  for 
administrative  expenses  associated  solely  with  the  disability 
determination  program;  and  funding  needed  for  administrative 
expenses  to  implement  reforms  of  the  SSI  program. 

Over  the  last  decade,  SSA' s  workforce  declined  by  22%  while 
its  key  workloads  have  continued  to  escalate.  The  recognition  that 
SSA  requires  additional  staff  to  accomplish  its  mission  is  long 
overdue.  The  Administration's  request  to  add  an  additional  $300 
million  for  SSA  to  continue  its  five-year  investment  in  automation 
should  be  maintained.  The  Administration's  FY  '97  requested 
increase  for  disability  investment  funding  is  also  greatly  needed. 

In  recent  years,  the  Social  Security  Administration  has 
experienced  two  major  problems  in  its  disability  program  --  a 
substantial  backlog  of  disability  cases  at  the  hearings  level,  and 
the  lack  of  an  effective  Continuing  Disability  Review  program. 
After  a  brief  but  intensive  period  of  study,  SSA  announced  its  plan 
for  a  completely  redesigned  disability  claims  process.  This  plan, 
the    Disability    Process    Redesign    Plan,     calls    for  revolutionary 
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changes  in  the  claims  process  and  in  SSA  organization.  The 
Redesign  Plan  envisions  a  new  decisional  methodology,  new 
disability  criteria,  substantial  organizational  changes,  and  a 
total  reliance  on  state-of-the-art  information  processing 
technology. 1  Additionally,  the  Redesign  Plan  anticipates  the 
Social  Security  Administration  setting  the  standards  governing  all 
public  and  private  disability  programs.  However,  this  Plan  fails 
to  deal  with  either  of  the  major  problems  affecting  the  disability 
system,  the  backlog  and  the  lack  of  Continuing  Disability  Reviews. 
The  Redesigned  Disability  Process  is  not  a  backlog  reduction  plan 
and  admittedly  cannot  efficiently  operate  until  the  backlog  problem 
is  solved. 

Backlog  reduction  cannot  be  entirely  ignored,  and  is  being 
dealt  with  through  the  implementation  of  the  separate  and  much  more 
focused  Short  Term  Disability  Project.  The  Short  Term  Disability 
Plan  has  increased  usage  of  computer  technology  in  decision  writing 
by  current  employees  (including  Administrative  Law  Judges) ;  has 
increased  decision  writing  capacity  by  hiring  several  hundred  term 
attorneys  to  draft  Administrative  Law  Judge  decisions,  and  by 
diverting  agency  personnel  from  their  normal  duties  to  those  of 
decision  writing.  Most  importantly,  however,  it  has  created  and 
staffed  the  Senior  Attorney  position  from  its  most  experienced 
staff  attorneys  and  entrusted  them  to  review  cases  which  have  a 
high  probability  of  payment  and  award  benefits  to  those  individuals 
who  are  in  fact  disabled,  without  the  cost  and  time  necessary  for 
an  Administrative  Law  Judge  Hearing.  The  Short  Term  Disability 
Plan  provides  SSA  with  a  greater  number  of  decision  makers  without 


1While  the  statutory  definition  of  disability  is  purportedly  unchanged,  the 
redesigned  process  entails  establishing  new  criteria  by  which  disability  will  be 
determined  and  a  completely  new  disability  decisional  methodology.  This  has  a 
substantial  and  direct  effect  on  the  ultimate  decision  of  whether  an  individual  is 
disabled  and  therefore  may  have  a  direct,  and  possibly  catastrophic  effect  on 
disability  program  costs.  SSA  contends  that  program  costs  will  be  unaffected  by  the 
redesign  because  the  statutory  definition  of  disability  has  not  been  changed.  This 
is  a  contention  that  should  be,  but  has  not  been,  carefully  tested  before 
implementation  of  the  redesigned  disability  system. 

The  redesigned  disability  system  is  predicated  on  the  installation  of  the 
Intelligent  Work  Station/Local  Area  Network  (IWS/LAN)  hardware  and  software 
components,  and  the  decision  support  features  of  the  Redesigned  Disability  System. 
Yet,  SSA  does  not  anticipate  installation  of  the  IWS/LAN  to  be  complete  until  Fiscal 
Year  1998.  SSA  further  admits  that  additional  technological  support  beyond  the 
IWS/LAN  is  needed. 

The  redesigned  process  would  eliminate  a  claimant's  right  to  an  administrative 
appeal  of  an  Administrative  Law  Judge's  decision,  thereby  forcing  claimants  to 
immediately  appeal  in  the  U.S.  District  Courts.  This  was  done  without  sufficient 
consultation  with  other  agencies  impacted  by  the  disability  system  or  conducting 
testing  to  determine  the  effect  both  upon  the  Federal  Court  System  and  the 
disability  process.  Not  surprisingly,  both  the  Department  of  Justice  and  the  Courts 
have  expressed  strong  opposition  to  any  change  that  will  in  fact  significantly 
increase  the  number  of  appeals  into  the  Court  system.  Both  recommended  careful 
testing  of  the  elimination  of  the  right  of  appeal  to  the  Appeals  Council. 
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the  enormous  cost  of  hiring  additional  Administrative  Law  Judges. 
Original  fears  that  the  process  would  result  in  "paying  down  the 
backlog"  have  proved  groundless.  Experience  demonstrates  that  the 
payment  rate  of  these  Senior  Attorneys  is  approximately  30%,  while 
the  payment  rate  by  ALJs  of  the  cases  reviewed  and  not  paid  by  the 
Senior  Attorneys  remains  at  60%.  The  overall  payment  rate  at  OHA 
has  actually  declined  since  the  onset  of  the  Short  Term  Disability 
Project . 

While  the  payment  rate  has  gone  down,  productivity  has 
increased.  Prior  to  the  Short  Term  Disability  Project  the  OHS 
backlog  grew  at  about  10,000  cases  per  month.  Since  the  Short  Term 
Disability  Project  there  has  been  a  decline  in  the  rate  of  growth 
of  the  backlog,  and  in  the  last  several  months,  the  disability 
backlog  has  actually  decreased.  This  decline  has  occurred  despite 
the  fact  that  OHA  receipts  continue  at  a  record  level. 

NTEU  is  concerned  that  those  responsible  for  the 
implementation  of  the  Disability  Process  Design  are  trying  to 
rectify  the  Agency's  oversight  pertaining  to  the  disability 
backlog,  justify  the  scope  of  the  changes  contemplated  by  the 
Redesign  Plan,  and  validate  its  concepts  by  tailoring 
implementation  of  the  Redesign  Plan  to  the  task  of  backlog 
reduction.  This  can  only  be  done  through  immediate  implementation 
of  various  parts  of  the  Plan  without  the  creation  of  a  proper 
foundation  (i.e.,  the  state-of-the-art  information  processing 
systems  which  the  Redesign  Plan  emphasized  was  essential  to  the 
success  of  the  plan) .  Furthermore,  prudent,  detailed  and  extensive 
testing  of  the  innovative  aspects  of  the  Plan  is  incompatible  with 
immediate  implementation.  This  lack  of  testing  and  the  failure  to 
create  a  proper  foundation  subjects  the  entire  disability  process 
to  risks  of  even  greater  inefficiency,  greatly  increased  program 
costs,  and  failure  to  provide  the  level  of  service  to  which  the 
disabled  and  the  American  public  are  entitled. 

The  potential  consequences  of  the  premature  implementation  of 
the  Disability  Process  Redesign  Plan  are  clearly  demonstrated  by 
the  faltering  implementation  of  the  Adjudication  Officer  (AO) 
provisions  of  the  plan.  The  AO  provision  of  the  plan  was  designed 
to  facilitate  the  timely  development  of  medical  evidence  in  the 
determination  of  a  disability  claim.  Implementation  of  the 
Adjudication  Officer  program  began  in  October  1995  despite  the  fact 
that  few,  if  any,  of  the  "essential"  enablers  were  in  place.  The 
plan  was  to  conduct  "tests"  for  a  brief  period  of  time  and  then 
quickly  roll  into  general  expansion  of  the  project.  That 
expansion,  which  was  originally  to  begin  in  March  1996,  was 
estimated  to  consist  of  the  addition  of  10  AO  sites  a  month  until 
over  2  00  were  in  place.  SSA  has  constantly  downplayed  the 
necessity  of  testing  this  radically  new  process,  and  made  it  quite 
clear  that  the  purpose  of  the  testing  was  not  to  establish  the 
viability  of  the  Adjudication  Officer  process,  but  to  determine  the 
best  way  to   implement   it.      When  Commissioner  Chater  adopted  the 
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Disability  Process  Redesign  Plan,  which  included  the  Adjudication 
Officer  process,  the  issue  of  whether  the  Adjudication  Officer 
process  was  viable  was  decided  by  SSA' s  decision  to  implement  the 
Plan.  Fortunately,  the  Office  of  Management  and  Budget  was  not  as 
optimistic  about  the  predetermined  success  of  the  Adjudication 
Officer  process  and  demanded  a  more  extensive  testing  process  than 
SSA  had  desired. 

Not  surprisingly,  implementation  has  not  gone  well.  There 
were  the  inevitable  "start-up  problems".  Inevitable  at  least  when 
less  than  six  weeks  were  allotted  to  find,  secure,  design,  and 
furnish  office  sites.  Inevitable  when  one  cannot  supply  adequate 
system  support,  or  for  that  matter,  adequate  telephone  support 
(which  is  the  case  in  the  least  one  site.)  Inevitable  when  one 
selects  participants  who  lack  the  requisite  education  and  skills  to 
perform  the  tasks  demanded,  and  then  fails  to  provide  adequate 
training.  Inevitable  when  the  computer  system,  the  new  decisional 
methodology,  the  new  disability  criteria,  and  the  entire  initial 
determination  process  envisioned  in  the  Redesign  are  not  yet  in 
place.  Inevitable  when  the  task  set  (backlog  reduction)  was 
admittedly  outside  the  capabilities  of  the  Redesign  even  in  its 
conceptual  stage. 

SSA  has  lavished  fiscal  and  human  resources  on  the  Disability 
Process  Redesign  for  nearly  two  years  with  virtually  nothing  to 
show  for  it.  Not  surprisingly,  SSA  has  published  no  statistics  for 
public  consumption  regarding  the  productivity  of  the  Redesign. 
According  to  SSA,  it  is  too  early  in  the  project  to  have  meaningful 
results.  The  lack  of  statistics  is  remarkable  for  an  agency  such 
as  SSA  which  began  publishing  productivity  statistics  for  the  Short 
Term  Disability  Project  even  before  it  was  implemented.  Currently, 
plans  to  roll  out  the  200+  AO  sites  have  been  delayed  indefinitely. 
However,  SSA,  undaunted,  is  rushing  headlong  into  the 
implementation  of  the  Single  Decision  Maker  position  which  will 
deal  with  the  far  more  numerous  initial  determinations.  None  of 
the  enablers  are  in  place  for  this  portion  of  the  plan. 

The  Short  Term  Disability  Project  is  a  "little  program" 
without  the  pretensions  of  the  "radical"  redesign  of  the  Disability 
Process  Redesign  and  without  the  huge  overhead  and  expenditures  of 
Disability  Process  Redesign.  Despite  the  fierce  opposition  by  some 
SSA  employees  who  put  "turf"  in  front  of  service  to  the  public,  the 
Short  Term  Disability  Project  has  contributed  and  is  contributing 
to  a  significant  turnaround  in  case  processing  at  SSA  in  spite  of 
the  huge  drain  of  Agency  resources  by  the  Disability  Process 
Redesign.  The  Agency  would  better  serve  the  taxpayers  and  the 
public  by  redirecting  its  resources  from  the  premature 
implementation  of  the  Disability  Process  Redesign  to  the  Short  Term 
Disability  Program  which  is,  after  all,  specifically  designed  to 
eliminate  the  case  backlog.  The  Disability  Process  Redesign  was 
not  designed  to  eliminate  the  backlog,  it  was  only  designed  to 
operate  if  there  was  no  backlog! 
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NTEU  recommends  that  the  Short  Term  Disability  Project  be 
continued  until  it  successfully  accomplishes  its  goal  or  is 
replaced  by  an  alternative  and  equally  effective  plan.  SSA  should 
recognize  the  propriety  of  the  adjudicatory  process  at  the 
appellate  level,  and  should  facilitate  that  process  rather  than 
abolish  it. 

SSA  should  be  instructed  to  build  on  its  successes  by 
expanding  the  role  of  the  Senior  Attorney  to  include  the  authority 
to  review  and  decide  continuing  disability  review  cases  (CDRs) . 
This  significant  workload  has  not  been  appropriately  dealt  with  by 
SSA  for  years,  and  the  Disability  Process  Redesign  plan  has  not 
been  designed  to  deal  with  the  problem  of  CDRs  either. 

•  NTEU  urges  the  Subcommittee  to  support  SSA' s  Short  Term 
Disability  Project  as  the  prudent,  proven  and  effective 
method  for  solving  the  disability  backlog  crisis. 

•  NTEU  urges  that  SSA  be  instructed  to  independently  re- 
evaluate the  viability  and  focus  of  its'  Disability 
Process  Redesign  Plan,  and  not  proceed  with  that  plan 
until  all  of  the  necessary  enablers  (including  the 
technological  changes)  are  in  place.  At  that  point,  it 
should  be  conducted  in  a  prudent,  well  considered,  manner 
with  valid  testing  procedures  to  ensure  the  viability  of 
each  part  of  the  plan. 

•  NTEU  urges  this  Subcommittee  to  direct  SSA  to  build  on 
its  successes  in  the  Short  Term  Disability  Plan  by 
expanding  the  role  of  the  Senior  Attorney  to  include  the 
authority  to  review  and  decide  continuing  disability 
review  cases . 


Conclusion : 

At  HHS,  administrative  costs  account  for  less  than  2.5%  of  the 
department's  total  outlays.  While  I  recognize  the  difficulty  posed 
by  the  drastic  8%  decrease  in  the  Subcommittee's  602b  allocation 
for  FY  '96,  I  encourage  the  Subcommittee  to  take  this  important 
fact  into  consideration.  Further  downsizing  at  HHS  and  SSA  is  not 
necessary,  and  I  urge  this  Committee  to  carefully  consider  the 
impact  of  further  FTE  reductions  on  the  department's  ability  to 
effectively  fulfill  its  federally  mandated  mission.  If  additional 
FTE  reductions  are  considered,  I  urge  Congress  to  re-implement 
employee  buyouts  as  a  important  tool  to  achieving  any  FTE  reduction 
goals . 

NTEU  urges  the  Subcommittee  to  support  SSA's  Short  Term 
Disability  Project  as  the  prudent,  proven  and  effective  method  for 
solving  the  disability  backlog  crisis.  NTEU  further  urges  that  SSA 
be  instructed  to  independently  re-evaluate  the  viability  and  focus 
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of  its  Disability  Process  Redesign  Plan,  and  not  proceed  with  that 
plan  until  all  of  the  necessary  enablers  (including  the 
technological  changes)  are  in  place  --  and  then,  only  in  a  prudent, 
well  considered,  manner  with  valid  testing  procedures  to  ensure  the 
viability  of  each  part  of  the  plan.  Finally,  NTEU  urges  this 
Subcommittee  to  direct  SSA  to  build  on  its  success  in  the  Short 
Term  Disability  Plan  by  expanding  the  role  of  the  Senior  Attorney 
to  include  the  authority  to  review  and  decide  continuing  disability 
review  cases. 

As  a  result  of  significant  staff  reductions  and  insufficient 
appropriations  in  recent  years,  HHS  and  SSA  employees  have 
consistently  been  asked  to  accomplish  more  with  less,  and  have  been 
asked  to  give  more  and  receive  less  in  return.  Federal  employees 
have  arguably  given  more  toward  deficit  reduction  efforts  than  any 
other  single  group  in  the  past  decade,  and  I  strongly  believe  that 
it  is  important  that  any  reorganization  effort  result  in  increased 
efficiency  and  effectiveness  in  serving  the  public  rather  than 
merely  moving  the  boxes  around. 

The  bombing  of  the  Oklahoma  City  Federal  Building  one  year  ago 
showed  federal  employees  for  what  they  are  real  human  beings  who 
work  hard  at  their  jobs,  have  children  in  day  care,  and  homes  to 
maintain  and  bills  to  pay  like  other  Americans.  Yet,  less  than  a 
year  after  this  unspeakable  tragedy,  federal  workers  were  twice 
furloughed,  made  to  work  without  pay  and  treated  as  little  more 
than  nameless,  faceless  bureaucrats  undeserving  of  common  decency 
and  respect.  In  the  interest  of  fiscal  soundness,  NTEU  urges  the 
committee  to  provide  adequate  FY  ' 97  appropriations  for  both  HHS 
and  SSA  so  as  to  allow  the  federal  employees  at  these  agencies  to 
successfully  do  their  jobs. 

Mr.  Chairman,  as  deliberations  continue  on  the  Agencies'  FY 
'97  budgets,  I  urge  you  to  make  the  important  investments  I've 
discussed  where  the  return  far  exceeds  the  costs.  I  strongly  urge 
the  Subcommittee  to  keep  NTEU' s  comments  in  mind  as  we  share  what, 
I  believe,  is  a  mutual  desire  to  increase  the  productivity  of  the 
federal  workforce .  NTEU  asks  you  to  approve  adequate  funding  for 
these  critical  HHS  and  SSA  concerns  that  represent  a  wise 
investment  in  the  future  health  and  well  being  of  the  United 
States . 

NTEU  and  its  members  remain  eager  to  work  with  the  Congress  to 
fashion  a  federal  government  that  best  serves  the  American 
taxpayers  and  service  beneficiaries.  Again,  I  thank  the 
Subcommittee  for  the  opportunity  to  share  our  views  on  the 
important  issues  facing  the  Social  Security  Administration  and 
Department  of  Health  and  Human  Services,  and  I  look  forward  to 
working  with  you  as  the  Congress  addresses  difficult  choices 
relating  to  the  FY  '97  appropriations. 
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I  want  to  thank  the  Chairman  and  the  members  of  the 
committee  for  the  opportunity  to  submit  this  testimony.  The 
National  Fuel  Funds  Network  (NFFN),  which  I  represent  as 
Chairperson,   supports  adequate  funding  for  the  Low  Income 
Home  Energy  Assistance  Program  (LIHEAP)  at  no  less  than 
$  1.319  billion  for  FY  97. 

The  National  Fuel  Funds  Network  is  a  membership 
organization  comprised  of  over  210  dues  paying 
representatives  of  private  fuel  and  energy  assistance  funds, 
community  action  agencies,   social  service  organizations, 
utility  companies,   trade  associations  and  private  citizens. 
Our  member  organizations  are  located  in  44  states  and  the 
District  of  Columbia.  The  NFFN  is  concerned  with  the  ongoing 
energy  crisis  that  is  being  experienced  by  the  poor  of 
America. 

Fuel  funds  are  organizations  that  raise  private  money  in 
their  local  communities  to  help  low-income  households  pay 
their  home  energy  bills.  Fuel  funds  come  in  many  different 
shapes  and  sizes.  They  range  from  small  church  groups  which 
distribute  hundreds  of  dollars  in  a  single  neighborhood  to 
large,   independent  organizations  which  distribute  millions  of 
dollars  across  a  state.  Fuel  funds  can  be  a  division  of  a 
large,   social  service  agency  or  they  can  be  operated  by  an 
energy  company. 

Whatever  their  form,   fuel  funds  were  developed  to 
address  the  needs  of  the  poor  who  are  unable  to  pay  their 
home  energy  bills.  They  all  raise  and  distribute  private 
sector  monies  and  they  all,   inevitably,   discover  that  the 
resources  they  manage  and  the  resources  provided  by  LIHEAP, 
are  inadequate.  As  a  consequence,   fuel  funds  become  involved 
in  attempting  to  increase  the  resources  available  to  help  the 
poor  meet  their  energy  needs. 

Together  the  286  plus  fuel  and  energy  assistance  funds 
that  have  developed  in  the  last  seventeen  years  raise  private 
energy  assistance  dollars  at  the  local  level  to  supplement 
inadequate  LIHEAP  funding.  Nationally  fuel  funds  make  heating 
and  cooling  bill  assistance  payments  of  over  $  68  million 
dollars  each  year  on  behalf  of  some  533,000  families.  These 
payments,  while  vitally  needed,   are  quite  small  in  comparison 
to  the  $  1  billion  in  FY  96  LIHEAP  funding.  The  families 
served  by  fuel  funds  rank  among  the  "poorest  of  the  poor"  in 
America;     the  majority  have  annual  household  incomes  of 
$  10,000  or  less. 

As  LIHEAP  funding  continues  to  decrease  other  sources  of 
payment  assistance,  such  as  private  fuel  and  energy 
assistance  funds,  have  taken  on  increased  importance  to  fill 
the  gap  between  the  need  for  assistance  and  available  federal 
funds.  Some  may  suggest  that  private  fuel  funds  and  other 
charitable  contributions  will  make  up  the  deficit  resulting 
from  further  cuts  in  LIHEAP  funding.  Others  will  point  to 
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fuel  funds  as  an  example  of  the  kinds  of  help  that  could 
potentially  take  the  place  of  LIHEAP.  As  thankful  as  we  are 
for  the  continued  generous  response  from  our  private  donors 
across  the  country,  we  are  painfully  aware  that  our  efforts 
still  fall  far  short  of  the  need.   It  is  apparent  upon  review 
of  the  relative  funding  levels  listed  above  that  privately 
raised  energy  assistance  dollars  can  only  supplement  LIHEAP 
dollars  and  can  never  take  the  place  of  federal  energy 
assistance  funds. 

LIHEAP  remains  the  largest  source  of  energy  assistance 
for  low- income  Americans.  Over  5.6  million  American  families 
rely  on  LIHEAP  to  help  them  make  it  through  the  cold  of 
winter  or,  while  Energy  Crisis  monies  are  available,  to  help 
them  through  the  heat  of  summer.   It  is  for  this  reason  that 
the  NFFN  was  alarmed  and  appalled  to  learn  that  the  recent 
conference  agreement  provided  a  rescission  of  $  100  million 
in  previously  appropriated  1996  funding  as  recommended  in  the 
House  and  Senate  appropriation  bills.  The  conference 
agreement  also  did  not  provide  advance  fiscal  year  1997 
funding  for  the  LIHEAP  program,   the  same  as  the  House  bill 
and  $  1  billion  less  than  the  Senate  bill. 

The  unavailability  of  LIHEAP  funding  during  periods  of 
prolonged  and  extreme  winter  weather,   as  experienced  this 
year,  would  result  in  nearly  six  million  needy  families  being 
left  virtually  "out  in  the  cold"  next  winter.  Likewise, 
further  cuts  to  an  already  underfunded  program  would  also 
have  a  devastating  effect  on  the  poor  of  our  country.  Nearly 
50%  of  LIHEAP  recipient  households  have  average  annual 
incomes  of  less  than  $  6,000.  Over  72%  of  LIHEAP  recipient 
households  have  average  annual  incomes  at  or  below  $  8,000 — 
about  only  $  2,800  per  family  member  on  the  average.  We  can 
better  understand  the  difficult  decisions  facing  LIHEAP 
recipients  if  we  imagine  how  hard  it  would  be  just  to  feed 
oneself  with  this  amount —  which  is  less  than  $  8  per  day  — 
and  also  pay  for  housing,  heat  and  other  essentials. 

In  1994,   the  last  year  in  which  national  data  are 
available,   5.6  million  households  received  assistance  from 
LIHEAP.  Of  those  households,   1.6  million  (28%)  contained  at 
least  one  elderly  resident,   1.1  million  (19%)  contained  a 
person  with  disabilities  and  2.8  million  (50%)  included  a 
child  under  the  age  of  eighteen. 

While  the  energy  crisis  of  the  late  1970' s  is  over  for 
most  Americans,  the  energy  crisis  continues  for  low  income 
Americans.   In  1995,  The  National  Consumer  Law  Center  (NCLC) 
reported  that  over  20  million  low- income  Americans  are 
burdened  by  unaffordable  energy  bills.  The  NCLC  report  also 
concluded  that,   for  the  period  of  1988  to  1992,  energy  prices 
increased  at  a  rate  faster  than  the  growth  in  income  of  poor 
families.  During  the  same  period,  the  average  heating  benefit 
for  LIHEAP  households  decreased. 
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More  often  than  not,   the  receipt  of  assistance  to  pay 
utility  bills  can  mean  the  difference  between  households 
having  a  safe  and  warm  winter  season,  or  suffering  deadly 
consequences.  When  some  of  the  families  who  had  experienced  a 
periodic  loss  of  their  heating  utility  were  asked  what  they 
did  for  heat  when  they  had  a  heat  interruption,   54%  of  the 
households  said  they  were  not  able  to  heat  their  home. 
Thirty-nine  percent  reported  that  they  heated  one  or  two 
rooms  with  another  heat  source  such  as  a  fireplace,  cooking 
stove  or  portable  heater.  Over  a  million  households  reported 
using  a  cooking  stove  to  keep  warm —  clearly  a  fire  hazard. 

More  often  than  not,  the  receipt  of  assistance  to  pay 
utility  bills  can  also  make  a  difference  in  the  quality  of 
life  for  low-income  households.   In  recent  years,  increasing 
national  attention  has  been  focused  on  education,  yet  low- 
income  children  are  still,  however,   less  likely  to  receive  a 
good  education.   In  a  study  entitled  "  A  Road  Oft  Taken: 
Unaffordable  Home  Energy  Bills,  Forced  Mobility  and  Childhood 
Education  in  Missouri"  Roger  D.  Colton  explored  the 
interconnection  between  two  seemingly  unrelated  problems  in 
rural  Missouri  households:  unaffordable  home  energy  bills  and 
poor  educational  attainment.  His  findings  conclude  that  a 
substantial  portion  of  the  low-income  population  is 
"frequently  mobile"  over  a  five  year  period;  that  one  primary 
cause  of  this  frequent  mobility  is  the  unaf f ordability  of 
home  energy  bills,   including  home  heating  and  electricity; 
and  that  the  frequent  mobility  creates  problems  for  both  the 
students  in  these  mobile  households  and  for  the  teachers  and 
schools  who  seek  to  educate  those  students. 

The  winter  of  1995-96  was  marked  by  record  low 
temperatures,  prolonged  periods  of  severe  weather  and  record 
snow  falls  in  many  areas  of  the  country.  Despite  experiencing 
one  of  the  coldest  winters  in  recent  times,   state  LIHEAP 
administrators  were  hampered  by  funding  uncertainty.  With 
Congress  unable  to  pass  a  full  year,   1996  appropriations 
bill,   LIHEAP  funds  were  released  in  small  portions,  thus 
hampering  the  States'   ability  to  help  families  throughout  the 
winter. 

In  Missouri,   for  example,  the  winter  heat  grant  program 
closed  on  February  29,  nearly  a  month  earlier  than  normal.  As 
a  result,   8,000  eligible  households  who  received  a  LIHEAP 
grant  in  1995  were  eliminated  from  the  1996  program.  These 
excluded  households  represent  a  decrease  of  7%  from  the  prior 
year  and  a  cumulative  decrease  of  15%  from  1994  when  126,000 
Missouri  low- income  households  received  LIHEAP  assistance. 
The  void  of  public  energy  assistance  funds  resulted  in  more 
families  in  crisis  looking  to  private  sources  of  assistance. 
In  St.  Louis,  Missouri,  Dollar-Help,   Inc.  experienced  a  34% 
increase  in  requests  for  assistance  as  compared  to  the  prior 
year  through  April  16,  1995. 
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In  Minnesota,  the  number  of  approved  LI HEAP  applications 
decreased  26%  compared  to  the  prior  year  because  of  a  lack  of 
funds.  Similarly,   the  average  grant  size  also  decreased.  In 
1995,  the  average  Minnesota  heat  grant  was  $  420;  as  of  March 
15,   1996,   that  average  had  fallen  to  around  $  250. 

In  North  Carolina,   the  LIHEAP  program  was  delayed  until 
November  15,   1995  from  October  1st  because  of  funding 
uncertainty.  As  a  result,   counties  without  private 
energy  assistance  programs  had  unmet  needs.  Counties  with 
access  to  fuel  funds  found  it  difficult  to  respond  in  a 
timely  way  due  to  unprecedented  levels  of  requests  for 
assistance.   In  Charlotte,  North  Carolina,   the  Crisis 
Assistance  Ministry  had  a  34%  increase  in  the  number  of 
families  requesting  assistance  during  the  months  of  November, 
December  and  January. 

In  my  home  state  of  Michigan,  most  LIHEAP  funds  are 
allocated  to  Home  Heating  Credits,  which  are  applied  to  the 
heating  bills  of  low-income  families.   In  1995,   the  average 
grant  was  $  188.  This  year  it  was  $  110  —  a  forty  percent 
decrease.  Because  of  the  delay  and  reduction  in  LIHEAP  funds 
received  by  the  state  of  Michigan,   private  fuel  funds,  such 
as  the  one  I  administer,  became  the  only  available  source  of 
energy  assistance  more  quickly  than  in  previous  years.  Many 
privately  funded  energy  assistance  programs  found  their  funds 
exhausted  before  the  winter  moratorium  on  utility  shut-off s 
expired  —  leaving  many  vulnerable  senior  citizens  unable  to 
find  heating  assistance  throughout  a  very  cold  spring. 

While  we  who  daily  serve  the  energy  needs  of  low-income 
households  understand  the  difficult  task  of  balancing  the 
federal  budget  that  is  now  before  Congress,  we  respectfully, 
but  urgently  request  you,   as  you  consider  funding  for  FY  97, 
to  keep  in  mind  the  important  role  that  LIHEAP  plays  as  a 
safety  net  for  millions  of  our  nation's  poor.  Your  actions 
today  will  greatly  assist  those  who  daily  struggle  to  protect 
themselves,  their  elderly  parents  and  their  children  from  the 
extremes  of  weather. 

Thank  you  for  your  careful  consideration  of  this 
testimony. 
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Mr.  Chairman  and  members  of  the  Committee: 

I  am  Deborah  Shure,  M.D.,  FCCP,  President  of  the  American  College  of  Chest  Physicians 
and  Associate  Professor  of  Medicine  at  Washington  University  in  St.  Louis. 

Thank  you  for  affording  me  the  opportunity  to  present  this  testimony  for  the  record  on 
behalf  of  the  American  College  of  Chest  Physicians.  The  ACCP  is  a  professional  medical 
specialty  society  of  more  than  16,000  physicians,  scientists,  allied  health  professionals  and 
educators  who  specialize  in  diseases  of  the  heart,  lungs  and  circulatory  system.  The  College 
appreciates  this  opportunity  to  offer  its  views  to  this  Committee  on  Fiscal  Year  1997 
appropriations  for  the  National  Institutes  of  Health  and  in  particular,  the  National  Heart,  Lung 
and  Blood  Institute  (NHLBI)  and  the  National  Institute  of  Allergy  and  Infectious  Diseases 
(NIATD).  The  ACCP  is  proud  of  its  historic  role  in  working  with  the  various  institutes  at  NIH  to 
coordinate  a  variety  of  research  projects  and  programs  among  the  institutes. 

The  President's  budget  request  for  NIH  of  approximately  $12.4  billion,  while  laudable 
during  these  fiscally  difficult  times,  does  not  go  far  enough  to  prevent  and  combat  all  of  the  health 
problems  over  which  the  NIH  has  responsibility.  The  College  strongly  supports  NIH  Director 
Harold  Varmus'  professional  judgment  that  the  entire  NTH  requires  a  Fiscal  Year  1997  budget  of 
approximately  $13  billion  to  sustain  the  high  standard  of  scientific  achievement  embodied  by  the 
institutes.  This  figure  represents  about  a  9%  increase  over  the  current  year's  budget  of 
approximately  $1 1.9  billion.  The  College  joins  the  Ad  Hoc  Group  for  Medical  Research  Funding 
in  supporting  Director  Varmus'  professional  budget  judgment.  The  College  also  supports 
significant  increases  to  the  budgets  of  the  NHLBI  and  NIATD  to  levels  that  will  enable  these 
institutes  to  continue  their  wide  spectrum  of  research,  both  basic  and  applied,  for  the  prevention 
and  treatment  of  disease. 

We  urge  the  Congress  to  support  basic  and  applied  research  to  its  fullest  capabilities. 
Without  it,  many  of  the  crucial  health  benefits  produced  by  the  NTH  would  not  be  possible.  We 
therefore  respectfully  request  that  the  Congress  ensure  that  the  NTH  has  the  funds  to  support  the 
best  in  biomedical  research,  by  funding,  at  a  minimum,  35%  of  the  competing  research  grant 
applications  approved  each  year.  Unfortunately,  for  the  past  several  years,  the  NTH,  on  average, 
has  not  been  able  to  fund  even  30%  of  the  competing  grant  applications  it  approves.  During  the 
current  fiscal  year,  the  institutes  on  average  will  be  able  to  fund  only  about  24%  of  their  approved 
grant  applications.  At  NHLBI  in  particular,  this  figure  reaches  only  22%.  These  figures  include 
both  new  applications  and  competing  renewals.  This  means  that  important  research  proposals  are 
being  unfunded  and  investigators  and  their  support  staffs  are  being  forced  to  leave  the  field  of 
research.  The  ACCP  believes  that  funding  35%  of  approved  research  applications  will  go  a  long 
way  to  prevent  further  erosion  of  the  vital  research  base  of  medicine. 

With  respect  to  the  NHLBI,  we  continue  to  be  impressed  with  the  quality  of  leadership  of 
its  Director,  Dr.  Claude  Lenfant,  its  Deputy  Director,  Dr.  Peter  Frommer,  its  Lung  Diseases 
Division  Director,  Dr.  Suzanne  Hurd,  and  its  Heart  and  Vascular  Diseases  Division  Director,  Dr. 
Michael  Horan.  Research  sponsored  by  the  NHLBI  has  led  to  tremendous  strides  in  combating 
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cardiovascular  and  pulmonary  diseases  as  well  as  hematological  disorders.  We  recognize  the 
strains  that  have  been  placed  upon  the  federal  budget  in  recent  years.  Nevertheless,  diseases  of 
the  heart  and  lungs  continue  to  pose  the  most  serious  threat  to  our  Nation's  health.  The 
desirability  of  exercising  fiscal  austerity  should  not  cause  us  to  lose  sight  of  the  significant  health 
and  financial  benefits  of  funding  medical  research. 

As  a  pulmonologist  with  both  clinical  and  research  interests,  at  Washington  University's 
Jewish  Hospital  in  St.  Louis,  I  have  a  personal  interest  in  research  related  to  the  prevention  and 
treatment  of  lung  diseases.  My  Division  of  Respiratory  and  Critical  Care  Medicine  sees  the 
devastating  effects  of  lung  cancer,  chronic  bronchitis,  emphysema,  asthma  and  other  lung  diseases 
on  a  daily  basis.  Nearly  29  million  Americans  suffer  from  chronic  lung  disease,  and  more  than 
315,000  of  them  die  annually  from  lung  disease. 

The  recent  scientific  achievements  of  the  NIH,  and  in  particular  NHLBI,  have  created 
promising  opportunities  for  understanding  disease  and  improving  medical  care.  In  order  to 
benefit  from  these  efforts  and  create  new  opportunities  for  advancement,  Congress  must  increase 
its  funding  of  both  existing  and  proposed  research  projects. 

NHLBI  research  within  the  past  year  has  led  to  significant  advances  in  the  understanding 
and  treatment  of  lung  diseases.  Through  a  study  of  families  affected  by  primary  pulmonary 
hypertension,  a  debilitating  lung  disease  which  usually  leads  to  death  within  3  years,  the  NHLBI 
has  found  a  pattern  of  inheritance  and  identified  two  unusual  genetic  characteristics  associated 
with  the  illness. 

NHLBI-supported  investigators  have  also  discovered  that  it  may  be  possible  to  promote 
the  growth  of  airspaces  in  the  lung.  Further  research  on  the  therapeutic  applications  of  this 
discovery  could  revolutionize  the  treatment  of  infant  lung  disease  and  adult  disorders  such  as 
emphysema. 

Smoking  is  the  primary  cause  of  preventable  death  and  disability,  causing  many 
pulmonary,  cardiovascular,  and  cancer  deaths.  Lung  cancer  is  the  leading  cause  of  cancer-related 
death  in  our  entire  population.  It  is  estimated  that  172,000  cases  of  lung  cancer  were  diagnosed 
in  1994,  100,000  of  which  were  men  and  72,000  of  which  were  women.  This  number  could  be 
drastically  reduced  if  we  could  make  serious  inroads  in  the  prevention  area,  especially  by 
curtailing  the  use  of  tobacco,  which  we  know  is  the  number  one  cause  of  lung  cancer.  .The 
NHLBI  has  made  important  strides  in  identifying  the  deleterious  health  effects  of  smoking, 
especially  with  respect  to  women.  The  NHLBI' s  recent  Lung  Health  Study  has  shown  that  the 
decline  in  the  lung  function  can  be  slowed  when  smokers  are  identified  early  and  assisted  in 
quitting.  It  also  demonstrated  that  women  are  more  susceptible  than  men  to  the  damaging  effects 
of  cigarette  smoking.  This  research  has  identified  smoking  cessation  among  women  as  a  public 
health  priority.  The  ACCP  supports  the  Institute's  continued  efforts  in  this  important  area. 

Increasing  social,  political,  and  legal  pressure  nationwide  against  smoking  has,  overall, 
made  a  modest  dent  in  reducing  the  prevalence  in  smoking.  However,  during  the  last  year  in 
which  data  is  available  (1992-1993),  smoking  prevalence  among  young  women  increased.  While 
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the  ACCP  has  been  active  throughout  the  years  in  educating  the  public  about  the  harms  of  smok- 
ing, even  our  best  efforts  cannot  match  the  power  of  Congress  to  direct  funds  to  combat  lung 
cancer,  which  causes  the  greatest  number  of  cancer  deaths  in  the  country.  I  urge  you  not  to  cut 
funding  geared  towards  preventing  and  treating  lung  disease  and  especially  lung  cancer. 

The  need  for  continued  funding  of  tuberculosis  prevention  and  treatment  is  painfully  clear. 
It  is  our  understanding  that  with  the  recent  downward  trend  in  reported  cases,  Congress  is 
considering  reducing  funding  levels  for  the  treatment  and  prevention  of  TB.  But  while  the 
Centers  for  Disease  Control  and  Prevention  reported  a  3%  decrease  in  overall  reported  cases  in 
1994,  the  second  year  in  a  row  the  numbers  have  fallen,  the  number  of  reported  cases  in  children 
under  the  age  of  15  has  consistently  been  on  the  rise  from  1988  to  1993.  In  1993,  CDC  reported 
that  1,721  children  had  active  TB.  The  development  of  multi-drug  resistant  TB  underscores  the 
necessity  of  continued  funding  for  TB  prevention  and  treatment  activities. 

Given  the  ease  with  which  TB  is  transmitted,  the  statistics  of  reported  cases  do  not  reveal 
the  whole  story.  Like  HIV  and  AIDS,  there  are  two  phases  of  TB:  infection  and  disease.  The 
cases  reported  are  those  we  know  have  the  disease.  This  does  not  take  into  account  those  who 
are  infected  and  who  are  highly  susceptible  to  having  the  infection  converted  to  the  disease  stage. 
Consider  these  statistics:  an  infected  person  with  a  normal  immune  system  has  approximately  a 
10%  lifetime  risk  of  developing  active  TB.  If  a  person  is  HTV  co-infected,  he  or  she  has  an  8% 
annual  risk  of  developing  active  TB.  Therefore,  if  a  person  is  infected  with  HTV  and  TB,  and 
lives  five  years  from  the  time  of  the  TB  infection,  there  is  a  40%  chance  that  person  will  develop 
active  TB  with  the  risk  it  will  be  spread  to  others.  If  that  same  person  lives  12  years,  it  is  a  virtual 
certainty  that  he  or  she  will  develop  active  TB.  With  the  lives  of  our  children  at  stake,  our 
Nation's  future,  now  is  not  the  time  to  reduce  funding  for  TB.  Just  as  the  recent  influx  in  federal 
funding  has  helped  curb  the  rise  of  active  TB  cases,  a  funding  decrease  is  likely  to  lead  to  a  surge 
in  active  TB  cases.  The  ACCP,  therefore,  urges  this  Committee  at  least  to  maintain  current 
funding  for  TB  prevention  and  treatment  activities. 

Combating  asthma  is  another  priority  of  the  College.  We  know  it  is  a  priority  for  both  the 
NHLBI  and  the  MAID  as  well.  Asthma  morbidity  and  mortality  have  been  increasing  in  the 
United  States  over  the  last  decade,  affecting  a  total  of  13  million  Americans  by  1993.  The 
increase  has  been  concentrated  disproportionately  in  children  and  minorities.  Asthma  prevalence 
increased  40%  among  all  children  less  than  18  years  of  age  during  the  1980s.  This  increase, 
which  continues  to  date,  is  alarming  to  the  ACCP.  We  therefore  strongly  support  the  efforts  of 
the  NHLBI  and  the  NIAID  in  establishing  control  over  this  disease. 

The  College  is  confident  that  the  NHLBI's  Childhood  Asthma  Management  Program  will 
produce  effective  long-term  treatment  strategies  for  childhood  asthma,  and  its  Minority  Asthma 
Education  Project  will  produce  innovative  methods  of  educating  inner  city  and  rural  minorities  in 
asthma  management.  We  applaud  the  substantial  investment  that  the  NHLBI  has  made  over  the 
past  decade  in  supporting  innovative  demonstration  and  education  research  to  develop  new  ways 
of  improving  care  and  education  for  inner-city  and  rural  minority  asthmatics.  The  College  also 
supports  NIAID's  National  Cooperative  Inner-City  Asthma  Study,  a  clinical  effort  to  identify 
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those  factors  leading  to  increased  asthma-attributable  morbidity  and  mortality  in  the  inner-city 
minority  population. 

Gathering  the  data,  performing  the  analysis,  and  producing  results  on  the  NTH  campus  is 
not  the  end  of  the  NIH  mission.  In  fact,  it  is  just  the  beginning.  The  ACCP  believes  that  the 
dissemination  of  information  about  recent  clinical  research  is  a  critical  part  of  the  NIH  mission. 
This  task  is  being  carried  out  in  an  exemplary  way  by  the  NHLBI.  Through  the  National  Asthma 
Education  and  Prevention  Program  (NAEPP),  the  medical  community  has  reached  consensus 
about  the  optimal  ways  to  manage  asthma.  This  is  critical  because  we  know  that  an  effective 
asthma  education  program  can  save  our  health  care  system  money  and  improve  resource 
utilization.  A  recent  study  sponsored  by  the  NHLBI  found  that  an  asthma  education  program 
costing  $82.00  per  patient  produced  a  $628.00  per  patient  savings  in  emergency  room  charges. 
This  is  a  substantial  return  on  investment! 

The  ACCP  is  pleased  to  see  the  great  progress  made  by  the  National  Asthma  Education 
and  Prevention  Program.  Although  death  rates  from  asthma  have  been  rising  since  1979,  this 
upward  trend  was  reversed  in  1993,  two  years  after  the  NAEPP  guidelines  were  issued.  The 
NAEPP  has  produced  a  wealth  of  educational  materials  for  the  health  care  community  and  for 
patients  and  families.  These  materials  will  provide  a  foundation  for  a  major  asthma  effort  in 
Chicago.  The  ACCP  is  pleased  to  be  working  with  the  NAEPP  and  the  American  Lung 
Association  of  Metropolitan  Chicago  to  reduce  the  high  mortality  and  morbidity  rates  in  Chicago 
through  the  Chicago  Asthma  Consortium.  This  national/local  partnership  can  serve  as  a  model  for 
cities  across  the  country  to  address  the  asthma  problem  in  the  U.S. 

I  am  compelled  to  share  with  the  Committee  some  very  telling  NIH  statistics  about  the 
prevalence  of  heart  and  lung  disease.  Cardiovascular  diseases  afflict  more  than  56  million  people. 
In  1994,  955,000  deaths  or  42%  of  all  deaths  were  attributed  to  cardiovascular  diseases.  In 
addition  to  the  untold  costs  of  human  suffering,  cardiovascular  diseases  are  responsible  for  a  loss 
of  approximately  $210  billion  each  year  in  lost  productivity,  wages  and  costs  of  medical  care. 
The  most  telling  statistic,  however,  is  that  heart  disease  continues  to  be  the  number  one  cause  of 
death  in  this  country.  Diseases  affecting  the  lungs  are  the  fourth  leading  causes  of  morbidity  and 
mortality.  If  heart  and  blood  diseases  are  added  to  the  tally,  the  stark  reality  is  that  1.18  million 
deaths  in  1994  or  51%  of  all  deaths  fall  within  the  disease  categories  that  is  the  mission  of  NHLBI 
to  combat. 

These  numbers  point  to  NIHs  need  for  continued  federal  support  for  its  vital  programs. 
The  ACCP  continues  to  do  its  part  to  support  research.  Many  of  our  members  voluntarily  donate 
their  own  funds  every  year  to  support  young  investigators.  We  believe  this  is  unique  compared  to 
other  medical  societies.  We  are  committed  to  improving  the  quality  of  the  lives  of  the  most 
important  people  we  represent  —  our  patients.  But  we  cannot  do  it  alone.  NIH  appropriation 
levels  must  be  increased  to  ensure  that  our  progress  toward  that  goal  is  not  thwarted. 
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The  federal  government  must  not  turn  its  back  on  biomedical  advances  of  the  future  which  would 
yield  billions  of  dollars  in  health  care  savings.  Funding  levels  consistent  with  the  important  goals 
and  essential  mandate  of  the  NTH  must  be  achieved. 

On  behalf  of  the  ACCP,  I  would  like  to  thank  you  for  affording  us  this  opportunity  to 
present  our  views  for  the  record. 
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AMERICAN  SOCIETY  for  MICROBIOLOGY 


Public  and  Scientific  Affairs  Board 
1325  Massachusetts  Ave..  N.W. 
Washington.  D.C.  20005^*171 
Tel.  (202)  737-3600 
Fax:  (202)  942-9335 


May  6,  1996 


Honorable  John  Edward  Porter,  Chairman 
Appropriations  Subcommittee  on  Labor, 
Health  and  Human  Services, 
Education  and  Related  Agencies 
U.S.  House  of  Representatives 
2358  Rayburn  House  Office  Building 
Washington,  D.C.  20515 

Dear  Congressman  Porter: 

The  American  Society  for  Microbiology  (ASM)  would  like  to  submit  the  following  statement 
for  the  record  on  the  Fiscal  Year  1997  (FY97)  budget  for  the  Centers  for  Disease  Control  and 
Prevention  (CDC).  The  ASM  is  the  largest  single  life  science  society  in  the  world  with  an  active 
membership  of  more  than  42,000.  ASM  members  are  involved  in  basic  and  applied  research  and 
work  in  clinical,  public  health  and  industrial  laboratories  as  well  as  academia  and  government. 
The  ASM  would  like  to  thank  you  for  your  continued  support  for  CDC  and  infectious  disease 
funding  during  this  year's  budget  negotiations.  The  ASM  appreciates  the  level  of  Congressional 
recognition  awarded  the  CDC  for  its  efforts  to  combat  the  growing  threat  of  new  and  emerging 
infectious  diseases  and  encourages  Congress  to  maintain  and  renew  that  support. 

The  public  health  infrastructure  related  to  infectious  diseases  in  the  United  States  continues 
to  be  threatened  due  to  the  lack  of  adequate  resources  at  CDC.  The  CDC  is  the  primary  agency 
responsible  for  guarding  the  public's  health,  including,  among  other  activities,  safeguarding  the 
food  and  water  supply  and  investigating  outbreaks  of  potentially  life  threatening  infectious 
diseases.  The  ASM  recommends  that  Congress  adopt  the  FY97  budget  proposal  developed  by 
the  CDC  Coalition.  The  CDC  Coalition  member  organizations  (more  than  100  in  number)  are 
committed  to  improving  the  public's  health  with  cost-effective  prevention  and  control  strategies. 
For  FY  97,  the  ASM  and  the  CDC  Coalition  are  recommending  Congress  appropriate  $2.5  billion 
for  the  CDC.  The  ASM  specifically  recommends  that  Congress  increase  funding  for  infectious 
disease  activities  at  the  CDC,  National  Center  for  Infectious  Diseases  by  $26  million,  which  is  the 
Administration's  request. 

CDC  has  developed  a  strategic  plan  to  address  emerging  infectious  diseases  and  was  able 
to  begin  implementation  of  this  plan  with  modest  budget  increases  in  FY  95  and  FY  96.  The 
strategic  plan,  "Addressing  Emerging  Infectious  Disease  Threats:  A  Prevention  Strategy  for  the 
United  States,"  emphasizes  surveillance  and  targeted  research  and  prevention  activities  to 
maintain  a  strong  defense  against  infectious  diseases  that  threaten  the  public's  health.  The 
additional  $26  million  would  bring  critical  resources  for  further  implementation  of  the  CDC  plan. 
In  addition,  the  ASM  supports  the  Administration's  request  of  $8  million  for  high  priority  laboratory 
repair  and  facilities. 
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Infectious  Diseases 

There  have  been  a  proliferation  and  increase  in  the  numbers  and  types  of  infectious 
diseases  being  identified  and  diagnosed  both  here  in  the  United  States  and  abroad. 
Infectious  diseases  remain  the  single  most  prevalent  cause  of  death  worldwide,  and  is  the 
third  ranked  killer  of  Americans  of  all  ages.  The  U.S.  death  rate  from  infectious  diseases 
rose  58  percent  between  1980  and  1992  and  claims  more  than  166,000  lives  annually. 
Recognized  infectious  diseases  cost  the  nation  more  than  $120  billion  each  year  (one  out 
of  every  six  health  care  dollars).  Infectious  diseases  also  account  for  one-quarter  of  all 
physician  office  visits  and  is  the  leading  cause  of  pediatric  visits  for  illness. 

There  are  many  reasons  for  this  increase,  some  known  and  some  still,  as  of  yet 
unknown.  The  known  reasons  for  the  increased  numbers  of  infectious  diseases  include 
the  rapidly  changing  global  world  of  increased  trade,  travel,  tourism  and  commerce  which 
encourage  the  rapid  transmission  of  microorganisms  between  states,  countries  and 
continents  within  days,  if  not  hours.  This  past  year  there  were  500  million  international 
travelers  traversing  the  globe  at  a  speed  and  rate  unimaginable  fifty  years  ago.  This  type 
of  travel  is  only  expected  to  continue  to  rise.  Sociological  changes  such  as  the  advent  of 
eleven  million  children  enrolled  in  day  care  settings  also  contributes  to  the  increased  rates 
of  microbiological  transmission.  The  worldwide  population  also  continues  to  grow, 
seemingly  unabated.  Worldwide  population  is  estimated  at  currently  five  billion  people. 
By  the  year  2050,  it  is  estimated  there  will  be  approximately  twelve  billion  persons  on  earth. 

Ecological  changes  such  as  the  deforestation  and  development  of  former  woodland 
and  fields  have  led  to  the  emergence  of  infectious  diseases.  Undeveloped  acreage, 
teeming  with  microorganisms,  has  been  replaced  by  shopping  malls  and  residential 
developments.  The  microbes  do  not  disappear  but  rather  are  forced  to  find  new  hosts, 
Lyme  disease  (more  than  10,000  new  cases  reported  annually)  being  the  most  easily 
recognizable  example.  The  organism  which  causes  Lyme  disease  is  found  on  ticks  which 
usually  live  on  deer.  Within  the  last  ten  years,  population  centers  have  shifted  beyond  the 
traditional  metropolitan  areas  and  suburbs  to  within  proximity  of  the  local  deer  population. 
Ehrlichiosis,  a  newly  discovered  life  threatening  disease,  has  recently  been  identified, 
which  also  has  a  deer  tick  as  its  source. 

Many  chronic  conditions,  have  in  fact,  infectious  origins.  Peptic  ulcers,  once  thought 
to  be  a  chronic  condition,  have  been  determined  to  be  caused  by  heliocobacter pylori,  a 
bacteria  found  in  the  stomach.  Cervical  cancer  is  closely  linked  with  the  human  papilloma 
virus.  The  number  one  cause  of  infertility  in  the  United  States  is  due  to  chlamydia  infection. 
Chlamydia  is  a  sexually  transmitted  disease  caused  by  a  microorganism.  The  full  costs 
of  infectious  diseases  may  be  significantly  underestimated  due  to  these  infectious  links  to 
chronic  disease. 

There  is  also  growing  evidence  that  many  formerly  unexplained  deaths  can  actually 
be  linked  to  infectious  causes.  For  example,  Legionnaires  disease  was  officially  recognized 
in  Philadelphia  in  1976.  A  retrospective  investigation  has  since  determined  that  there 
actually  were  cases  of  Legionnaires  disease  which  went  undiagnosed  in  1947  and  1957 
and  deaths,  at  the  time,  were  considered  "unknown." 
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The  Ebola  virus  causes  an  often  fatal  hemorrhagic  illness  and  has  appeared  and 
reappeared  in  Africa  twice  this  past  year  alone.  Although  the  Ebola  outbreak  occurred  in 
a  remote  part  of  Africa,  a  strain  of  Ebola,  not  causing  harm  to  humans,  has  recently 
appeared  in  monkeys  in  a  laboratory  facility  in  Texas.  A  formerly  unknown  virus  of  the 
measles  family  killed  several  horses  in  Australia  late  last  year  and  then  "jumped"  to  two 
horse  trainers  who  became  ill  and  died. 

New,  resistant  strains  of  bacteria  threaten  to  make  currently  available  antibiotics 
obsolete.  Antibiotics  are  the  second  most  commonly  prescribed  category  of  drugs  in  the 
U.S.  Although,  antibiotic  resistance  is  not  yet  measured  on  a  national  scale  due  to  a  lack 
of  resources  and  the  absence  of  a  national  surveillance  system,  select  studies  strongly 
indicate  a  rapidly  growing  problem  with  resistant  strains  of  bacteria.  Estimates  of  the  cost 
to  treat  antibiotic  resistant  infections  range  as  high  as  $30  billion.  Treatment  costs  are 
escalating  due  to  ineffective  therapeutic  treatments,  and  longer  hospital  stays  which  are 
required  to  fight  resistant  organisms.  Many  hospitals  in  the  United  States  have  had  a 
problem  with  vancomycin  resistant  infections.  Vancomycin  is  considered  the  "drug  of  last 
resort,"  yet  there  is  strong  evidence  to  show  its  power  to  fight  off  infections  is  weakening. 

Despite  these  examples  of  the  growing  public  health  problem  of  infectious  diseases 
and  in  the  midst  of  these  socioeconomic  changes,  funding  for  public  health  measures  to 
combat  infectious  diseases  have,  until  very  recently,  been  declining  or  have  remained 
stagnant.  CDC  is  America's  first  line  of  defense  against  microbial  pathogens  which  can 
travel  across  borders  with  their  human  or  animal  hosts.  In  fact,  diseases  that  arise  in  other 
parts  of  the  world  can  be  easily  introduced  into  the  United  States  where  they  may  threaten 
our  national  health  and  security. 

It  is  critical  that  funding  for  this  CDC  initiative  is  maintained.  Although  the  cost  of 
full  implementation  of  the  CDC  plan  is  $125  million,  the  President's  request  of  a  down- 
payment  of  $26  million  is  reasonable  and  prudent  considering  the  current  budget 
constraints.  The  Administration's  request  of  an  additional  $26  million  in  FY97  will  enable 
CDC  to  continue  and  expand  financial  and  technical  support  to  30  state  health 
departments  for  surveillance,  epidemiologic  and  laboratory  investigations  and  educational 
programs  related  to  infectious  diseases  in  communities.  The  requested  increase  would 
also  enable  CDC  to  establish  two  additional  population-based  Emerging  Infections 
Programs  (eight  total).  These  programs  provide  population-based  estimates  of  infectious 
disease  and  monitor  risks  in  special  populations  (eg.  nursing  homes,  children  in  day  care, 
and  minority  and  underserved  persons).  Investigations  will  be  performed  to  determine 
preventable  risk  factors  and  behaviors  associated  with  emerging  infectious  diseases 
including  antibiotic  resistance. 
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CDC  will  also  be  able  to  implement  and  expand  the  four  domestic  sentinel  and  global 
surveillance  networks  which  will  be  linked  electronically  and  allow  for  a  more  rapid 
dissemination  of  information  and  increased  ability  to  detect  pathogens  and  antimicrobial 

resistance. 

Surveillance,  the  monitoring  of  trends  in  disease  prevalence,  is  the  primary  public 
health  tool  used  to  combat  infectious  diseases.  Without  adequate  surveillance,  disease 
outbreaks  flourish  without  abatement,  causing  unnecessary  illness  and  death  and 
contributing  to  the  spiraling  health  care  costs  in  this  county.  Surveillance  involves  people 
monitoring  the  incidences  of  disease,  figuring  out  how  to  stop  the  spread  of  infectious 
diseases,  and  replicating  proven  strategies  throughout  America's  communities.  CDC 
works  in  conjunction  with  local  and  state  health  officials,  private  physicians,  hospitals,  and 
community  health  groups  to  monitor  and  report  incidences  of  infectious  diseases.  Public 
health  equals  public  safety.  The  public  health  system  needs  to  be  as  prepared  for  an 
impending  microbial  onslaught  as  our  national  defense  is  prepared  for  conventional  war. 

Less  than  1%  of  health  care  expenditures  are  devoted  to  public  health,  when  in  fact, 
investing  in  public  health  could  prevent  additional  resources  having  to  be  expended  to 
diagnose  and  treat  public  health  problems  (food  borne  illnesses,  waterbome  illnesses  etc.). 
CDC  is  a  unique  national  resource  that  has  to  be  maintained  and  bolstered  and  is 
fundamental  to  the  nation's  sense  of  quality  of  life  in  the  United  States.  The  American 
people  expect  and  deserve  a  water  and  food  supply  which  does  not  make  them  ill  or  cause 
them  to  die.  Prevention  of  infectious  diseases  is  a  national  responsibility  due  to  the 
microorganisms  lack  of  respect  for  local,  state,  and  international  borders.  Investing  in 
infectious  disease  prevention  has  demonstrable  savings.  Since  smallpox  was  eradicated 
in  1977,  the  total  investment  of  $32  million  has  been  returned  to  the  United  States  every 
26  days.  Public  health  measures  that  prevent  or  control  infectious  diseases  are  extremely 
cost-effective. 

Laboratory  Facilities 

CDC  has  a  current  backlog  of  repair  and  improvement  projects  in  the  amount  of  $88 
million.  According  to  the  "DHHS  Facilities  -  FY  1997  R  &  I  Repair  and  Improvement 
Budget  Formulation"  CDC  should  be  investing  $19  million  to  keep  pace  with  increasing 
maintenance  costs.  At  a  minimum,  the  ASM  recommends  Congress  support  the 
Administration's  request  of  $8  million  which  will  provide  for  the  design  and  construction  of 
15,000  square  feet  of  Biosafety  Level  3  containment  laboratory  space  and  allow  CDC  to 
renovate  it  current  laboratories  which  are  35  years  old  and  deteriorating.  Conditions  of 
existing  laboratory  space  include  antiquated  air  handling  systems  which  place  hundreds 
of  individuals  at  risk  from  highly  infectious  and  dangerous  organisms. 
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Conclusion: 

The  ASM  would  like  to  thank  Congress  for  its  continued  support  and  recognition  of 
CDC's  unique  role  in  combating  infectious  diseases.  Recognition  of  this  problem  is  the  first 
step  to  controlling  and  preventing  infectious  diseases.  The  extraordinary  resilience  of 
infectious  microbes  which  have  a  remarkable  ability  to  evolve,  adapt,  and  develop 
resistance  to  drugs  requires  the  nation's  attention  and  resources  to  prevent  unnecessary 
human  suffering. 

The  ASM  strongly  recommends  Congress,  at  a  minimum,  support  the 
Administration's  request  of  an  additional  $26  million  for  infectious  disease  activities  at  CDC 
and  an  additional  $8  million  for  laboratory  repair  and  improvement.  Thank  you  for 
considering  our  request  and  recommendations. 


Sincerely, 


Carol 

President,  ASM 


Gail  Casseil,  Ph.D. 
Chair,  Public  and  Scientific  Affairs  Board 


MaoUSilchrist,  Ph.D. 

Chair,  Committee  on  Laboratory  Practices, 
Public  and  Scientific  Affairs  Board 


Michael  Osterholm,  Ph.D.,  M.P.H. 
Committee  on  Public  Health, 
Public  and  Scientific  Affairs  Board 
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I  would  like  to  thank  the  Chairman  and  the  other  Members  of  this  Committee  for  their 
support  of  this  project.  Their  commitment  to  the  Cook  County/Rush  Health  Center  has 
encouraged  us  and  our  supporters  in  the  private  sector  to  move  this  project  forward. 

1.       The  Need  For  Community  Partnerships  To  Combat  the  HIV/ AIDS  Epidemic 

While  the  federal  government  can  and  will  provide  leadership  in  the  battle  against  AIDS 
and  other  communicable  diseases,  these  afflictions  will  ultimately  be  conquered  at  the  local  level. 
Therefore  this  nation  is  in  dire  need  of  a  community-based  commitment  to  develop  and 
coordinate  the  complex  medical  and  social  interventions  necessary  to  effectively  address  these 
devastating  diseases. 

I  would  like  to  present  to  you  an  innovative  community-based,  public-private  partnership 
located  in  the  Chicago  metropolitan  area.  Cook  County  Hospital  and  Rush-Presbyterian-St. 
Luke's  Medical  Center  have  combined  their  resources  to  develop  the  Cook  County /Rush  Health 
Center:  A  Partnership  for  the  Prevention,  Care  and  Research  of  Communicable  Diseases. 

The  Chicago  Department  of  Public  Health  reports  that  the  growth  of  the  AIDS  epidemic 
for  the  most  recent  years  has  been  approximately  20  percent  year  to  year.  It  is  estimated  that 
the  total  HIV  population  in  the  Chicago  Eligible  Metropolitan  Area  (EMA)  is  over  35,000  men. 
women  and  children.  Equally  alarming  are  the  statistics  for  tuberculosis  and  sexually  transmitted 
diseases.  Between  1988  and  1993,  there  was  a  14  percent  increase  in  Illinois  of  reported  cases 
of  tuberculosis,  80  percent  of  which  were  in  Cook  County.  In  15  percent  of  the  cases  of 
tuberculosis  in  Chicago,  the  patient  also  has  AIDS. 

Likewise,  sexually  transmitted  diseases,  which  increase  the  likelihood  of  HIV 
transmission  at  least  three  to  five  fold,  have  increased  at  alarming  rates  since  the  mid  1980's. 
An  overwhelming  majority  of  reported  syphilis  and  gonorrhea  cases  in  Illinois  are  in  Cook 
County  -  compromising  84  percent  of  the  syphilis  cases  and  72  percent  of  the  cases  of 
gonorrhea  in  1993.  Chlamydia  has  increased  nearly  five  fold  since  1987  when  it  became 
reportable  as  a  sexually  transmitted  disease  in  Illinois.  Yet,  regardless  of  these  dramatic 
statistics  and  obvious  public  health  need,  no  comprehensive  community-based  system  of 
specialized  outpatient  care  and  support  services  is  in  place  to  help  reduce  unnecessary, 
disruptive,  and  costly  hospitalization  while  maintaining  the  quality  of  life  for  people  with  HIV. 

Currently,  Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical  Center  treat 
most  of  Chicago's  medically  underserved  HIV/ AIDS  population,  over  85  percent  of  whom  are 
minority  patients.  The  number  of  new  AIDS  cases  continues  to  rise  substantially,  particularly 
among  Chicago's  minority  population.  The  epidemic  was  initially  located  in  the  white 
community,  but  has  since  shifted  dramatically  to  the  Hispanic  and  African- American 
communities. 

Cook  County  Hospital  cares  for  approximately  30  percent  of  the  HIV  population 
receiving  care  in  the  Chicago  area.  Cook  County  Hospital  treats  75  percent  of  infected  women 
and  25-30  percent  of  infected  children  in  the  City  of  Chicago.  Estimates  project  that  by  2000, 
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the  census  at  Cook  County  Hospital's  outpatient  HIV  clinics  will  increase  almost  five-fold  at 
75,000  visits  per  year.  In  the  face  of  this  crisis,  existing  facilities,  such  as  Cook  County 
Hospital's  outpatient  HTV  clinics  and  Rush-Presbyterian-St.  Luke's  Medical  Center's  Infectious 
Disease  Outpatient  Clinic,  simply  do  not  have  the  space  or  are  not  fully  equipped  to  provide 
comprehensive  diagnosis,  treatment  and  support  services. 

The  Cook/Rush  Health  Center  will  provide  a  vital,  yet  currently  missing,  link  between 
primary  care  providers  and  the  sophisticated  medical  services  of  institutions  like  Cook  County 
Hospital  and  Rush-Presbyterian-St.  Luke's  Medical  Center.  The  Center  will  also  be  a  hub 
linking  the  growing  network  of  public  and  private  community-based  health  care  providers, 
helping  them  to  avoid  duplication  of  services. 

n.      Cook  Countv/Rush  Health  Center:  A  Unique  Community  Partnership 

In  order  to  meet  the  need  for  care  and  support  services  for  AIDS  patients,  coordination 
with  community-based  providers  is  essential  to  avoid  wasteful  and  costly  duplication.  The  Cook 
County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical  Center  have  recognized  this  need  and 
combined  their  resources  to  develop  the  Cook  County /Rush  Health  Center:  A  Partnership  for 
the  Prevention,  Care  and  Research  of  Communicable  Diseases. 

The  Center  will  be  a  unique,  specialized  health  center  for  prevention,  diagnosis, 
treatment,  and  clinical  research  of  HTV/  AIDS  and  related  communicable  diseases.  The  state-of- 
the-art,  free-standing  outpatient  facility  will  combine  and  expand  the  capabilities  of  both 
institutions.  The  Cook  County /Rush  Health  Center  represents  an  investment  in  an  essential  piece 
of  the  public  health  infrastructure  of  Chicago  and  will  serve  as  the  referral  and  resource  hub  for 
the  growing  network  of  public  and  private  community-based  health  care  providers  in  the  metro- 
politan area.  It  will  add  a  missing  link  in  AIDS  care  ~  an  outpatient  specialty  care  center  that 
offers  an  array  of  services  to  community-based  providers  and  individuals.  It  will  transform  the 
delivery  of  care  by  providing,  in  a  single  location,  specialized  care,  access  to  clinical  research 
trials  and  prevention  services  that  have  not  been  available  elsewhere  in  the  community.  For 
example,  physicians  and  community-based  providers  can  refer  patients  to  the  Center  for  special 
procedures  such  as  bronchoscopes,  to  participate  in  clinical  research  trials,  or  to  ensure  a 
definitive  diagnosis.  Patients  can  then  return  to  their  own  doctors  or  clinics  in  their  community 
for  continuing  care.  Additional  services  will  include  prevention,  education,  clinical  trials,  and 
24-hour  consultation. 

On-site  support  services  and  specialty  care  will  be  available  for  individuals  and  families 
confronting  HIV  disease.  Among  other  services  the  Center  will  offer: 

•  a  prevention  and  education  program 

•  a  screening  and  treatment  clinic 

•  a  comprehensive  HIV  primary  care  center 

•  specialized  pediatric  and  obstetric/gynecological  care  for  infected  women  and 
their  families  ~  at  the  same  time  and  in  the  same  setting 


1859 


•  a  clinical  research  center  complimentary  therapies  such  as  acupuncture  and 
massage  therapy  to  help  HIV-infected  persons  manage  physical  and  mental 
stress 

•  nutritional  services 

•  case  management  services,  including  referrals  for  inhome  nursing  care,  day  and 
respite  care,  hospice  care  and  legal  and  financial  services.  In  addition  to 
treatment,  the  Center  will  provide  multidisciplinary  training  in  specialized 
services  for  HIV  to  physicians  and  other  health  care  professionals,  including 
clinical  care,  lectures,  clinic  observations,  and  psychosocial  interventions. 

The  new  center  will  be  located  in  a  neighborhood  of  Chicago's  Westside  Medical 
Campus.  This  location  is  convenient  to  share  the  personnel  and  resources  of  both  hospitals  and 
is  readily  accessible  by  public  transportation.  Currently,  the  area  is  underdeveloped  and  thus 
will  also  benefit  economically  from  the  increased  activity  the  Center  will  bring. 


ID.     Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical  Center:  A 
Tradition  of  Excellence 

Cook  County  Hospital  and  Rush-Presbyterian-St.  Luke's  Medical  Center  are  Illinois' 
largest  public  and  private  hospitals.  Together  they  are  uniquely  qualified  to  develop  and  operate 
the  Center  to  respond  to  this  urgent  community  need. 

Cook  County's  HIV  Primary  Care  Center  has  achieved  a  level  of  expertise  in  HIV 
prevention,  model  services,  primary  care,  and  research  since  it  was  created  in  1983.  Over  the 
past  ten  years,  Cook  County  Hospital  has  cared  for  about  30  percent  of  the  HIV  population 
receiving  care  in  the  Chicago  area,  and  is  the  largest  single  HIV  provider  in  the  Midwest.  The 
HIV  Center  specializes  in  clinical  care,  training,  and  basic  and  clinical  research.  In  1992  it 
became  the  first  Center  of  Excellence  for  the  Bureau. 

Rush-Presbyterian-St.  Luke's  Medical  Center  is  both  a  major  provider  of  HIV  services 
and  a  nationally  recognized  leader  in  clinical  HIV-related  research.  The  Rush  team  also 
coordinates  an  acclaimed  series  of  national  physician  training  sessions  on  HIV  disease. 

Cook  County  and  Rush  currently  collaborate  on  HIV  research  through  the  NIH-sponsored 
AIDS  Clinical  Trial  Group  and  the  Women's  Interagency  HIV  Study.  In  addition,  the  sections 
of  Infectious  Disease  at  Cook  County  Hospital  and  Rush  are  in  the  process  of  integrating  for 
specialty  training  and  clinical  care.  Collaborating  on  the  resources,  expertise  and  experience  of 
the  two  hospitals,  the  new  Health  Center  will  be  able  to  provide  the  most  comprehensive  and 
expert  care  available  in  the  country. 

As  of  1995,  there  are  over  35,000  cases  of  HIV  and  AIDS  in  the  Chicago  EMA.  Of 
those  approximately  11,000  are  receiving  treatment  while  more  than  24,000  are  not  receiving 
care.  The  urgent  need  for  an  outpatient  HIV/ AIDS  clinic  is  best  illustrated  by  the  fact  that  one 
out  of  every  ten  beds  at  Cook  County  Hospital  is  occupied  by  a  person^with  HIV/ AIDS.  It  is 
further  estimated  that  approximately  30  percent  of  these  patients  could  be  seen  on  an  outpatient 
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basis,  rather  than  be  admitted  for  more  expensive  in-hospital  care,  if  such  specialized  services 
were  available. 


IV.     A  National  Prototype 

In  joining  forces  to  provide  efficient  and  effective  health  care  delivery,  this  partnership 
of  the  largest  public  and  private  hospitals  in  Illinois,  the  Cook  County /Rush  Health  Center  will 
address  a  critical  community  health  need  in  the  Chicago  area.  At  the  same  time,  the  Center  will 
be  a  prototype  institution,  pioneering  a  unique  approach  never  before  put  together  in  a  single 
facility.  It  is  clear  that  the  Cook  County /Rush  Health  Center  will  be  a  national  prototype  to 
manage  HIV/ AIDS  and  other  communicable  diseases  for  health  care  initiatives  looking  to 
eliminate  duplication  and  promote  collaboration.  Other  cities  and  regions  dealing  with  the  AIDS 
epidemic  will  be  able  to  learn  from  and  apply  this  model  to  their  own  community  needs. 

The  total  estimated  cost  to  construct  the  Cook  County /Rush  Health  Center  is  $25  million. 
The  Cook  County  government  has  agreed  to  provide  the  land  for  the  Center.  In  addition, 
approximately  one-half  of  the  total  project  cost  will  be  raised  from  private  and  non-federal 
funds.  While  seeking  special  federal  assistance  for  building  the  facility,  the  two  cooperating 
hospitals  will  provide  the  staff,  services,  and  other  operational  costs  for  the  Center  from  then- 
own  resources. 

In  light  of  the  Subcommittee's  support  for  unique  public  health  initiatives,  we  are 
requesting  that  you  include  $2  million  for  the  establishment  of  the  Cook  County /Rush  Health 
Center  in  the  FY  97  Labor,  Health  and  Human  Services,  Education  Appropriations  bill. 

Thank  you,  Mr.  Chairman,  for  your  consideration  of  our  request. 
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DISTINGUISHED  CHAIRMAN,  Members  of  the  Subcommittee: 

Because  of  advances  in  medical  science  and  rehabilitation 
technology,  persons  with  limb  loss  are  now  among  the  most 
effectively  and  efficiently  mainstreamed  of  all  persons 
with  disabilities.     Increasingly  often,  persons  with  limb 
loss  are  afforded  the  ability  to  return  to  many  of  the 
recreational  and  occupational  activities  they  pursued 
prior  to  their  loss. 

Effective  rehabilitation  outcomes,  however,  are 
contingent  upon  the  ability  to  provide  educational  and 
informational  resources  to  persons  with  limb  loss  and 
their  families  following  a  traumatic  amputation  or  the 
birth  of  a  child  with  a  congenital  limb  deficiency. 
Persons  with  access  to  information  pertaining  to 
prosthetic  rehabilitation  options,   mutual  support 
organizations  and  therapeutic  and  recreational  activities 
and  events  achieve  much  more  successful  rehabilitation 
outcomes  and  return  to  active,  healthy  and  productive 
lives  much  sooner  than  do  those  without  the  benefit  of 
such  support . 

An  increase  is  expected  in  the  number  of  amputation 
surgeries  performed  annually  from  the  current  estimate  of 
60,000  procedures.     The  National  Health  Interview  Surveys 
of  1983-1985  revealed  that  nearly  two-thirds  of  America's 
400,0  00  amputees  were  over  age  45.     And  as  we  approach 
the  next  millennium,  we  will  continue  to  experience  a 
shift  in  median  age  in  the  overall  population.  This 
shift,   unfortunately,  will  likely  result  in  larger 
numbers  of  persons  losing  limbs,  placing  even  greater 
demands  upon  current  methods  of  amputation- related 
information  dissemination. 

The  Amputee  Coalition  of  America  seeks  to  achieve  a 
three-tired  federal  agenda  to  help  persons  with  limb  loss 
comprising  of  Demographic  Research  which  would  include 
limb  loss  and  amputation  queries  in  upcoming  national 
health  surveys  and  studies;   Information  Dissemination  and 
Educational  Outreach  through  the  development  of  the 
National  Information  Clearinghouse  for  Persons  with  Limb 
Loss;   and  Prosthetic  Outcomes  Research  to  objectively 
determine  the  most  effective  methods  of  rehabilitation  of 
persons  who  are  missing  limbs  and  the  utility  of  specific 
prosthetic  devices. 

I.        ORGANIZATION  OVERVIEW 

The  Amputee  Coalition  of  America   (ACA)   was  established  in 
1989  with  the  philosophy  that  persons  with  limb  loss  must 
play  a  central  role  in  the  design  and  delivery  of  the 
services  and  devices  intended  to  assist  them.  Persons 
with  limb  loss  must  have  available  to  them  the  resources, 
information  and  education  needed  to  make  informed  choices 
to  attain  the  best  possible  rehabilitation  outcomes  to 
ultimately  return  to  productive,   self -directed  lives. 
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The  Amputee  Coalition,   headquartered  in  Knoxville, 
Tennessee,   is  an  equal  opportunity  organization  that 
administers  its  educational  and  support  services  as  a  501 
(c) (3)   charitable  educational  corporation.     The  Amputee 
Coalition  of  America  is  comprised  of  representatives  from 
over  100  local  and  regional  amputee  support  groups  and 
represents  an  estimated  400,000  individuals  with  limb 
loss  nationwide. 

II.  LIMB  LOSS  DEMOGRAPHIC  RESEARCH 

One  of  the  major  obstacles  impeding  further  progress  in 
improving  outcomes  for  persons  with  limb  loss  is  the  lack 
of  sound  epidemiological  studies  and  demographic  data. 
The  Amputee  Coalition  of  America  seeks  to  include  limb 
loss-specific  information  as  a  priority  in  upcoming 
nationwide  health  surveys. 

Census  Bureau  findings  estimate  the  total  number  of 
persons  with  disabilities  in  America  to  be  49  million. 
This  statistic  is  based  on  the  department's  definition  of 
disability  as  having  difficulty  in  performing  one  or  more 
functional  or  daily  living  activities,   or  one  or  more 
socially  defined  roles  or  tasks. 

Information  on  the  number  of  persons  who  are  missing 
limbs,  however,  is  highly  unreliable.  In  the  Census 
Bureau's  Survey  of  Income  and  Program  Participation, 
roughly  2  million  respondents  indicated  a  deformity  or 
loss  of  a  hand,  foot,  leg  or  arm  was  the  cause  of  their 
disability.  This  contrasts  with  the  findings  of  the 
National  Health  Interview  Surveys  of  1983-1985  which 
reported  350,000  persons  with  major  limb  amputations. 

Central  to  the  epidemiological  study  and  demographic 
research  of  amputation  will  be  the  development  of  sound 
methodology.     The  Amputee  Coalition  seeks  to  partner  with 
a  federal  agency  in  the  development  of  a  national  study 
to  determine  both  the  numbers  of  persons  with  limb  loss 
by  anatomic  description,   cause,  use  of  adaptive  and 
prosthetic  devices,   and  additional  demographic 
information  useful  in  understanding  segment  of  the 
disability  population. 

III.  NATIONAL  INFORMATION  CENTER  FOR  PERSONS 
WITH  LIMB  LOSS 

Believing  strongly  that  those  persons  who  have  access  to 
information  and  resources  following  the  loss  of  a  limb 
experience  the  best  outcomes,  the  Amputee  Coalition  of 
America  seeks  to  establish  a  national  clearinghouse  of 
self-help  rehabilitation  and  educational  materials  and 
information  for  amputees.  No  such  comprehensive  resource 
currently  exists  in  the  United  States. 

In  developing  the  National  Clearinghouse,   the  ACA  would 
meet  a  need  especially  prevalent  among  persons  with  limb 
loss  --  the  inability  to  locate  and  obtain  information 
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relating  to  their  particular  situation,  care  and 
rehabilitation.     In  a  recent  survey  conducted  by  the 
Harris  polling  organization  for  the  International  Center 
for  the  Disabled,   it  was  determined  that  most  persons 
with  disabilities  are  not  familiar  with  many  of  the 
services  available  to  them.     Fifty- three  percent  of  the 
respondents  expressed  difficulty  in  obtaining  disability- 
related  information,  and  only  44%  consider  themselves  to 
be  familiar  with  this  type  of  information. 

This  problem  is  especially  prevalent  among  persons 
missing  limbs.     The  ACA  believes  the  actual  number  of 
persons  with  limb  loss  benefitting  from  informational 
materials  and  resources  are  in  fact  much  less  than  the 
overall  totals  reflected  in  the  International  Center  for 
the  Disabled  findings. 

The  addition  of  a  nationwide  information  line  will  enable 
the  ACA  to  widely  disseminate  resources  it  has  developed 
and/or  collected  to  those  persons  with  limb  loss,  their 
families  or  medical  professionals  responsible  for  their 
care.     Staffed  by  trained  amputation  rehabilitation 
information  specialists,   the  Clearinghouse  will  enable 
the  ACA  not  only  to  disseminate  information,  but  to 
provide  information  regarding  medical  centers,  prosthetic 
facilities  and  rehabilitation  centers,  while  also 
providing  answers  to  commonly  asked  questions  pertaining 
to  amputation  rehabilitation. 

There  is  also  a  tremendous  need  to  upgrade  many  of  the 
informational  tools  and  materials  utilized  in  educating 
persons  and  health  care  providers  on  the  subject  of 
amputation.     Additionally,  public  awareness  and  education 
must  be  performed  in  order  to  make  known  the  availability 
of  the  Clearinghouse  and  to  promote  it  as  a  resource  for 
those  health  care  professionals  who  are  involved  in  the 
rehabilitation  of  persons  with  limb  loss. 

IV.      PROSTHETIC  OUTCOMES  RESEARCH 

While  medical  technology  has  enabled  persons  with  limb 
loss  to  return  to  active,  productive  lives  through  the 
use  of  modern  prosthetic  care,   successful  rehabilitation 
outcomes  are  a  direct  result  of  gaining  access  to 
appropriate  care.     Virtually  no  objective,  scientifically 
valid  information  exists  to  define  the  role  which  various 
prosthetic  techniques,   components  and  devices  play  in 
successful  rehabilitation.     And  with  managed  care 
organizations  and  the  movement  to  rein- in  health  care 
costs,   a  struggle  emerges  pitting  today's  modern 
technologies  against  lower-cost  alternatives  which  may  or 
may  not  be  appropriate. 
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Consider  for  example  an  athlete  who  loses  both  of  his 
legs  between  the  knee  and  ankle.     Because  of  modern 
prosthetic  technology,  he  is  able  to  return  to 
competitive  athletics  at  astounding  levels  of 
achievement.     Times  less  than  two  seconds  off  Carl  Lewis' 
world  record  pace  for  the  100  meter  dash  have  been 
achieved  by  persons  with  such  limb  loss.     But  is  this 
technology  the  appropriate  level  of  care  for  a  68  year 
old  diabetic  patient  with  no  interest  in  athletic 
competition? 

The  answer  to  this  question  and  others  like  it  demand 
focused  outcomes  research.     Outcomes  studies  are  needed 
because  advances  in  prosthetic  technology  have  not  been 
accompanied  by  evaluations  to  measure  both  their 
effectiveness  and  their  appropriateness.     The  lack  of 
outcomes  information  impedes  understanding  of  the  role  of 
modern  technologies  and  their  appropriate  application  in 
rehabilitation . 

The  Amputee  Coalition  proposes  to  develop  a  partnership 
with  recognized  academic  rehabilitation  centers  and  enter 
into  a  research  program  to  achieve  the  following- - 

prioritize  the  areas  of  prosthetic  technology 
most  in  need  of  study; 

establish  scientifically  valid,  objective  study 
mechanisms  of  those  technologies; 

perform  the  needed  evaluations  of  the 
technologies; 

assess  the  data  thus  derived  and  suggest 
standards  of  utilization  for  the  devices  and 
techniques  which  have  been  studied; 

distribute  the  information  and  encourage  its 
use  in  clinical  care. 

The  Amputee  Coalition,   through  this  outcomes  research, 
will  develop  effective  guidelines  for  prosthetic  care 
that  will  benefit  all  involved  in  the  treatment  of 
persons  with  limb  loss.     It  will  benefit  third  party 
payers  by  providing  evidence  of  appropriateness  to 
justify  health  care  expenditures.     Medical  providers  will 
benefit  in  the  clinical  setting  by  having  access  to  the 
data  the  outcomes  will  generate.     And  most  importantly, 
persons  with  limb  loss  will  benefit  by  gaining  access  to 
higher  quality  and  more  appropriate  prosthetic 
technologies  by  means  of  the  justification  the  outcomes 
research  will  offer. 
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V.  REQUEST 

While  each  of  the  above  described  areas  of  interest  are 
desperately  needed,  we  are  focusing  on  the  creation  of 
the  National  Information  Center  for  Persons  with  Limb 
Loss  through  the  Centers  for  Disease  Control  and 
Prevention.     $1,500,000  in  Agency  support  would  do  much 
to  improve  the  rehabilitation  of  persons  following 
amputation,   resulting  in  improved  functionality  and 
greater  productivity  among  this  traditionally  underserved 
segment  of  the  American  disability  population. 

Thank  you  for  your  consideration. 
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Association  of  Teachers  of  Preventive  Medicine 
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The  American  College  of  Preventive  Medicine  (ACPM)  and  the  Association  of  Teachers  of 
Preventive  Medicine  (ATPM)  are  pleased  to  submit  jointly  this  statement  concerning  appropriations 
for  federal  activities  in  disease  prevention  and  health  promotion.  ACPM  is  the  national  medical 
specialty  society  of  physicians  whose  primary  interest  and  expertise  are  in  preventive  medicine. 
ATPM  is  the  professional  organization  of  academic  departments,  faculty  and  others  concerned  with 
undergraduate  and  postgraduate  medical  education  in  preventive  medicine.  Together,  these 
organizations  are  proud  to  offer  the  public  a  high  degree  of  knowledge  and  skill  in  disease  prevention 
and  health  promotion. 

ACPM  and  ATPM  urge  the  Subcommittee  to  maintain  federal  support  for  prevention.  In 
particular,  we  urge  at  the  minimum  a  return  to  the  Fiscal  Year  1995  level  for  preventive  medicine 
training  and  for  training  other  public  health  professionals.  We  urge  an  increase  for  the  activities  of 
the  Centers  for  Disease  Control  and  Prevention  and  an  earmark  for  the  invaluable  work  of  the  Office 
of  Disease  Prevention  and  Health  Promotion  in  the  Office  of  the  HHS  Secretary.. 

We  are  well  aware  of  the  fiscal  constraints  that  this  Subcommittee  faces  and  we  do  not  make 
these  recommendations  lightly.  However,  we  are  deeply  concerned  that  weakening  our  nation's 
efforts  in  disease  prevention  and  health  promotion  will  become  an  unintended  consequence  of 
necessary  reductions  in  discretionary  appropriations.  At  a  time  when  the  private  sector  is  struggling 
mightily  to  contain  medical  care  costs,  the  nation  can  ill  afford  a  diminution  in  public  health  efforts 
to  prevent  disease  that  only  the  government  can  conduct.  Compared  to  the  vast  sums  of  public  funds 
that  are  spent  on  curative  medicine,  the  amounts  that  we  recommend  be  targeted  to  prevention  are 
small  indeed. 

Training  in  Preventive  Medicine  and  Public  Health  -  $7.6  million 

Prevention,  In  its  broadest  sense,  is  practiced  by  all  physicians  and  other  health  professionals 
who  help  their  patients  stay  healthy.  It  also  is  the  principal  goal  of  our  nation's  state  and  local  health 
departments,  who  perform  core  functions  in  health  protection  and  promotion  that  no  single  private 
institution  or  health  provider  can  fulfill.  The  specialty  of  preventive  medicine  bridges  the  gap  between 
the  perspectives  of  clinical  medicine  and  public  health. 

The  tools  of  preventive  medicine  are  the  population-based  health  sciences,  including 
epidemiology,  biostatistics,  environmental  and  occupational  health,  planning,  management  and 
evaluation  of  health  services,  and  the  social  and  behavioral  aspects  of  health  and  disease.  These  are 
the  classic  tools  of  practice  in  public  health  agencies,  but  they  have  grown  in  importance  in  other 
health  care  settings  where  there  is  increasing  recognition  that  improving  the  health  of  a  patient 
population  and  reducing  the  costs  of  medical  care  also  require  application  of  the  population-based 
health  sciences. 

Departments  of  preventive  medicine,  community  medicine,  or  social  medicine  in  medical 
schools,  schools  of  public  health,  and  preventive  medicine  residency  programs  (which  are  located  in 
medical  schools,  schools  of  public  health,  and  a  few  health  departments),  are  the  loci  of  expertise  in 
the  population-based  health  sciences.  Federal  support  for  preventive  medicine  training  and  public 
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health  training  is  essential  to  help  meet  the  workforce  needs  not  only  of  public  health  departments, 
but  also  of  a  rapidly-evolving  health  care  system  that  must  be  cost-effective  and  accountable. 

The  small  sums  appropriated  for  preventive  medicine  residency  training  under  Title  VII  have 
been  the  exclusive  federal  support  for  programs  training  physicians  in  general  preventive  medicine 
and  public  health  (other  than  the  residency  programs  conducted  by  the  Centers  for  Disease  Control 
and  Prevention  and  the  military).  Medicare  graduate  medical  education  funds  have  been  largely 
unavailable  to  these  programs  because  they  are  based  not  in  hospitals  but  in  community  outpatient 
and  public  health  settings.  Because  preventive  medicine  programs  derive  little  or  no  revenue  from 
one-on-one  patient  care,  this  common  source  of  funds  for  physician  training  also  is  unavailable. 

Currently,  residency  programs  scramble  to  patch  together  funding  packages  for  their  residents. 
Funding  from  any  source  is  available  for  only  60%  of  preventive  medicine  residency  positions.  The 
remainder  of  the  openings  go  unfilled  due  to  lack  of  funds,  and  potential  applicants  must  be  turned 
away. 

A  1991  survey  of  all  1070  graduates  of  general  preventive  medicine/public  health  residency 
programs  from  1979  to  1989  conducted  by  Battelle,  an  independent  consultant  under  contract  to  the 
Centers  for  Disease  Control  and  Prevention  and  the  Health  Resources  and  Services  Administration 
provided  a  clear  picture  of  the  accomplishments  of  the  training  programs  and  the  impact  of  these 
federal  funds.  A  majority  of  the  graduates  have  initiated  or  managed  major  programs  in  prevention 
and  control  of  infectious  disease,  chronic  disease,  sexually  transmitted  diseases,  or  maternal  and  child 
health.  In  addition  to  creating  and  running  community  health  programs  such  as  these,  60%  of  the 
graduates  engage  in  research  in  disease  prevention  and  health  promotion,  and  70%  also  take  care  of 
individual  patients. 

This  survey  also  documented  that  funds  invested  in  training  these  physicians  have  a  lasting 
impact.  Ninety  percent  of  preventive  medicine  graduates  remain  involved  in  public  health  or 
preventive  medicine.  Moreover,  Title  VII  funds  were  shown  to  be  directly  related  to  the  viability 
of  preventive  medicine  residency  programs.  In  programs  that  have  received  federal  grants,  the 
number  of  graduates  has  more  than  doubled  since  1983.  Conversely,  the  number  of  graduates  of 
programs  that  no  longer  receive  federal  funds  has  decreased  significantly. 

The  training  of  public  health  professionals  is  closely  linked  to  preventive  medicine.  The 
nation's  25  schools  of  public  health  provide  training  for  physician  specialists  in  preventive  medicine 
as  well  as  for  many  other  health  professionals  who  comprise  our  public  health  workforce.  In  addition 
to  the  shortage  of  physicians  trained  in  preventive  medicine,  there  are  shortages  of  epidemiologists, 
biostatisticians,  environmental  and  occupational  health  specialists,  public  health  nutritionists  and 
public  health  nurses.  Title  VII  also  supports  public  health  training,  and  maintenance  of  funding  for 
health  professions  education  will  enable  efforts  to  build  the  nation's  cadre  of  prevention  professionals 
to  continue. 
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Centers  for  Disease  Control  and  Prevention  -  $2.5  billion 

Physicians  working  in  preventive  medicine  and  public  health  rely  heavily  on  the  expertise  and 
activities  of  the  Centers  for  Disease  Control  and  Prevention,  the  nation's  premier  agency  for  disease 
prevention  and  health  promotion.  Therefore,  we  support,  alongside  many  other  organizations  with 
a  concern  for  prevention,  a  total  CDC  appropriation  of  $2.5  billion. 

Through  funding  of  state  and  local  prevention  programs,  research,  training  and  surveillance, 
CDC  has  a  major  impact  on  every  important  issue  in  prevention.  Compared  to  the  billions  that  are 
spent  on  acute  health  care,  our  national  investment  in  prevention  continues  to  lag.  The  increases  in 
health  care  costs  we  have  witnessed  are  not  a  reason  to  cut  back  on  funds  appropriated  for 
prevention.  They  are  a  reason  to  make  a  large  investment  now.  Given  the  resources,  CDC  can  play 
a  critical  role  in  revitalizing  programs  and  services  of  proven  effectiveness  in  reducing  death  and 
disability  in  this  country.  Reducing  CDC  funds  would  be  an  act  of  extraordinary  short-sightedness. 
Time  and  again  we  have  seen,  as  in  the  cases  of  tuberculosis  and  measles,  when  public  health  efforts 
falter,  the  nation  pays  a  high  price  later  in  the  costs  of  preventable  disease. 

Office  of  Disease  Prevention  and  Health  Promotion  -  $4  .6  million 

The  Office  of  Disease  Prevention  and  Health  Promotion  stands  out  among  federal  agencies 
for  its  ability  to  leverage  small  amounts  of  funding  into  large  accomplishments  in  highly  innovative 
ways.  ODPHP  manages  the  Healthy  People  2000  initiative,  the  national  prevention  strategy  used  by 
health  agencies  across  the  nation  to  set  measurable  objectives  for  health  improvement.  ODPHP 
provides  guidance  and  prototype  materials  to  health  practitioners  through  the  Put  Prevention  Into 
Practice  project.  It  is  conducting  ground-breaking  research  concerning  the  cost-effectiveness  of 
preventive  services,  and  has  long  served  as  the  focal  point  for  coordinating  departmental  activities 
in  prevention  as  well  as  innovative  public-private  partnerships.  Explicit  support  for  ODPHP  is  vital 
in  signaling  a  continued  federal  commitment  at  the  Secretary's  level  to  leadership  in  prevention.  We 
urge  the  Subcommittee  to  earmark  $4.6  million  for  this  office,  an  amount  equivalent  to  FY95  funding, 
before  the  budget  for  this  office  was  incorporated  into  the  amounts  appropriated  for  the  Office  of  the 
Secretary. 
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The  American  Association  of  Retired  Persons  (AARP)  appreciates  this 
opportunity  to  comment  regarding  FY  1997  appropriations  for  programs 
which  affect  the  lives  of  many  older  Americans.  We  also  want  to  express  our 
appreciation  for  the  Subcommittee's  historical  commitment  to  all  programs 
which  assist  the  elderly,  particularly  those  which  benefit  low-income  families. 
In  this  regard,  we  are  encouraged  by  the  additional  resources  made  available 
in  the  current  fiscal  year  for  the  Home-Delivered  Meals  Program,  authorized 
under  the  Older  Americans  Act.  These  recipients  are  among  the  most 
vulnerable  members  in  the  community. 

Our  recommendations  are  reflected  below. 

Older  Americans  Act  (OAA) 

Since  its  inception  more  than  thirty  years  ago,  the  Older  Americans  Act 
has  provided  the  structure  for  a  comprehensive  network  of  services  and 
activities.  It  continues  to  be  one  of  the  primary  vehicles  for  addressing  the 
needs  of  the  nation's  older  citizens,  particularly  the  frail  elderly  and  those 
struggling  to  make  ends  meet  on  limited  incomes. 

At  a  minimum,  AARP  recommends  the  current  levels  of  funding  next 
year  for  these  valuable  activities.  We  also  support  the  modest  increases 
included  in  the  Administration's  budget  for  Supportive  Services  and  Centers, 
Pension  Counseling,  Preventive  Health  Services,  and  Training,  Research  and 
Discretionary  Programs.  Pending  legislative  change,  we  further  support 
separate  appropriations  for  the  Long  Term  Care  Ombudsman  Program  and 
the  Prevention  of  Abuse,  Neglect,  and  Exploitation  Program.  Funding  for 
these  activities  is  currently  earmarked  in  the  Omnibus  Continuing  Resolution 
out  of  the  total  amountmade  available  for  OAA  this  year.  Such  action  is  a 
departure  from  past  practice. 

As  a  national  sponsor  of  OAA's  Senior  Community  Service 
Employment  Program  (SCSEP),  the  Association  has  first-hand  knowledge 
regarding  its  effectiveness.  The  program  has  made  a  real  difference  in  the 
lives  of  many  unemployed,  low-income  older  Americans  by  providing  part- 
time  employment  in  useful  community  service  activities.  Compared  with 
younger  workers,  once  unemployed,  older  workers  tend  to  be  jobless  longer 
and  are  more  likely  to  earn  less.  SCSEP  reaches  out  to  some  of  the  most 
disadvantaged  members  of  our  society  in  terms  of  educational  attainment, 
economic  status  and  outmoded  work  skills.  Program  participants  work  in  a 
wide  variety  of  activities  such  as  day  care  centers,  hospitals  and  facilities  for 
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the  handicapped.  The  Department  of  Labor  reports  that  more  than  102,000 
older  Americans  were  SCSEP  participants  in  1994. 

Low  Income  Home  Energy  Assistance  (LIHEAP) 

At  a  minimum,  the  Association  supports  the  President's  budget  request 
of  $1  billion  for  this  critical  program  next  year.  Included  in  the  request  is  an 
additional  $300  million  in  emergency  funding.  Advance  funding  of  $1  billion 
is  also  requested  for  fiscal  year  1998.  LIHEAP  is  important  to  all  of  its 
beneficiaries,  but  none  more  so  than  low  income  older  persons.  Housing, 
health  care,  energy  costs  —  all  of  these  factors  combine  to  make  an  already 
trying  period  of  life  even  more  stressful.  For  many,  the  question  of  how  to 
heat  their  homes  is  actually  a  matter  of  life  or  death.  The  Department  of 
Health  and  Human  Services  reports  that  "...approximately  twenty-one  percent 
of  LIHEAP  recipients  are  'working  poor'  or  elderly,  who  do  not  receive  any 
other  public  assistance  through  AFDC,  food  stamps,  SSI,  or  subsidized 
housing."  LIHEAP  is  a  vital  measure  of  last  resort  for  these  individuals. 
Because  they  are  more  likely  to  live  in  older,  poorly  insulated  homes,  older 
persons  also  have  a  heightened  risk  of  hypothermia.  Elderly  households 
overall  spend  8.1  percent  of  their  income  on  residential  energy  compared  to 
5.3  percent  for  average  households.  Among  low  income  households,  the 
proportion  of  income  expended  for  energy  consistently  amounts  to  3-4  times 
the  proportion  spent  by  households  across  the  board. 

Funding  for  LIHEAP  has  declined  dramatically  over  the  past  several 
years.  Only  one  out  of  five  eligible  elderly  households  is  now  able  to  receive 
assistance.  Any  reduction  next  year  below  the  President's  budget  request 
would  have  a  devastating  impact  on  countless  needy  families  for  whom  the 
program  has  become  a  lifeline. 

Agency  for  Health  Care  Policy  and  Research:  Medical  Effectiveness, 
Outcomes  Research  and  Practice  Guidelines 

The  Association  urges  adequate  funding  for  the  Agency  for  Health 
Care  Policy  and  Research,  and  in  particular  the  Medical  Treatment 
Effectiveness  Program  (MEDTEP).  If  we  are  to  find  ways  to  lower  the 
growth  in  the  cost  of  health  care  without  jeopardizing  quality  of  care,  the 
treatment  guidelines  and  outcomes  research  undertaken  by  this  Agency  will 
be  critical. 
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Office  of  Inspector  General  -  Department  of  Health  &  Human  Services 

AARP  urges  adequate  funding  for  the  Department  of  Health  and 
Human  Services'  Office  of  Inspector  General.  In  order  for  fraud  and  abuse  in 
the  Medicare  and  Medicaid  programs  to  be  reduced,  adequate  resources  must 
be  available  to  detect,  investigate  and  prosecute  unscrupulous  providers. 

Medicare  Contractor  Funding 

AARP  urges  the  Subcommittee  to  provide  funding  for  Medicare 
contractors  at  levels  that  take  into  account  the  contractor's  efficiency  as  well 
as  the  effectiveness  of  the  delivery  of  services  to  beneficiaries.  Contractors 
are  responsible  for  reimbursing  Medicare  beneficiaries  and  providers,  and 
providing  technical  assistance  and  information  about  changes  in  the  Medicare 
program.  To  this  end,  we  believe  contractors  should  have  the  appropriate 
resources  to  conduct  beneficiary  outreach  activities.  Without  reasonable 
funding,  critical  reimbursement  problems  for  beneficiaries  and  providers  alike 
would  be  the  result,  as  well  as  further  delays  and  errors  in  processing 
payments. 

Nursing  Home  Inspections 

AARP  urges  the  Subcommittee  to  provide  sufficient  funds  to  support 
survey  and  certification  activities.  Any  reduction  in  this  area  would  have  a 
significant  adverse  impact  on  the  quality  of  nursing  home  care,  particularly 
given  most  states'  current  budget  problems  and  their  inability  to  make  up  for 
reductions  in  the  Federal  match.  Critical  new  enforcement  rules  were  just 
issued  in  December  and  significant  improvements  in  the  inspection  process 
currently  are  being  made.  The  Association  strongly  urges  that  funding  be 
sufficient  to  maintain  adequate  levels  of  services  for  survey  and  certification 
functions. 

National  Institutes  of  Health 

AARP  supports  adequate  funding  -  though  we  recognize  that  this  will 
need  to  be  modest  -  for  research  conducted  by  the  National  Institutes  of 
Health  (NIH).  Research  focused  both  on  treatment  of  disease  and  on 
prevention  of  disease  and  disability  is  critical  to  lowering  health  care  costs 
and  assuring  quality.  As  the  population  ages,  crucial  policy  decisions  will 
have  to  be  made  in  every  sector.  It  is  essential  that  these  decisions  be 
grounded  in  solid  research. 
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Displaced  Homemaker  Program 

AARP  supports  providing  sufficient  funds  to  begin  implementing  the 
Displaced  Homemakers  Self-Sufficiency  Assistance  Act.  For  many  older 
women  who  have  been  homemakers  their  entire  lives  or  have  been  outside  the 
workforce  for  decades,  workforce  re-entry  is  extremely  difficult.  As  the 
workforce  ages,  and  the  older  workforce  becomes  increasingly  female,  the 
services  provided  by  the  Act  and  similar  programs  will  assume 
correspondingly  greater  importance. 

Social  Security  Administration  (SSA)  Staffing  Levels 

We  remain  concerned  that  inadequate  funds  for  SSA  will  continue  to 
hamper  the  agency's  ability  to  deliver  quality  service.  The  most  noticeable 
evidence  of  deteriorating  service  is  the  mounting  backlog  of  disability 
applications,  which  continue  despite  agency  initiatives.  The  agency  must 
receive  sufficient  funding  to  meet  its  current  workload  without  further 
erosion.  AARP  urges  the  Subcommittee  to  provide  sufficient  funds  next  year 
for  this  and  other  critical  activities. 

Mr.  Chairman,  the  programs  mentioned  in  our  testimony  along  with 
others,  such  as  Foster  Grandparents,  Senior  Companions  and  Retired  Senior 
Volunteers,  continue  to  have  a  profound  impact  on  older  Americans 
throughout  the  nation.  Thank  you  again  for  this  opportunity  to  express  our 
support  of  these  critical  activities. 
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STATEMENT  OF  THE  COALITION  OF  NORTHEASTERN  GOVERNORS 
BEFORE  THE  HOUSE  SUBCOMMITTEE  ON 
LABOR,  HEALTH  AND  HUMAN  SERVICES  AND  EDUCATION 

REGARDING  APPROPRIATIONS  FOR 
THE  LOW-INCOME  HOME  ENERGY  ASSISTANCE  PROGRAM 


The  CONEG  Governors  are  pleased  to  provide  testimony  for  the  record  to  the  House 
Subcommittee  on  Labor,  Health  and  Human  Services  and  Education  as  it  considers  FY  1997 
appropriations  for  the  Low-Income  Home  Energy  Assistance  Program  (LIHEAP).  The 
CONEG  Governors  strongly  support  the  continued  funding  of  LIHEAP  since  it  provides 
essential  assistance  to  the  region's  low-income  elderly,  disabled  and  working  poor  households 
to  pay  their  winter  heating  bills. 

During  this  year's  brutal  winter  heating  season,  LIHEAP  has  provided  assistance  to 
almost  two  million  low-income  households  in  the  region.  About  40  percent  of  those  assisted 
have  at  least  one  family  member  who  is  elderly  or  disabled,  and  close  to  90  percent  have 
incomes  of  less  than  $12,000.  For  many  of  these  households,  energy  prices  continue  to  be  a 
significant  burden.  In  the  Northeast,  on  the  average,  low-income  households  pay  about  16 
percent  of  total  income  for  home  energy.  In  contrast,  the  rate  for  all  households  is  about  3.1 
percent. 

The  CONEG  Governors  believe  that  the  LIHEAP  funding  level  should  be  set  at  $1.0 
billion  for  1997  and  advance  funding  of  $1.0  billion  should  be  provided  for  FY  1998. 
Without  advance  funding,  the  potential  for  delays  in  program  appropriations  can  create  severe 
problems  and  additional  administrative  costs  in  states  where  the  winter  heating  season  starts  in 
late  fall.  When  program  funding  is  not  set  until  very  late,  or  is  done  through  supplemental 
emergency  funding,  it  is  very  difficult  to  coordinate  outreach  or  communicate  program 
changes.  The  advantage  of  knowing  of  advance  funding  permits  state  officials  to  prioritize 
program  goals  and  components  more  efficiently. 

The  funding  reductions  enacted  in  FY  1996,  have  caused  most  Northeast  states  to 
either  reduce  program  benefit  levels  or  the  number  of  households  eligible  to  receive 
assistance.  The  states  have  estimated  that  the  reductions  enacted  in  FY  1 996  resulted  in  the 
elimination  of  assistance  to  almost  300,000  households  in  the  Northeast. 

Further  cuts  in  LIHEAP  will  have  significant  impacts  on  other  state  and  private  energy 
assistance  programs  as  well.  LIHEAP  is  the  foundation  for  a  whole  system  of  public  and 
private  programs  and  policies  which  attempt  to  maintain  safe  and  affordable  energy  services 
for  low  income  households.  Only  LIHEAP  can  provide  a  sufficient  cash  grant  to  permit 
federal,  state,  utility  and  private  resources  to  leverage  each  other  to  provide  coordinated 
responses.  If  LIHEAP  is  not  funded  at  an  adequate  level,  many  state  and  private  initiatives 
could  be  lost  as  well. 
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Despite  federal  funding  cutbacks,  the  Northeast  states  have  continued  to  work 
diligently  to  assure  that  LIHEAP  funds  are  allocated  efficiently  and  with  a  minimum  of 
administrative  overhead.  These  approaches  have  included  reducing  administrative  costs  by 
providing  one-stop  shopping  offices  for  LIHEAP  and  related  low-income  assistance  programs, 
encouraging  recipients  to  switch  to  lower  cost  fuels,  and  aggressively  leveraging  private 
assistance  programs.  Specific  examples  are  described  as  follows: 

•  Connecticut  has  developed  a  uniform  application  form  to  determine  a  household's 
eligibility  for  LIHEAP  and  all  other  low-income  energy  programs  such  as 
weatherization.  This  process  allows  the  community  action  agencies,  the  program's 
administrative  agents  in  Connecticut,  to  determine  eligibility  for  the  utilities'  winter 
protection  programs.  At  the  time  of  eligibility  determination,  eligible  households  are 
also  referred  to  other  related  services  offered  by  the  program  administrative  agencies 
including  Head  Start,  commodities,  budget  counseling,  and  housing  programs. 

•  Maine  has  implemented  a  one-stop  shopping  approach  to  the  delivery  of  program 
services.  Eligible  clients  are  able  to  apply  for  LIHEAP,  as  well  as  other  related 
sendees  including  weatherization,  transportation,  budget  counseling,  health  services, 
family  development,  education  and  job  training,  and  homelessness  prevention.  By 
administering  all  of  these  services  as  part  of  an  umbrella  of  related  programs,  Maine 
has  been  able  to  significantly  reduce  administrative  costs. 

•  Massachusetts  has  developed  several  innovations  and  adaptations  to  improve  service 
delivery.  These  have  included  the  use  of  mail  recertification  and  a  single  application 
for  all  energy  assistance  programs  offered  through  local  program  operators.  These 
measures  and  efficiencies  were  necessary  to  keep  up  with  the  demand  of  processing 
170,000  applications  over  a  five-month  period.  The  Massachusetts  program  has  also 
achieved  concurrent  enrollment  in  utility-sponsored  discount  rates  for  LIHEAP 
recipients  by  virtue  of  their  LIHEAP  eligibility.  This  referral  process  results  in 
aclministrative  efficiency  and  cost  savings  to  recipients.  In  addition,  their  oil  bid  and 
margin-over-rack  oil  pricing  methods  have  helped  contain  costs  for  oil  heat 
households. 

•  The  New  Hampshire  LIHEAP  program  takes  a  multifaceted  approach  in  delivering 
program  sendees.  The  program  coordinates  its  outreach  activities  with  local 
governments,  which  not  only  saves  administrative  money,  but  greatly  improves 
targeting  efforts  for  the  most  vulnerable  populations.  As  a  result,  a  qualified  LIHEAP 
household  not  only  receives  a  meaningful  benefit,  but  also  is  provided  access  to 
financial  and  energy  counseling,  weatherization,  home  improvement  loans  and  a 
variety  of  family  related  senices. 

•  New  Jersey  is  maximizing  its  use  of  diminishing  administrative  monies  and  reduced 
benefit  levels  by  initiating  a  partnership  with  utility  companies  to  avoid  shutoffs.  In 
addition,  New  Jersey's  utilities  and  LIHEAP  are  providing  an  additional  safety  net 
against  shutoffs  for  eligible  households  who  have  been  experiencing  reduced  benefit 
levels.  Emergency  assistance  for  utility  shutoff  clients  has  also  been  increased. 
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New  Hampshire's  has  also  developed  several  innovative  approaches  to  helping  the 
working  poor  from  falling  into  poverty.  This  effort  has  had  some  very  dramatic 
results  and  there  is  strong  evidence  to  suggest  that  the  program  benefit  that  these 
families  receive  allows  them  to  regain  their  financial  footing.  To  reinforce  self- 
reliance,  the  highest  benefit  in  New  Hampshire  is  available  to  only  those  households 
that  make  regular  payments  to  their  energy  supplier. 

New  York  has  redesigned  its  Home  Energy  Assistance  Program  (HEAP)  to 
accommodate  program  funding  reductions  and  to  give  priority  and  ease  of  access  to  its 
vulnerable  HEAP-eligible  population.  Vulnerable  households  contain  a  member  who 
is  elderly,  disabled  and/or  under  six  years  of  age.  Priority  is  given  through  a  mail-in 
application  process  and  automatic  payments.  During  FY  1996,  approximately  400,000 
vulnerable  households  received  a  regular  benefit  without  having  to  file  a  paper 
application,  saving  time  and  administrative  costs.  In  addition,  because  the  HEAP 
eligibility  process  is  utilized  by  other  state  programs  in  determining  participation, 
significant  administrative  costs  are  avoided  by  the  elimination  of  duplicative 
applications. 

New  York  also  earmarks  1 5  percent  of  its  LIHEAP  allocation  for  weatherization  and 
other  energy-related  home  repairs.  This  includes  a  furnace  replacement  component  for 
high  priority  households.  Inoperable  and/or  dangerous  furnaces  are  replaced  with 
h'gher  efficiency  models  which  prevent  potential  injury  or  loss  of  life  while  also 
conserving  fuel  over  the  long  term. 

Pennsylvania  has  established  a  project  combining  weatherization  and  LIHEAP  crises 
sendees  into  one  agency  in  order  to  better  serve  program  clients  with  life-  or 
health-threatening  situations.  Services  are  provided  for  clients  who  need  emergency 
furnace  or  other  repairs  or  have  energy  supply  types  of  crisis  situations.  Assistance  is 
provided  within  48  hours  for  crisis  situations  or  1 8  hours  if  the  situation  is  considered 
to  be  life-  or  health-threatening. 

Rhode  Island  has  reduced  LIHEAP  administrative  costs  by  consolidating  program 
offices  and  by  making  assistance  payments  directly  to  regulated  utilities  rather  than 
through  local  providers,  thereby  eliminating  a  separate  administrative  fee.  Rhode 
Island  has  also  established  a  centralized  data  base  of  client  applications  to  better  track 
expenditures  and  households  served. 

Vermont  has  a  24-hour  staff  to  handle  fuel  emergencies,  helping  to  avert  potential 
tragedy  and  costly  property  damage.  Moreover,  closer  links  between  LIHEAP  and 
state  energy  efficiency  programs  have  been  developed  recently.  LIHEAP  households 
now  receive  priority  treatment  for  weatherization  services,  which  cut  heating  bills  on 
average  20  percent.    In  addition,  the  state-funded  Weatherization  Program  installs 
electric  efficiency  measures  on  behalf  of  regulated  utilities,  producing  even  more 
savings.  These  are  examples  of  how  a  modicum  of  federal  investment  can  leverage 
state  and  private  dollars. 
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As  part  of  the  Northeast's  effort  to  identify  and  reduce  program  costs,  the  region's 
state  LIHEAP  directors  also  meet  periodically  through  CONEG.  The  purpose  of  these 
meetings  is  to  share  information  on  effective  strategies  for  delivering  program  services, 
identify  model  approaches  for  increasing  private  sector  funding,  and  developing  regional 
program  policies. 

The  CONEG  Governors  are  concerned  about  recent  statements  made  that  LIHEAP 
assistance  could  be  eliminated  or  severely  scaled  back  because  of  the  perceived  decline  in 
energy  prices.  While  there  has  been  a  small  decline  in  some  prices,  the  drop  does  not  even 
begin  to  cover  the  reduction  in  program  assistance.  Since  1985,  the  peak  year  for  program 
funding,  assistance  has  declined  from  $2.1  billion  to  $1.1  billion  ($900  million  in 
appropriations  plus  $180  million  in  emergency  funds)  for  the  current  fiscal  year. 
Even  at  peak  funding  levels  the  program  did  not  have  sufficient  funds  to  reach  all  of  the 
eligible  households.  Currently,  only  about  20  percent  of  all  eligible  households  receive 
program  assistance. 

As  the  House  begins  its  consideration  of  the  FY  1997  Labor,  Health  and  Human 
Service  and  Education  Appropriations  bill,  the  CONEG  Governors  urge  the  Subcommittee  to 
provide  an  adequate  level  of  funding  for  FY  1997.  This  is  necessary  due  to  the  continuing 
uncertainty  in  energy  prices  and  the  continuing  demand  for  program  services  among  the  low- 
income  employed,  elderly,  and  disabled.  In  addition,  the  CONEG  Governors  urge  the 
Subcommittee  to  consider  providing  advance  funding  for  LIHEAP  because  it  allows  states  to 
adequately  plan  their  program  operations  prior  to  the  start  of  the  winter  heating  season. 

CONEG  is  pleased  to  have  had  the  opportunity  to  share  its  views  with  the 
Subcommittee,  and  stands  ready  to  provide  any  additional  information  about  the  importance  of 
LIHEAP  in  meeting  the  home  heating  needs  of  the  low-income,  disabled  and  elderly  residents 
of  the  Northeast. 
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Testimony  In  Support  of  VISTA 
Labor,  Health,  and  Human  Services  and  Education  Appropriations  Bill 

Provided  by  Parents  Anonymous  of  Maryland 

Mindy  Amor,  VISTA  Project  Sponsor 


On  behalf  of  Parents  Anonymous  of  Maryland,  Inc.  I  am  providing  testimony  to 
strongly  urge  your  support  in  a  Continuing  Resolution  that  would  restore 
VISTA's  funding.  We  strongly  feel  that  the  Senate  proposed  budget  cut  of  8% 
should  be  adopted  for  the  following  reasons: 

•  If  the  terms  of  the  current  CR  are  not  amended  VISTA's  budget  will  fall 
from  $47.7  million  in  FY95  to  $25,603,000  in  FV96,  a  46%  cut. 

The  total  number  of  VISTAS  will  drop  from  3,700  to  800  -  the  lowest 
level  since  the  inception  of  VISTA  in  1965. 

No  new  VISTAS  would  be  allowed.  Last  year,  3,200  VISTAS  entered 
into  service. 

Parents  Anonymous  of  Maryland  is  a  private  non-profit  agency  with  a  twenty- 
one  year  history  of  providing  validated,  free  community  and  volunteer-based 
child  abuse  prevention  services.  VISTA  support  has  allowed  Parents 
Anonymous  to  accomplish  the  following: 

•  Increased  the  number  of  volunteers  recruited  by  30%. 

•  Informed  and  educated  over  60,000  parents,  children,  professionals  and 
potential  volunteers  through  community  outreach  regarding  P  A.  services 
and  child  abuse  prevention. 

•  Served  12,000  individuals  in  Parents  Anonymous  sponsored  programs 
during  FY'95.  400  volunteers  contributed  30,000  hours  of  service  to 
needy  Maryland  residents  valued  at  $363,900  (based  on  $12. 13  per  hour 
volunteer  wage,  Independent  Sector  12/94  report). 

Everyone  pays  the  price  for  child  abuse.  It  costs  our  society  $2  million  for  each 
abused  child  .  .  .  and  this  price  does  not  take  into  account  the  emotional  and 
psychological  pain  of  each  family,  each  child  and  each  child's  future  children. 
However,  the  annual  cost  of  service  provided  by  Parents  anonymous  is  only  $600 
per  family. 
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Parents  Anonymous  of  Maryland  significantly  saves  taxpayers  money. 

•  For  every  child  that  we  prevent  the  need  for  a  Child  Protective  Service  investigation,  the 
state  is  saved  $1.200  a  year  in  the  staff  time  alone. 

•  For  every  child  that  we  prevent  from  entering  the  foster  care  system  the  stated  is  saved 
over  $14.000  annually. 

Parents  Anonymous  of  Maryland  has  proven  successful  in  institutionalizing  VISTA. 

•  3  previous  VISTA  volunteers  have  been  hired  as  full-time  staff. 

•  3  previous  positions  originally  created  with  VISTA  support  have  become 
institutionalized. 

Without  this  much  needed  VISTA  support,  P.  A.  of  Maryland  anticipates  the 
following  consequences: 

•  Decrease  by  25-40%  to  the  number  of  individuals  receiving  Parents 
Anonymous  sponsored  services. 

•  Decrease  by  20%  the  number  of  volunteers  recruited  to  provide  these  critical 
services. 

•  Increase  in  the  number  of  substantiated  child  abuse  and  neglect  cases  in  the 
State  of  Maryland.  Just  one  (1)  child  placed  out  of  the  home  as  the  result  of 
preventable  abuse  could  cost  Maryland  taxpayers  over  $30.000  per  year. 

The  continuation  of  funding  for  AmeriCorps*  VISTA  and  the  renewal  of  our 
VISTA  application  is  critical  to  families  in  crisis,  as  often  times,  Parents  Anonymous 
of  Maryland  services  stand  alone  as  a  free,  readily  available  resource.  As  more  and 
more  services,  both  public  and  private,  diminish  due  to  budget  cuts,  the  need  is 
greater  for  P.A.  of  MD  services  to  be  available. 

If  the  Corporation  for  National  Service  eliminates  Parents  Anonymous  of 
Maryland's  VISTA  contract,  Parents  Anonymous  of  Maryland  will  in  turn 
have  to  eliminate  free,  and  much  needed,  services  to  Maryland's  troubled 
families  ...  at  tremendous  cost  to  Maryland  taxpayers.  Our  project  has  already 
been  reduced  from  three  full-time  VISTA  positions  to  two  positions.  Further 
cuts  reduced  our  project  to  one  VISTA  position.  Reducing  the  VISTA  budget 
is  not  prudent  and  is  not  cost  effective. 
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STATEMENT  OF 
PASKO  RAKIC,  M.D.,  D.SC. 
FOR  THE  SOCIETY  FOR  NEUROSCIENCE 
CONCERNING  FY  1997  APPROPRIATIONS 
for  the 

NATIONAL  INSTITUTE  OF  MENTAL  HEALTH 
NATIONAL  INSTITUTE  OF  NEUROLOGICAL  DISORDERS  AND  STROKE 
NATIONAL  INSTITUTE  ON  DRUG  ABUSE 
NATIONAL  INSTITUTE  ON  DEAFNESS  AND  OTHER  COMMUNICATION  DISORDERS 
NATIONAL  EYE  INSTITUTE 
NATIONAL  INSTITUTE  ON  AGING 
NATIONAL  INSTITUTE  OF  CHILD  HEALTH  AND  HUMAN  DEVELOPMENT 
NATIONAL  INSTITUTE  ON  ALCOHOL  ABUSE  AND  ALCOHOLISM 
NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH 
before  the 

HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON 
LABOR,  HEALTH  AND  HUMAN  SERVICES,  EDUCATION,  AND  RELATED  AGENCIES 

UNITED  STATES  HOUSE  OF  REPRESENTATIVES 
February  29.  1996 
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February  29,  1996 

I  am  testifying  on  behalf  of  the  Society  for  Neuroscience,  the  largest 
scientific  organization  in  the  world  dedicated  to  the  study  of  the  brain,  nervous 
system  and  spinal  cord.  Mr.  Chairman,  we  are  very  grateful  for  this  opportunity 
to  speak  to  you  and  this  Subcommittee.  The  Society  for  Neuroscience  consists 
of  more  than  25,000  basic  and  clinical  brain  scientists  affiliated  with  universities, 
hospitals  and  scientific  institutions  throughout  North  America  and  abroad. 
Neuroscientists  investigate  the  molecular,  cellular  and  integrative  levels  of 
organization  of  the  brain  and  nervous  system,  which  involve  vital  human  functions 
such  as  vision,  speech,  hearing,  and  the  realm  of  human  behavior.  This  essential 
research  provides  the  basis  for  advances  in  the  medical  fields  concerned  with 
treating  brain  disorders.  These  medical  specialties  include  psychiatry,  neurology, 
geriatrics,  developmental  disability,  neurosurgery,  and  ophthalmology. 

I  want  to  take  this  opportunity  to  express  our  gratitude  to  this 
Subcommittee,  and  especially  to  you  Mr.  Chairman,  for  the  high  priority  you 
have  placed  on  continued  funding  for  biomedical  research  at  the  National  Institutes 
of  Health  (NIH).  The  funding  our  members  receive  from  NIH  is  critical  to  their 
research.  Without  this  funding,  our  fight  against  brain  diseases  and  disorders 
such  as  Alzheimer's,  Parkinson's,  mental  retardation,  stroke,  severe  depression, 
schizophrenia,  and  spinal  cord  injury  could  suffer  a  serious  setback.  Your 
commitment  to  biomedical  research  was  demonstrated  again  this  year  when  NIH 
received  a  5.7%  increase  over  FY  1995.  We  at  the  Society  for  Neuroscience  are 
extremely  grateful  that  this  Subcommittee  sent  such  a  strong  message  in  support 
of  our  work  by  increasing  funding.  We  know  how  hard  this  Subcommittee  had 
to  fight  to  get  that  increase,  and  your  efforts  are  truly  appreciated. 

Modern  neuroscience  is  on  the  threshold  of  important  scientific 
breakthroughs  in  a  number  of  brain  diseases,  which,  for  centuries,  have  perplexed 
clinicians  and  ravaged  those  affected.  The  strides  made  in  understanding  the 
workings  of  the  brain  are  extraordinary.  Who  would  have  imagined  25  years  ago 
that  we  would  be  able  to  observe  the  human  brain  in  action  through  non-invasive 
imaging,  or  that  we  could  employ  genetic  engineering  in  mice  to  study  thought 
processes  such  as  learning  and  memory?  Discoveries  over  the  last  decade  alone 
include:  creation  of  a  new  generation  of  drugs  for  the  treatment  of  migraine 
headaches,  depression,  schizophrenia,  and  epilepsy;  identification  of  genes 
responsible  for  Alzheimer's,  Huntington's  and  Lou  Gehrig's  disease;  and 
identification  of  brain  structures  that  control  emotions,  conscious  memory,  and  the 
processing  of  visual  and  other  sensory  information.  These  discoveries  hold  the 
promise,  in  the  not  too  distant  future,  of  clinical  applications  touching  every 
aspect  of  health,  emotion  and  the  human  experience.  To  lose  this  momentum  now 
would  be  an  economic  tragedy  and  would  certainly  be  detrimental  for  the  health 
of  our  nation. 

I  want  to  take  this  opportunity  to  share  just  a  few  statistics  with  you.  Brain 
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diseases  affect  more  than  50  million  Americans  annually  at  costs  exceeding  $400 
billion  in  direct  costs  for  clinical  care  and  in  lost  productivity.  The  more  than 
1,000  disorders  of  the  brain  and  nervous  system  result  in  more  hospitalizations 
than  any  other  disease  group,  including  heart  disease  and  cancer.  The  prevalence 
of  brain  disorders  in  the  United  States,  together  with  high  annual  costs  that  exceed 
the  annual  federal  budget  deficit,  combine  to  make  these  conditions  the  number- 
one  public  health  problem  now  confronting  this  nation.  We  must  also  consider 
the  significant  non-economic  repercussions  that  afflict  not  only  the  sufferers  of 
these  diseases,  but  also  their  families. 

Thanks  to  this  Subcommittee's  dedication  and  hard  work,  biomedical 
research  has  become  a  priority  in  this  nation.  When  this  Subcommittee  increased 
funding  at  NIH  for  FY  1996,  you  let  us  know  that  you  were  doing  everything 
possible  to  see  that  our  goals  are  reached.  It  is  encouraging  for  our  members 
to  know  that  they  have  the  support  of  the  House  Appropriations  Subcommittee  on 
Labor-HHS.  With  this  in  mind,  the  members  of  the  Society  for  Neuroscience  will 
continue  to  work  diligently  to  gain  progress  in  research  in  the  neurosciences  and 
its  benefits  to  the  health  and  well-being  of  the  American  public. 

We  at  the  Society  for  Neuroscience  realize  the  difficulty  in  finding  money 
for  biomedical  research.  However,  we  do  feel  that  it  is  vital  that  the  necessary 
funds  are  appropriated  to  continue  to  achieve  the  tremendous  advances  and 
breakthroughs  that  are  within  our  reach.  It  is  for  these  reasons  that  we 
recommend  two  figures  to  this  Subcommittee;  our  specific  Institute  requests  and 
the  recommendation  from  the  Ad  Hoc  Group  for  Medical  Research  funding. 
While  our  Institute  requests  are  slightly  higher  than  the  Ad  Hoc  figure,  we 
recommend  that  this  Subcommittee  make  the  largest  appropriation  possible. 


I.       Society  for  Neuroscience' s  Specific  Institute  requests: 

*  National  Institute  of  Mental  Health  (Society's  request:  $711  million) 

*  National  Institute  of  Neurological  Disorders  and  Stroke  (Society's 
request:  $736.057  million) 

*  National  Institute  on  Drug  Abuse  (Society's  request:  $501.270 
million) 

*  National  Institute  on  Deafness  and  Other  Communication  Disorders 
(Society's  request:  S195.966  million) 

*  National  Eye  Institute  (Society's  request:  $350.494  million) 

*  National  Institute  on  Agin_  (Society's  request:  $  496.4  million) 

*  National  Institute  of  Child  Health  and  Human  Development  (Society's 
request:  $650  million) 

*  National  Institute  on  Alcohol  Abuse  and  Alcoholism  (Society's 
request:  $216.196  million) 

*  National  Institute  of  Dental  Research  (Society's  request:  $197.852 
million) 
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In  a  perfect  world,  we  would  like  this  Subcommittee  to  fund  NIH  at  the  levels 
indicated  in  our  Institute  requests.  However,  because  funding  for  biomedical 
research  is  difficult  in  this  time  of  balanced  budgets,  we  request  that  this 
Subcommittee  fund  NIH  at  a  minimum  of  a  6.5%  increase  over  FY  1996.  as 
recommended  by  the  Ad  Hoc  Group  for  Medical  Research  Funding. 


II.      Ad  Hoc  Group  for  Medical  Research  Funding 

We  support  the  Ad  Hoc  Group  for  Medical  Research  Funding,  made  up  of  over 
170  national  medical  and  scientific  societies,  voluntary  health  groups,  and 
academic  and  research  organizations,  which  are  dedicated  to  the  future  of  the 
nation's  biomedical  and  behavioral  research,  in  recommending  strongly  that  this 
Subcommittee: 

*       Appropriate  S  12.72  billion  for  the  National  Institutes  of  Health,  which 
is  6.5%  above  the  FY  1996  NIH  appropriation. 

In  conclusion,  the  Society  for  Neuroscience  is  grateful  for  this  opportunity 
to  present  testimony  to  this  distinguished  Subcommittee  and  we  will  be  pleased 
to  answer  any  questions  the  Chairman  or  Members  may  have.  Thank  you  again 
for  your  continued  support. 
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March  11,  1996 

The  Honorable  John  Porter 
Chairman 

Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and  Related  Agencies 
Committee  on  Appropriations 
2358  Rayburn  House  Office  Building 
Washington,  D  C.  20515 

Dear  Mr.  Chairman: 

As  Chairman  of  the  Board  of  Governors  of  the  American  Association  of  Colleges  of  Osteopathic 
Medicine  (AACOM),  and  Dean  of  the  University  of  Medicine  and  Dentistry  of  New  Jersey,  School 
of  Osteopathic  Medicine,  I  am  pleased  to  present  the  views  of  the  16  AACOM  member  schools  on 
fiscal  year  1997  funding  for  health  professions  educational  assistance  programs. 

AACOM  appreciates  the  past  efforts  of  the  Subcommittee  to  maintain  a  commitment  to  health 
professions  educational  assistance.  We  also  recognize  the  responsibility  of  the  Subcommittee  to 
examine  all  programs  in  light  of  their  cost-effectiveness  in  meeting  the  health  care  needs  of  all 
Americans.  The  104*  Congress  has  appropriately  identified  an  "outcome-based"  criterion  to  evaluate 
program  effectiveness.  We  believe  that  colleges  of  osteopathic  medicine  measure  particularly  well 
under  such  scrutiny. 

We  are  especially  proud  that  the  philosophy  of  osteopathic  medical  education  is  entirely  consistent 
with  the  Federal  objectives  of  addressing  geographic  maldistribution  of  physicians  in  the  United 
States  and  increasing  access  to  primary  care  services.  Mr.  Chairman,  this  philosophy  has  not  been 
developed  in  response  to  Federal  funding  requirements.  Rather,  it  has  been  part  of  our  medical 
education  fabric  for  over  100  years.  By  training  and  by  tradition,  osteopathic  physicians  practice 
"hands-on"  medicine  and  value  the  highly  close  and  interactive  physician-patient  relationships  that 
are  characteristic  of  our  profession.  The  principal  vehicle  for  addressing  specialty  and  geographic 
maldistribution  of  physicians  has  been  through  primary  care  education  and  training.  AACOM 
member  schools  have  a  long  history  of  dedication  to  training  primary  care  physicians  to  work  in 
America's  smaller  communities. 


24-311   96  -  60 
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The  health  professions  assistance  programs  under  Title  VII  of  the  Public  Health  Service  Act  have 
been  valuable  in  our  efforts  to  continue  to  maintain  this  commitment.  These  programs  are  the  most 
visible  federal  commitment  to  the  important  task  of  educating  more  primary  care  physicians.  The 
debate  over  the  last  two  years  on  health  care  reform  revealed  more  than  ever  the  importance  of 
increasing  the  supply  of  primary  care  practitioners.  The  federal  government  and  medical  educators 
need  to  expand  their  collaborative  efforts  to  build  a  strong  primary  care  physician  population. 
Numerous  programs  are  especially  important  to  enhancing  osteopathic  medical  schools'  ability  to 
train  the  highest  quality  physicians.  Among  these  programs  are:  General  Internal  Medicine;  General 
Pediatric  Residencies;  Family  Medicine  Training;  Preventive  Medicine  Residencies;  Area  Health 
Education  Centers;  Health  Education  and  Training  Centers;  Health  Care  Opportunities  Programs; 
Centers  of  Excellence  Programs;  Geriatric  Training  Authority;  Disadvantaged  Assistance;  Exceptional 
Financial  Need  Scholarships;  and  Physician  Assistants.  We  recommend  that  the  fiscal  year  1997 
funding  level  be  at  the  House-passed  fiscal  year  1996  (H.R.  2127)  for  these  programs. 

Title  VII  also  authorizes  student  assistance  programs  that  are  especially  important  to  osteopathic 
medical  students.  The  Subcommittee  must  be  concerned  with  minimizing  the  debt  load  of  our 
graduates  if  they,  in  turn,  can  be  expected  to  hold  down  medical  costs.  In  addition,  Exceptional 
Financial  Need  Scholarships,  Financial  Aid  for  Disadvantaged  Health  Professions  Students 
Scholarships,  Loans  for  Disadvantaged  Students,  and  Scholarships  for  Disadvantaged  Students  are 
all  programs  that  must  be  maintained  if  we  are  to  ensure  access  to  medical  education  by 
underrepresented  groups. 

Mr.  Chairman,  although  we  are  generally  supportive  of  extending  the  House-passed  FY  1996  funding 
levels  for  Health  Professions  Education  to  fiscal  year  1997,  we  do  feel  strongly  that  one  important 
piece  of  HJL  2127  and  its  report  should  be  revisited.  H.R  2127  proposed  a  phase-out  of  the  Health 
Education  Assistance  Loan  (HEAL)  Program  effective  October  1,  199S.  Since  that  date,  no  HEAL 
loans  have  been  available  to  first-time  borrowers.  This  action  has  created  a  special  hardship  for 
osteopathic  medical  students  who  rely  more  heavily  on  HEAL  than  any  other  source  of  financial 
assistance.  Elimination  of  HEAL  could  have  significant  negative  impact  on  osteopathic  medical 
education  at  both  ends  of  the  pipeline.  Otherwise  qualified  students  considering  application  to 
medical  school  might  find  this  opportunity  closed  because  of  their  ineligibility  for  other  loans.  On  the 
other  hand,  those  students  who  are  eligible  for  non-HEAL  loans  will  be  faced  with  an  increased  debt. 
This  would  serve  as  a  disincentive  to  practicing  in  primary  care  and/or  rural  settings  which 
traditionally  provide  smaller  salaries  than  specialities. 

In  addition,  revised  figures  on  the  cost  of  the  HEAL  program  indicate  that  it  is  extraordinarily  cost- 
effective  to  both  students  and  taxpayers.  Based  on  this  information  and  the  fact  that  osteopathic 
medical  students  have  had  the  lowest  default  rate  among  all  health  professions  students  who  have 
HEAL  loans,  we  respectfully  request  that  the  Committee  restore  full  funding  for  the  HEAL  program. 

We  urge  the  Appropriations  Subcommittee  to  take  a  hard  look  at  the  ways  in  which  dollars  are 
allocated  and  used  to  influence  physician  careers. 
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Much  of  the  Congressional  focus  in  shifting  production  of  physicians  from  medical  and  surgical 
specialists  to  primary  care  physicians  is  on  the  possible  reallocation  of  the  Medicare  funds  available 
for  graduate  medical  education.  While  it  is  important  to  consider  reallocation  of  this  money  among 
the  specialties  to  achieve  a  greater  support  for  primary  care  residency  programs,  we  will  miss  many 
opportunities  for  influencing  the  career  decisions  of  physicians  if  the  government  only  focuses  on 
postgraduate  training.  This  is  because  students  must  make  their  choice  of  residency  well  before  the 
beginning  of  the  postgraduate  years.  The  real  opportunity  for  influencing  the  care  decision  is  at  the 
undergraduate  level.  Additionally,  colleges  of  osteopathic  medicine  have  found  that  active  recruiting 
of  students  from  rural  areas  leads  to  a  greater  commitment  to  primary  care  by  those  students. 

Substantial  funds  are  made  available  for  residency  training  in  family  medicine  and  general  internal 
medicine.  As  stated  earlier,  we  recognize  the  value  of  these  funds  to  the  maintenance  of  innovations 
in  primary  care  graduate  medical  education,  and  support  their  continued  funding.  But  we  need 
comparable  opportunities  to  influence  our  students  before  they  choose  their  residency  programs. 
Therefore,  we  would  urge  allocations  of  Medicare  general  revenues  and  Title  VII  health  professions 
funds  to  the  education  of  potential  primary  care  physicians  at  the  undergraduate  level. 

Mr.  Chairman,  in  conclusion  let  me  say  that  the  efforts  of  the  Subcommittee  in  support  of  health 
professions  education  assistance  programs  have  been  very  valuable.  However,  more  must  be  done 
if  we  are  to  meet  the  growing  need  for  primary  care  physicians  in  this  country.  We  believe  that  the 
colleges  of  osteopathic  medicine  will  continue  to  have  a  positive  effect  on  this  problem  if  you  are 
willing  to  work  with  our  programs  and  continue  to  provide  resources.  We  call  upon  this 
Subcommittee  and  Congress  to  move  aggressively  in  the  directions  we  have  outlined. 

Thank  you  for  giving  us  the  opportunity  to  present  our  views.  Please  do  not  hesitate  to  contact  me 
if  you  have  any  questions. 


Sincerely, 


American  Association  of  Colleges  of  Osteopathic  Medicine 
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My  name  is  Patrick  Waters  and  I  am  a  left  hemiplegic  stroke  survivor  of 
seven  years.  I  am  currently  the  President  of  the  Montgomery  County,  Maryland 
Stroke  Club.  The  stroke  club  is  a  non-profit  organization  for  stroke  survivors  and 
their  families  and  numbers  about  400  as  well  as  about  100  professionals. 

Stroke  can  happen  to  anyone  and  stroke  is  the  third  leading  cause  of  death 
in  the  United  States  and  strikes  about  500,00  Americans  each  year,  killing  about 
150,000.  Think  about  this,  anyone  or  their  loved  ones  could  be  struck  down  by  a 
stroke.  It  happened  to  three  of  our  United  States  presidents.  I  pray  that  none  of 
you  or  yours  will  ever  know  this  terrible  suffering. 

My  stroke  occurred  in  February  1989.  I  had  taken  an  early  retirement  and  I 
planned  to  begin  a  second  career,  travel  and  manage  my  investment  portfolio.  My 
last  two  of  four  children  were  nearly  finished  in  college  and  everything  seemed  to 
be  going  as  planned.  My  stroke  was  due  to  an  AVM,  which  as  far  as  I  can 
understand,  is  a  birthmark  in  the  brain. 

My  stoke  was  devastating  enough,  but  was  compounded  by  a  severe  fall  in 
the  hospital  that  involved  a  second  bleed.  Soon  after  my  surgery,  I  began  to  have 
severe  burning  pain  on  my  entire  paralyzed  side.  It  was  described  as  post  stroke 
syndrome  by  some,  as  supersensitivity  by  others  and  also  as  thalamic  pain  since 
my  AVM  was  in  the  thalamus.  The  National  Institutes  of  Health  was  the  only  place 
where  I  was  able  to  get  literature  on  this  condition. 

The  burning  pain  I  suffer  is  encountered  when  I  walk  on  rugs.  Shock  waves 
travel  up  my  weak  side.  I  feel  this  pain  whenever  anyone  or  anything  touches  my 
left  side.  Even  my  own  arm  assaults  me  when  it  rest  on  my  lap  or  dangles  at  my 
side.  This  pain  is  extremely  exhausting.  In  recent  years  I  have  heard  from  other 
stroke  survivors  who  say  they  too  suffer  this  pain.  At  this  time  we  are  mostly  told  to 
learn  to  live  with  it. 

The  long  arduous  task  of  physical  therapy  so  I  could  walk  again  was 
lengthy,  frustrating  and  extremely  expensive.  But,  at  least  I  had  hope.  With  this 
pain  I  feel  despair  for  myself  and  others  because  until  help  is  found,  we  suffer. 

Please  allocate  $95.5  million  for  National  Institute  of  Neurological  Disorders 
and  Stroke-supported  stroke  research  and  prevention  in  FY  1997  so  those  in  pain 
may  find  relief,  and,  if  not  for  us,  for  those  who  may  be  struck  in  the  years  to  come. 
Being  associated  with  a  stroke  club  you  see  many  young  people  whose  futures  are 
altered  forever  by  stroke  and  most  have  no  future.  Please  give  them  hope  through 
this  funding. 

As  a  retired  electrical  engineer  on  the  space  program,  I  know  this  country  is 
capable  of  achieving  the  near  impossible.  I  believe  this  country  can  and  will  be  the 
first  to  prevent  strokes  and  possibly  even  undue  the  damage  they  have  wreaked. 

Thank  you  for  allowing  me  to  bare  my  soul. 
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Mr.  Chairman  and  Members  of  the  Subcommittee: 

Thank  you  for  providing  us  an  opportunity  to  submit  testimony  to  your  Subcommittee.  I  am  Dr.  Palmer 
Taylor,  Professor  and  Sandra  and  Monroe  Trout  Professor  and  Chair  of  Pharmacology  at  the  University  of 
California,  San  Diego.  This  year,  I  also  serve  as  President  of  the  American  Society  for  Pharmacology  and 
Experimental  Therapeutics  (ASPET). 

Pharmacology  is  the  branch  of  science  that  deals  with  the  effects  of  drugs  and  other  chemical  agents  on 
biological  systems.  ASPET  has  a  membership  of  more  than  4,300  scientists.  Our  members  teach  and 
conduct  basic  and  clinical  research  throughout  North  America.  Pharmacologists  work  in  schools  of 
medicine,  nursing,  dentistry,  pharmacy  and  animal  science;  in  private  and  government  research 
laboratories;  and  in  a  wide  variety  of  pharmaceutical  and  biotechnology  industries.  Their  research  efforts 
are  crucial  to  the  development  of  new  drugs  to  fight  old  and  newly  emerging  diseases  and  to  improve 
human  and  animal  health.  The  National  Institutes  of  Health's  extramural  grant  programs  fund  many  of 
these  research  efforts. 

The  National  Institutes  of  Health  (NIH)  is  the  principal  biomedical  research  agency  of  the  federal 
government.  NIH  funded  research  advances  our  scientific  knowledge  and  applies  that  knowledge  to 
improve  health,  extend  lives,  and  reduce  the  physical  and  economic  burdens  resulting  from  disease  and 
disability. 

The  past  generous  support  of  Congress  and  the  American  taxpayer  has  allowed  NIH  to  achieve  an 
impressive  record  of  success  and  has  helped  establish  the  United  States  as  the  world  leader  in  biomedical 
research.  The  NIH  has  proven  critical  to  maintaining  the  preeminence  of  our  pharmaceutical  and 
biochemistry  industries.  The  1994  Nobel  Prize  in  Medicine  was  awarded  to  Dr.  Alfred  G.  Gilman,  an 
ASPET  member,  and  to  Dr.  Martin  Rodbell  for  their  discovery  of  G-proteins  and  establishing  the  role  of 
these  proteins  in  signal  transduction  in  cells.  Dr.  Gilman  originally  received  NIH  predoctoral  training 
support  for  his  M.D.-Ph.D.  studies.  Since  1972,  he  has  continuous  research  grant  funding  from  NIH.  Dr. 
Rodbell  was  honored  for  research  performed  as  head  of  the  laboratory  of  signal  transduction  at  the 
National  Institute  for  Environmental  Health  Sciences  within  NIH. 

As  proud  as  we  are  of  our  past  and  on-going  achievements,  America's  biomedical  research  progress  and 
leadership  position  is  in  jeopardy  as  funding  limits  progress  in  many  critical  areas  of  research.  A  renewed 
and  long-term  national  commitment  to  invest  in  biomedical  research  for  the  continuing  benefit  of  society  is 
essential. 
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Through  the  efforts  of  Congressman  John  Porter  of  Illinois  and  Senator  Mark  Hatfield  of  Oregon,  the 
House-Senate  Conference  Committee  delivered  a  resolution  recommending  a  5.7%  increase  for  the 
National  Institutes  of  Health  in  1996.  This  was  signed  by  the  Administration  and  shows  bipartisan 
recognition  of  the  importance  of  NIH  funding  to  our  national  health  research  enterprise.  If  such  increases 
are  continued  in  future  years,  we  will  be  able  to  capitalize  on  many  potential  therapeutic  opportunities 
emerging  from  recombinant  DMA  techniques  and  sequencing  the  human  genome. 

ASPET  is  a  constituent  Society  of  the  Federation  of  American  Societies  for  Experimental  Biology 
(FASEB).  Leaders  of  our  Society  participated  in  a  consensus  conference  on  biomedical  research  funding 
held  last  October.  ASPET  endorses  FASEB's  recommendations  for  NIH  in  fiscal  Year  1997.  FASEB  is 
recommending  an  increase  of  6.5  percent  over  the  fiscal  year  1 996  level. 

Throughout  the  Subcommittee's  deliberations,  we  urge  you  to  continue  to  hold  investigator-initiated 
research  grants  to  be  of  paramount  importance.  Fundamental,  non-targeted,  biomedical  research  is  the 
well-spring  that  leads  to  an  understanding  of  the  causes  of  disease  and  provides  the  insights  that  allow 
development  of  procedures  for  the  treatment  and  prevention  of  disease.  This  research  is  carried  out  by 
individual  investigators  or  small  groups  of  researchers  who  have  a  creative  idea  and  obtain  peer  approval 
to  pursue  it.  Because  of  its  fundamental  character,  this  kind  of  research  has  produced  the  landmark 
discoveries  that  provide  the  basic  understanding  that  can  be  built  upon  in  larger  scale  in  the  form  of 
targeted  research,  biotechnology  development  and  clinical  applications. 

It  should  be  recognized  that  fundamental  research  supported  by  the  NIH  in  our  academic  and  research 
institutions  can  not  be  replaced  by  research  efforts  in  the  industry.  Rather,  industry  is  best  positioned  to 
develop  applications  and  market  products  whose  conceptual  development  emerged  from  basic  NIH 
supported  research.  This  point  has  been  continually  emphasized  by  leaders  in  the  pharmaceutical  and 
biotechnology  industries.  In  fact,  recent  studies  have  shown  that  increased  appropriations  for  NIH  has 
spurred  investment  within  the  industry. 

A  number  of  proposals  may  be  presented  to  the  Subcommittee  aimed  at  reducing  indirect  cost 
expenditures.  While  indirect  cost  issues  deserve  continual  review,  we  urge  you  to  reject  any  proposals 
that  fail  to  recognize  that  indirect  costs  are  real  costs  of  doing  research.  Coming  on  the  heels  of  recently 
proposed  changes  in  federal  reimbursement  policy  which  are  already  reducing  indirect  cost  recovery, 
additional  cuts  will  have  a  negative  impact  on  important  research  being  conducted  at  institutions  already 
under  financial  strain.  We  are  prepared  to  work  with  Congress  and  the  Administration  to  reduce  indirect 
research  costs,  such  as  those  incurred  by  excessive  government  regulation. 
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Mr.  Chairman,  members  of  the  American  Society  for  Pharmacology  and  Experimental  Therapeutics  greatly 
appreciate  the  opportunity  to  present  our  views  to  you  and  to  commend  the  Appropriations  Committee  for 
their  strong  support  of  biomedical  research  and  the  National  Institutes  of  Health.  We  believe  that  medical 
research  is  at  the  threshold  of  major  discoveries  that  could  affect  the  lives  of  millions  of  Americans  through 
improved  health  and  longer,  more  productive,  better  quality  lives,  and  save  billions  of  dollars  through 
reduced  medical  care  expenditures  and  increased  productivity.  These  advances  will  occur  only  if  we 
invest  effectively  in  the  future  through  better  funding  of  basic  research.  We  strongly  urge  you  to  continue 
to  provide  NIH  with  the  financial  resources  necessary  to  make  the  critical  research  advances  we  all  desire. 
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TESTIMONY  OF  THE  CONSORTIA  OF  ADMINISTRATORS  FOR  NATIVE 
AMERICAN  REHABILITATION 

Presented  by  Treva  M.  Roanhorse 
March  7,  1996 

Testimony  to  the  House  Sub-Committee  on  Labor.  Health.  Human  Services,  and 
Education  Committee  on  the  1997  Fiscal  Year  Appropriations 

Honorable  Chairman  John  E.  Porter  and  respected  members  of  the  House  Sub  Committee 
on  Labor,  Health,  Human  Services  and  Education.  I  appreciate  the  opportunity  to  submit  a  written 
testimony  on  behalf  of  the  Consortia  of  Administrators  for  Native  American  rehabilitation  (CANAR) 
for  the  fiscal  year  appropriations  hearings.  My  name  is  Treva  M.  Roanhorse,  President  of  the 
Consortia  of  Administrators  for  Native  American  Rehabilitation  (CANAR)  and  the  Executive 
Director  of  the  Navajo  Nation  Office  of  Special  Education  and  Rehabilitation  Service,  Navajo 
Division  of  Education  in  Window  Rock,  Arizona. 

CANAR  was  established,  in  January  1993,  to  advocate  for  quality,  adequate  and  effective 
vocational  rehabilitation  services  for  Native  Americans  with  disabilities  on  Indian  reservations.  The 
CANAR  executive  board  consists  of  American  Indian  Vocational  Rehabilitation  Project  (ATVRP) 
Directors  and  the  membership  includes  the  AIVRP,  state  VR  agencies,  universities,  American  Indian 
Research  and  Training  Centers,  consumers,  students,  tribal  organizations  and  other  interested  parties 
from  across  the  country. 

The  American  Indian  Vocational  Rehabilitation  Services  was  put  into  legislation  as  part  of  the 
1978  Rehabilitation  Act  Amendments  of  Title  I  Part  D,  Section  130,  for  Indian  Tribes  to  administer 
and  provide  culturally  relevant  vocational  rehabilitation  services  on  Indian  reservations  and  Alaskan 
Native  villages  to  American  Indians  with  disabilities.   However,  funds  were  not  allocated  for 
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ATVRP's  until  1981  through  a  three  (3)  year  discretionary  competitive  grant  system  that  Indian  Tribes 
compete  for  every  three  years.  The  set  aside  for  ATVRP  programs  is  one  half  of  one  percent  from 
the  appropriations  to  Title  I  and  is  directed  to  fond  ATVRP's  for  American  Indians  on  reservations. 

ATVRP  was  established  due  to  the  lack  of  adequate  and  appropriate  services  by  the  state  VR 
agencies  to  American  Indians  with  disabilities  on  Indian  reservations  and  Alaskan  Native  villages. 
The  Navajo  Nation  took  the  leadership  and  advocated  for  Indian  Tribes  to  provide  VR  services  to 
its  own  disabled  people.  Across  the  country,  Tribes  are  beginning  to  provide  their  own  services,  but 
there  is  more  work  to  be  done  in  order  to  strengthen  and  expand  ATVRP's.  At  the  present  time  there 
are  thirty-two  (32)  ATVRP's  in  the  country  and  more  are  being  funded.  Regardless  of  the 
competition  for  funds,  CANAR  supports  AIVRP  as  a  voice  and  vehicle  to  improve,  expand,  and 
encourage  growth  of  Projects  that  provide  opportunities,  changes  and  challenges  for  American 
Indians  with  disabilities  for  successful  employment  outcomes. 

CANAR  would  like  to  express  the  following  views  in  support  of  the  continuation  and  increase 
in  funding  for  Title  I  of  the  Rehabilitation  Act  of  1 973.  Public  Law  93-1 12.  as  amended. 

I.  The  State-Federal  program  of  Title  I  provides  an  overall  quality  vocational  preparation  and 
assistance  for  individuals  with  disabilities  to  obtain  employment.  Title  I  also  requires  the  State 
Vocational  Rehabilitation  Agencies  to  assist  Native  Americans  who  live  on  and  off  Indian  reservations 
or  native  villages  with  disabilities  to  achieve  suitable  employment  and  to  coordinate  planning  and 
policy  development  with  Indian  Tribes  in  their  State. 
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2.  The  ATVRP's  have  gained  experience  and  competency  administering  VR  programs  and 
communities  are  demonstrating  support  as  they  observe  their  neighbors  and  family  members  with 
disabilities  .reach  successful  employment.  Our  communities  are  retrofitting  buildings,  homes,  and 
walkways  to  allow  the  disabled  to  more  fully  participate  in  community  activities.  The  American 
Indian  Vocational  Rehabilitation  Programs  provide  needed  vocational  rehabilitation  services 
comparable  to  that  of  the  State  VR  agencies  on  Indian  reservations,  the  difference  being  state 
agencies  lack  the  ability  to  meet  the  needs  of  American  Indians  with  disabilities  in  a  culturally 
sensitive  atmosphere.  As  defined,  in  the  1992  Rehabilitation  Act  Amendments,  there  is  a  pattern  of 
inequitable  treatment  of  minorities  documented  in  all  major  junctures  of  the  vocational  rehabilitation 
process.  Ethnic  and  racial  minorities  tend  to  have  disabling  conditions  at  a  disproportionately  higher 
rate  and  the  rate  of  work  related  disability  for  American  Indians  is  about  one  and  one  half  times  more 
than  that  of  the  general  population. 

3 .  AIVRP  is  not  a  duplication  of  services  with  the  State  VR  agencies.  The  state  VR  agencies 
continue  to  fall  short  in  providing  adequate  and  appropriate  services  to  American  Indians  on 
reservations  and  in  urban  areas.  This  is  due  mainly  to  their  service  delivery  approach  regarding 
culture  and  language  diversity.  The  State  VR  agencies  State  Plans  ignore  the  high  rate  of 
unemployment  and  poor  economic  conditions  confronted  by  American  Indians  with  disabilities  on  the 
reservation.  State  VR  does  not  consider  these  issues  as  barriers  to  successful  employment  outcomes. 
Additionally,  the  sixty  (60)  day  eligibility  criteria  becomes  a  critical  dilemma,  with  the  majority  of 
the  reservation  consumers  not  having  access  to  telephones,  or  adequate  transportation,  and  many  live 
significant  distances  (30  to  100  miles)  from  the  VR  agency  offices.  The  set  aside  for  AIVRP  does 
not  guarantee  long  term  funding  for  vocational  rehabilitation  for  Indian  Tribes.  In  states  where  there 
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are  ATVRP  programs,  cooperative  agreements  are  developed  between  the  state  VR  and  Indian  Tribes, 
for  collaboration  in  cost  sharing  on  client  cases,  staff  training,  technical  assistance,  and  the  transition 
plan  in  the  event  the  ATVRP  is  not  refunded.  Most  clients  will  not  pursue  services  with  the  state 
agencies  when  the  Project  is  not  refunded.  ATVRP  is  crucial  and  integral  to  the  overall  vocational 
rehabilitation  system.  The  programs  provide  culturally  relevant  vocational  rehabilitation  services  that 
lead  towards  positive  employment  outcomes.  These  outcomes  are  accomplished  in  spite  of  the 
barriers  and  lack  of  adequate  resources  on  Indian  reservations.  ATVRP 's  are  creating  possibilities, 
giving  hope,  and  having  success  where  before  it  was  not  possible.  The  projects  are  a  support  system 
to  the  state  agencies  and  are  a  specialized  resource  to  assist  in  development  of  specially  trained 
counseling  staff  to  work  with  Native  Americans  with  disabilities. 

4.  Most  Rehabilitation  Services  Administration  Regional  Offices,  Regional  Rehabilitation 
Education  Programs  and  State  Vocational  Rehabilitation  Agencies  provide  TECHNICAL 
ASSISTANCE  in  areas  where  there  are  American  Indian  Vocational  Rehabilitation  Projects.  We 
have  shared  with  these  agencies  our  cultural  heritage  and  we  hope  that  through  this  exchange  we  have 
enabled  them  to  better  serve  disabled  American  Indians  living  off  the  reservations. 

5.  Increased  funding  for  Title  I  of  the  Rehabilitation  Act  will  greatly  assist  other  Tribal 
Governments  to  establish  similar  vocational  rehabilitation  programs.  CANAR  is  committed  to  the 
improvement  of  Tribal  VR  agencies,  focusing  on  effectiveness  and  efficiency.  In  cooperation  with 
Universities,  with  rehabilitation  related  programs,  we  are  increasing  the  number  of  highly  qualified 
Native  American  vocational  rehabilitation  counselors  who  are  recruited  for  the  Indian  Tribal 
Vocational  Rehabilitation  Programs. 
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To  ensure  the  augmentation  and  quality  of  American  Indian  Vocational  Rehabilitation 
Programs,  in  addressing  the  needs  of  individuals  with  disabilities  on  Indian  reservations,  the  set  aside 
requires  an  increase  from  one  half  of  one  percent  to  two  and  one  half  percent.  Review  and 
monitoring  of  ATVRP  Program  cases  shows  the  approaches  are  providing  quality  and  accessible 
services  with  employment  outcome.  Through  peer  reviews,  quality  American  Indian  Vocational 
Rehabilitation  grant  applications  are  recommended  for  funding,  however,  due  to  a  lack  of  sufficient 
funds,  they  are  not  funded.  In  addition,  support  is  cut  from  funded  ATVRP  programs,  to  fund  more 
projects.  This  leads  to  inadequate  funding  for  on-going  projects,  already  established  as  successful 
programs,  to  serve  Native  Americans  with  disabilities  in  appropriate  and  accessible  modalities. 

The  Vocational  Rehabilitation  system  provides  vocational  opportunities  to  individuals  with 
disabilities  to  become  productive  and  contributing  members  of  society.  It  is  not  the  intent  of  CANAR 
or  the  American  Indian  Vocational  Rehabilitation  programs  to  create  new  entitlement  or  welfare 
systems  that  make  a  disabled  person  dependent.  But  rather,  the  philosophy  that  through  the  formation 
of  partnerships  and  consumer  choice,  a  more  responsive  system  is  created.  The  establishment  of  an 
enhanced  system  provides  Native  American  consumers  with  rehabilitation  opportunities  regardless 
of  their  disability.  Our  mission  is  to  facilitate  successful  rehabilitation  strategies  that  lead  to  enhanced 
transition  of  Native  American  people  to  employment,  independence,  and  employment.  This  is  the 
mission  of  the  Consortia  of  Administrators  for  Native  American  Rehabilitation  (CANAR).  I 
appreciate  this  opportunity  to  express  the  views  of  CANAR  and  thank  you  for  your  continued 
support  for  this  very  important  and  vital  program. 

Sincerely;  r 

/  \  w .  U  -i>L- 

TREVA  M.  ROANHORSE,  President/CANAR 
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STATEMENT  OF  JAMES  HUBBARD,  DIRECTOR 
NATIONAL  ECONOMICS  COMMISSION 
THE  AMERICAN  LEGION 
TO  THE 

SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES, 
EDUCATION  AND  RELATED  AGENCIES 
COMMITTEE  ON  APPROPRIATIONS 
UNITED  STATES  HOUSE  OF  REPRESENTATIVES 
March  15,  1996 


The  American  Legion  is  pleased  to  submit  its  views  on  appropriations  for  the  Veterans'  Employment 
and  Training  Service  at  the  Department  of  Labor  for  Fiscal  Year  1997.  The  Veterans'  Employment  and 
Training  Service  (VETS)  assures  veterans,  those  in  the  military  who  are  about  to  separate  from  active  duty, 
and  reserve  component  members  of  employment  opportunities  leading  to  economic  security.  Congress 
established  VETS  because  the  transitional  and  employment  needs  of  veterans  were  being  ignored. 

The  Department  of  Labor's  employment  and  training  programs  are  designed  to  help  those  veterans 
that  do  not  face  employability  barriers  ~  those  that  are  job  ready.  VETS  was  established  within  the 
Department's  employment  and  training  system  to  help  those  facing  employability  barriers.  Thus,  the 
Employment  Service  system  gives  priority  of  service  to  all  veterans,  with  additional  priority  given  to  special 
disabled  and  disabled  veterans.  Now,  the  Department  also  gives  special  attention  to  military  personnel 
preparing  to  separate 

This  is  an  agency  that  works  and  works  well  Consider  the  following  accomplishments  for  FY  1995: 

•  During  the  Program  Year  ending  June  30,  1994,  the  VETS  funded  programs  placed  559,324  applicants 
in  jobs  across  the  country. 

•  Provided  job  counseling,  vocational  guidance,  referral  to  training  placement  and  other  employment 
services  to  2  million  veterans. 

•  Placed  15,389  of  special  disabled  veterans  into  jobs. 

VETS'  programs  include  the  Disabled  Veterans'  Outreach  Program  (DVOP)  and  Local  Veterans' 
Employment  Representative  (LVER)  program,  which  VETS  funds  through  state  employment  security 
agencies,  the  Homeless  Veterans  Reintegration  Projects,  which  are  grants  to  local  and  state  entities;  the  Job 
Training  Partnership  Act  Veterans'  Employment  Program  (JTPA-IVC),  which  consists  of  grants  to  states, 
local  governments.  Native  American  organizations,  non-profits,  etc.;  Veterans'  Reemployment  Rights 
(VRR),  which  are  safeguarded  by  the  VETS  staff  directly;  the  Transition  Assistance  Program  for  military 
service  members,  which  is  funded  through  states  and  contractors  in  partnership  with  the  Departments  of 
Veterans'  Affairs  and  Defense;  the  Federal  Contractor  Job  Listing  program,  also  carried  out  by  the  VETS 
staff,  with  LVER  staff;  and  Federal  Veterans'  Preference  monitoring,  which  VETS  carries  out  in 
coordination  with  the  Office  of  Personnel  Management. 

The  LVER  has  a  primary  mission  of  coordinating  local  employment  office  efforts  to  provide  priority 
service  to  eligible  veterans  In  Program  Year  1994,  LVER's  registered  over  771,000  applicants  and  helped 
over  177,000  into  jobs.    The  DVOP's  job  is  to  conduct  outreach  for  disabled  veterans,  conduct  job 
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development  activities  with  employers,  and  to  provide  case  management,  where  necessary,  for  customers. 
During  the  program  year  cited  above  these  people  registered  over  925,000  veterans  and  placed  almost 
190,000  of  them  into  jobs. 

One  of  the  additional  duties  of  the  Local  Veterans'  Employment  Representatives  and  Disabled 
Veterans'  Outreach  Program  specialists  is  to  conduct  Transition  Assistance  Program  (TAP)  seminars  for 
members  of  the  armed  services  who  will  leave  the  military  within  180  days.  In  FY  1994,  over  3600  TAP 
workshops  were  conducted  on  200  military  installations  in  the  US.  More  than  163,000  military  members 
and  their  spouses  attended  these  seminars  where  they  were  provided  information  on  obtaining  civilian 
employment  and  were  provided  employability  information.  All  of  this  TAP  activity  was  accomplished  as  an 
"additional  duty"  by  the  LVERs  and  DVOPs. 

Many  of  these  programs  pay  for  themselves.  Under  the  DVOP  program,  for  example,  it  costs  less 
than  $440  to  help  a  disabled  veteran  into  a  job.  Unemployed  veterans  normally  get  a  job  on  an  average  in 
two  weeks  less  than  non-veterans  Nationally,  the  weekly  unemployment  compensation  averages  $200. 
Thus,  the  savings  in  unemployment  compensation  offset  the  services  offered.  If  the  taxes  collected  for  two 
weeks  are  added  to  the  unemployment  compensation,  then  between  the  revenues  raised  and  unemployment 
compensation  saved,  the  cost  per  placement  of  the  services  offered  is  paid  for  without  adding  to  the  deficit. 

Recently  separated  veterans  are  the  most  likely  to  need  assistance  in  finding  a  job.  In  many  cases, 
some  military  skills  are  not  transferable  to  the  civilian  job  market.  Also,  veterans  who  serve  in  the  military 
face  difficulties  in  establishing  contacts  for  employment  purposes  Service  personnel  are  usually  stationed 
away  from  their  local  community  which  serves  as  an  employability  barrier,  because  similarly  situated  non- 
veterans  from  the  same  community  are  able  to  develop  a  network  of  contacts  to  help  them  obtain  jobs  in 
their  chosen  career  field  Veterans  away  from  their  community  for  three  years  or  more  lack  such  a  network. 
In  addition,  being  away  from  the  community  further  serves  as  an  employability  barrier,  because  it  makes  any 
serious  job  search  more  difficult  for  the  individual  still  on  active  duty,  particularly  if  they  are  assigned 
overseas,  as  happens  for  one  out  of  every  five  persons  separating  from  active  duty.  Recently  separated 
veterans,  particularly  those  who  are  20  to  34  years  of  age  suffer  the  highest  unemployment  rates  of  all 
veterans.  The  unemployment  rate  for  this  group  is  currently  11.8%.  VETS  labors  to  help  these  young, 
recently  separated  veterans  with  a  multitude  of  integrated  services,  to  prevent  their  unemployment  and  ease 
their  transition  to  careers  in  the  civilian  labor  market. 

These  veterans  have  attended  some  of  the  finest  technical  and  professional  training  schools  in  the 
world.  They  are  graduates  with  experience  in  health  care,  police  and  investigative  work,  electronics, 
computers,  engineering,  drafting,  air  traffic  control,  nuclear  power  plant  operation,  mechanics,  carpentry, 
and  many  other  fields  Many  of  their  skills  require  some  type  of  license  or  certificate  to  find  a  career  in  the 
civilian  workforce.  In  all  too  many  cases,  this  license  or  certificate  requires  schooling  which  has  already 
been  completed  by  attendance  at  an  armed  forces  training  institution.  Unfortunately,  the  agencies  which 
issue  the  license  or  certificate  do  not  recognize  the  training  or  experience  already  completed.  As  an 
example,  a  servicemember  who  treated  gunshot  wounds  in  Operation  Desert  Storm  as  a  qualified  medic, 
cannot  be  certified  as  an  emergency  medical  technician  in  our  nation's  cities  without  additional  redundant 
schooling. 

The  American  Legion  has  requested  the  United  States  Department  of  Labor  to  undertake  a  study  to 
determine  what  skills,  for  which  the  Department  of  Defense  provides  training,  are  directly  applicable  to  a 
civilian  career  and  for  which  a  license  or  certificate  is  required  Once  this  information  is  obtained,  it  will  be 
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relatively  easy  to  approach  the  agencies  and  professional  organizations  and  perhaps  the  Congress  with 
proposals  to  relieve  these  previously  trained  and  experienced  people  of  the  burden  of  redundant  schooling. 

The  Veterans'  Employment  and  Training  Service  and  its  state  partners  are  able  to  assist  veterans 
effectively  because  the  people  who  work  in  the  state  employment  security  offices,  the  LVERs  and  DVOPs, 
have  attended  one  or  more  training  courses  at  the  National  Veterans'  Training  Institute.  This  institution  is 
also  funded  by  VETS  The  courses  offered  all  have  to  do  with  making  sure  that  when  a  veteran  enters  a  job 
service  office,  the  people  who  serve  him  or  her  know  exactly  what  programs  may  be  available  and  how  a 
particular  veteran  fits  those  programs.  These  people  are  also  trained  in  needs  assessment,  case  management, 
and  other  important  skills 

Funds  for  the  DVOP  and  LVER  positions  come  from  the  Federal  Unemployment  Trust  Account. 
Employers  pay  a  tax  for  every  employee  on  their  payrolls  into  the  FUTA.  FUTA  currently  has  a  surplus  in 
excess  of  1  billion  dollars.  The  American  Legion  believes  that  those  of  us  who  purchase  goods  and  services 
from  America's  employers  are  being  charged  for  a  benefit  not  received.  This  is  not  fair  to  the  American 
taxpayer  If  we  are  not  going  to  provide  employment  services  with  proper  funding,  then  the  tax  should  be 
discontinued. 

Let  us  now  turn  to  funding  for  the  Veterans'  Employment  and  Training  Service  for  FY  96.  In  order 
to  carry  out  the  functions  mandated  by  Title  38,  (JSC,  as  well  as  those  additional  duties  associated  with  the 
Transition  Assistance  Program,  The  American  Legion  recommends  that  the  Disabled  Veterans'  Outreach 
Program  be  funded  at  a  level  of  $109.7  million.  This  will  bring  DVOP  strength  up  to  the  statutory  levels  and 
will  allow  218,000  entering  employment  and  20,000  more  participants  in  the  Transition  Assistance  Program. 
It  will  also  allow  better  cooperation  with  the  Vocational  Rehabilitation  Program  run  by  the  Department  of 
Veterans  Affairs. 

The  American  Legion  also  recommends  that  the  Local  Veterans'  Employment  Representative 
program  be  funded  at  a  level  of  $95  million  in  order  that  the  program  function  at  the  level  mandated  by  law. 
Funding  at  this  level  will  allow  for  services  to  188,000  veterans  and  will  also  provide  for  increased 
supporting  services  The  American  Legion  also  recommends  that  $3  .1  million  be  provided  for  NVTI  for  FY 

96. 

To  oversee  the  grants  made  by  the  agency  to  the  states,  a  staff  is  needed.  The  American  Legion 
recommends  a  funding  level  of  $23  million  be  provided  for  staff.  This  funding  will  provide  a  reduced  staff 
which  complies  with  the  presidential  initiative  of  an  across-the-board  reduction  of  all  federal  agency  staff.  It 
should  be  pointed  out  that  this  agency  has  already  met  the  lower  staffing  targets  laid  out  by  the  President. 

State  Employment  Security  Agencies 

Ttus^subjfct  would  not  be  complete  without  mention  of  the  agency  within  which  all  veterans' 
employment  activities~~take^place.  The  Employment  and  Training  Administration  funds  all  of  the  state 
employment  security  agencies  from  the  Federal-Unemployment  Trust  Account.  Without  proper  funding  for 
these  state  agencies,  the  programs  designed  to  assist  veterans  in  their  transition  from  active  military  service 
to  a  civilian  career  would  not  be  possible.  The  DVOPs  and  LVERs  work  for  the  state  agencies  in  the  state 
job  service  offices  and  depend  on  the  state  agencies  for  computer  support,  supervision,  and  office  supplies 
and  space.  It  is  imperative  for  the  state  employment  security  agencies  to  be  properly  funded  in  order  for  the 
veterans'  programs  to  be  effective. 
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Service  Members  Occupational  Conversion  and  Training  Act 

This  legislation,  approved  initially  as  part  of  the  Department  of  Defense  downsizing  program,  has 
proved  to  be  especially  successful  in  moving  former  military  members  who  are  lacking  civilian  skills,  into 
civilian  jobs  after  an  appropriate  training  period.  Individuals  who  have  served  in  the  combat  arms  such  as 
armor,  infantry,  or  artillery  are  particularly  well  qualified  for  the  SMOCTA  program.  They  possess 
outstanding  leadership  qualities  and  an  excellent  work  ethic,  but  lack  on-the-job  knowledge  in  industry.  This 
program  provides  that  knowledge  by  subsidizing  employers  for  their  wages  for  up  to  $12,000  up  to  18 
months  provided  that  a  training  curriculum  is  followed 

The  initial  $75  million  was  transferred  to  the  Department  of  Veterans  Affairs  by  the  Department  of 
Defense  The  Department  of  Labor  Veterans'  Employment  and  Training  Service  became  involved  when  it 
became  apparent  that  the  veterans'  representatives  in  the  local  job  service  offices  have  access  to  most  of 
those  former  military  members  needing  training.  The  program  works.  To  date,  the  program  has  placed 
almost  10,000  veterans  in  certified  training  programs 

Unfortunately,  the  program  will  expire  this  year.  The  Department  of  Defense  does  not  wish  to  fund 
the  program  as  part  of  its  budget  since  job  training  is  properly  a  Labor  Department  function.  The  Assistant 
Secretary  of  Labor  for  Veterans'  Employment,  with  the  approval  of  the  Secretary  of  Labor,  included  a  line 
item  in  his  budget  request  for  training  under  the  Service  Members  Occupational  Conversion  and  Training 
Act.  When  the  Office  of  Management  and  Budget  reviewed  the  request,  it  disallowed  the  SMOCTA  line 
item  for  Labor  and  claimed  it  was  a  DoD  function  We  urge  this  committee  to  resolve  the  dispute  by 
approving  $56  million  for  the  Veterans'  Employment  and  Training  Service  to  conduct  training  under  this 
program 

Title  IV-C,  Job  Training  and  Partnership  Act  (JTPA) 

Title  IV-C  of  the  Job  Training  Partnership  Act  is  the  section  which  provides  funds  for  the  job 
training  of  veterans  who  find  themselves  out  of  work  and  in  need  of  retraining.  The  program  has  been 
chronically  underfunded  since  its  inception  In  FY  1995,  funding  in  the  amount  of  only  $9  million  was 
provided.  For  the  program  to  be  truly  successful,  funding  in  the  amount  of  $60  million  is  more  in  order.  We 
urge  this  committee  to  consider  this  recommendation  favorably 

One  other  area  where  the  Veterans'  Employment  and  Training  Service  has  enjoyed  some  great 
success  is  in  the  area  of  homeless  veterans  About  one  third  of  the  homeless  population  is  made  up  of 
veterans  Estimates  of  the  number  of  the  homeless  veterans  population  range  in  the  vicinity  of  250,000.  In 
the  past,  VETS  has  operated  the  Homeless  Veterans  Reintegration  Program  This  program,  operated  in  34 
cities,  found  homeless  veterans,  provided  shelter,  job  counseling,  and  job  placement  To  date,  HVRP  has 
placed  over  4,000  veterans  in  jobs  and  made  them  taxpayers  instead  of  tax  users.  The  American  Legion 
urges  funding  in  the  amount  of  $10  million  to  continue  this  program 

The  American  legion  appreciates  your  consideration  of  these  recommendations. 
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Mr.  Chairman  and  Members  of  the  Subcommittee, 

The  American  Association  of  Neurological  Surgeons  (AANS)  and  the  Congress 
of  Neurological  Surgeons  (CNS)  thank  you  for  the  opportunity  to  comment  on 
the  Fiscal  Year  1997  neuroscience  agenda  for  the  National  Institutes  of  Health, 
and,  in  particular,  the  National  Institute  of  Neurological  Disorders  and  Stroke 
(NINDS).  The  AANS  and  CNS  represent  more  than  4,000  practicing 
neurosurgeons  in  the  United  States. 

Before  presenting  our  recommendations  and  justifications  for  program  support 
in  FY  1997,  we  wish  to  report  on  the  status  of  programs  you  have  initiated 
during  the  Decade  of  the  Brain.  In  FY  1996,  we  recommended  an  increase  in 
funding  for  biomedical  research  in  three  areas:  (1)  spinal  disorders,  (2)  gene 
therapy  for  diseases  of  the  nervous  system  and  (3)  stroke.  These 
recommendations  built  on  prior  requests  for  the  funding  of  brain  tumor  research 
centers  in  1991,  the  establishment  of  8  coordinating  stroke  centers  in  1992,  the 
request  for  a  multi-center  trial  to  fund  a  clinical  comparison  of  lumbar  fusion  with 
aggressive  back  rehabilitation  in  1993,  funding  for  training  programs  for 
pioneering  techniques  in  gene  therapy  in  1994,  and  funding  for  basic  research 
on  spinal  cord  injury,  spinal  degenerative  diseases,  and  the  biomechanics  of 
spinal  instability  in  1995.  Spinal  disorders,  vascular  diseases  of  the  brain  and 
genetic  disorders,  including  brain  tumors,  represent  the  three  most  common 
afflictions  of  the  central  nervous  system  impacting  the  health  of  the  American 
public.  We  urge  the  Committee  to  continue  and  intensify  its  efforts  in  these 
areas  so  as  to  build  on  the  foundations  of  prior  Decade  of  the  Brain  initiatives. 

For  Fiscal  Year  1997,  we  urge  the  Subcommittee  to  turn  its  funding  attention  to 
four  areas  of  research:  (1)  stroke  and  the  treatment  of  cerebrovascular 
diseases,  (2)  molecular  biology  as  it  applies  to  tumors  and  other  nervous 
system  disorders,  (3)  the  new  field  of  image-guided  stereotactic  surgery,  a 
technological  revolution  that  promises  many  short-term  and  long-term  benefits  in 
regard  to  the  practical  treatment  of  brain  tumors,  strokes,  spinal  disorders  and 
degenerative  diseases  of  the  nervous  system,  and  (4)  outcomes  research  into 
the  effectiveness  of  new  therapies. 

Stroke  Research  and  Treatment  of  Cerebrovascular  Disorders 

Stroke  is  the  third  leading  cause  of  death  in  the  United  States  and  a  leading 
cause  of  disability  in  the  United  States.  Each  year,  500,000  new  cases  are 
diagnosed  at  an  estimated  annual  cost  of  $30  billion.  Slightly  more  than  half  of 
this  total  is  due  to  acute,  rehabilitative  and  nursing  home  care.   The  remaining 
costs  are  due  to  lost  productivity,  alteration  in  lifestyle,  and  the  economic 
burden  assumed  by  family  members  and  other  care-givers.  In  recent  years, 
much  progress  has  been  made  in  diminishing  the  catastrophic  consequences  of 
stroke.  Progress  in  stroke  prevention,  through  the  recognition  of  risk  factors  for 
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stroke,  has  significantly  reduced  the  incidence  of  some  types  of  stroke, 
especially  those  due  to  high  blood  pressure.  Nevertheless,  continued  efforts  in 
public  awareness  and  education,  as  well  as  new  clinical  trials  evaluating  the 
effectiveness  of  drugs  and  operations  that  protect  the  brain  and  limit  the 
magnitude  of  strokes,  are  called  for.  The  concept  of  "brain  attack,"  similar  to 
the  concept  of  heart  attack,  has  gained  the  support  of  the  National  Stroke 
Association  and  many  neurologists  and  neurosurgeons  across  the  country.  It  is 
hoped  that  this  concept  will  lead  to  medical  and  surgical  innovations  that  have 
the  same  impact  on  stroke  that  recent  advances  have  had  on  heart  disease. 

In  the  treatment  of  a  brain  attack,  the  immediate  goals  include  the  rapid 
restoration  of  blood  flow  to  areas  of  the  brain  lacking  circulation,  protection  of 
brain  cells  (neurons)  from  irreversible  damage  and  rescue  of  those  cells  that 
have  undergone  molecular  and  biomechanical  changes  as  a  result  of  the  lack  of 
nutrients  and  oxygen.  Preliminary  evidence  indicates  that  methods  potentially 
exist  that  may  protect  brain  cells  from  lack  of  blood  supply  and  from  cell  death  if 
restoration  of  circulation  and  delivery  of  drugs  is  rapidly  carried  out  within  a 
"window  of  opportunity"  before  irreversible  brain  damage  occurs.  The  acute 
treatment  of  stroke  has  only  recently  become  a  feasible  possibility.  The  model 
for  this  effort  is  the  demonstrated  success  in  lessening  the  medical  and 
economic  costs  of  heart  attacks  through  early  recognition,  resuscitation  and 
organ  protection.  The  proposed  parallel  effort  in  regard  to  brain  attack  has 
three  areas  of  focus:  (1)  a  comprehensive  educational  campaign  to  inform  the 
general  public  of  the  warning  signs  of  stroke;  (2)  further  cellular  and  molecular 
research  into  the  effect  of  poor  blood  flow  (ischemia)  on  the  neuron;  and  (3) 
design  of  new  drugs  and  surgical  interventions  based  on  our  knowledge  of 
these  basic  mechanisms.  Prototypical  agents  for  decreasing  brain  damage  and 
increasing  efficiency  of  restored  blood  flow  already  exist.  In  addition,  several 
Federally  supported  randomized  trials  have  demonstrated  the  efficacy  and  cost- 
efficiency  of  carotid  endarterectomy  in  stroke  prevention  and  treatment.  We  are 
convinced  that  your  continued  support  will  lead  to  further  life-saving  progress. 

Molecular  Biologic  Approach  to  Treatment  of  Brain  Tumors  and  Other  Disorders 

Brain  tumors  represent  the  third  leading  cause  of  cancer  deaths  in  middle-aged 
males  and  tumors  of  the  nervous  system  are  the  second  leading  cause  of 
cancer  deaths  among  children.  In  addition,  each  year  more  than  10  percent  of 
the  400,000  new  patients  with  other  types  of  cancer  eventually  suffer  from 
spread  of  their  disease  to  the  brain  and  spinal  cord.  In  many  patients,  the 
tumor  in  the  nervous  system  constitutes  the  single  most  immediate  threat  to 
their  life  and  function.  The  recent  application  of  molecular  biologic  techniques 
to  the  central  nervous  system  has  revolutionized  our  understanding  of  how  brain 
tumors  grow  and  spread.  For  example,  we  now  know  that  the  absence  of  some 
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genes  can  cause  degenerative  and  hereditary  diseases  such  as 
neurofibromatosis.  These  same  genes  normally  act  as  brakes  on  the 
development  of  tumors,  but  cannot  do  so  when  they  are  absent.  Insertion  of 
normal  genes  into  the  brain  may  help  control  the  expression  of  several 
diseases,  including  brain  cancer.  Similar  research  in  such  disorders  as 
Parkinson's  Disease,  Tay-Sach's,  Huntington's  Disease  and  Alzheimer's 
dementia  is  already  underway  and  may  reduce  the  $100  billion  annual  burden 
faced  by  the  American  public.  Genetic  material  can  be  linked  to  immunological 
agents  and  other  chemicals  to  cause  the  death  of  tumor  cells.  When 
therapeutic  agents  are  directly  injected  into  the  brain  by  modern  image-based 
stereotactic  techniques,  cells  in  other  parts  of  the  body  are  shielded  from 
potential  injury.  Neurosurgeons  have  been  leaders  in  the  development  of  new 
methods  of  drug  delivery  into  the  nervous  system.  Many  of  these  techniques 
can  also  be  used  to  deliver  genes  and  hormones. 

Only  your  continued  support  can  lead  to  the  discovery  of  the  full  range  of 
genetic  abnormalities  that  underlie  the  development  of  brain  tumors  and 
degenerative  diseases.  Once  these  "targets"  are  identified,  new  molecular 
bullets  can  be  designed  and  directly  entered  into  the  nervous  system. 

Stereotactic  Surgery  of  the  Brain  and  Spine 

In  recent  years,  surgical  equipment  has  been  developed  that  mates  the  imaging 
capabilities  of  magnetic  resonance  (MRI)  and  computerized  tomography  (CT) 
scanners  to  mechanical  and  electronic  micrometers.  Computers  are  used  to 
determine  the  three-dimensional  location  of  visualized  targets  within  the  nervous 
system  and  micrometer  control  then  allows  the  surgeon  to  deliver  many 
different  types  of  therapeutic  agents  with  millimeter  precision.  These  agents 
include:  (1)  surgery  itself,  via  the  operating  microscope  and  various 
endoscopes,  to  improve  the  safety  and  efficacy  of  surgery  for  tumors,  strokes 
and  painful  conditions;  (2)  beams  of  radiation  (stereotactic  radiosurgery)  or 
radioactive  substances  (brachytherapy)  used  in  the  treatment  of  brain  tumors 
and  vascular  malformations;  and  (3)  chemicals  and  genes  for  the  treatment  of 
brain  tumors  and  degenerative  disorders. 

The  recent  development  of  robot  arms  linked  by  computer  to  CT  and  MRI 
imaging  has  eliminated  the  need  for  bolting  stereotactic  devices  to  the  patient 
and  has  opened  up  the  application  of  stereotactic  techniques  to  the  spine.  This 
represents  and  entirely  new  field  of  basic  and  applied  research.  Although  the 
potential  for  improved  radiosurgical  treatment  of  spinal  tumors  and  vascular 
malformations  is  quite  exciting,  the  use  of  stereotactic  techniques  for 
degenerative  disorders  of  the  spinal  column  is  even  more  so.  Such  diseases 
are  among  the  most  common  reasons  for  patients  to  consult  their  physician  and 
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represent  more  than  $100  billion  annually  in  direct  and  indirect  costs  due  to 
chronic  back  pain  and  lost  work  days.  In  addition  to  disc  diseases  and  spinal 
stenosis,  some  patients  have  back  pain  due  to  mechanical  instability.  Many  of 
them  can  be  helped  through  the  surgical  placement  of  rods  and  screws  to 
promote  bone  fusions  and  spinal  stability.  The  accuracy  and  precision  of  these 
delicate  techniques  are  certain  to  be  improved  by  the  use  of  robot  arms  and 
computer-guided  operations.  Further  research  is  needed  for  software  and 
hardware  development  as  well  as  for  clinical  trials  to  demonstrate  efficacy  and 
cost-effectiveness. 

Outcomes  Research 

The  contemporary  treatment  of  neurologic  disorders  is  technology-driven  to  an 
unprecedented  degree.  The  development  of  new  drugs  to  treat  stroke,  of 
genetic  agents  to  treat  brain  tumors,  and  the  use  of  radiosurgical  devices  and 
spinal  instrumentation  all  represent  significant  financial  investments  and, 
ultimately,  real  costs  to  health  care  providers  and  patients.  These  costs  are 
easily  justified  if  the  benefits  of  decreased  suffering  and  additional  years  of 
useful  survival  can  be  shown  to  outweigh  the  amortized  costs  of  therapy.  Such 
an  analysis  can  be  extended  to  the  evaluation  of  alternative  therapies  for  the 
same  disease,  including  the  risk  of  doing  nothing  more  than  observing  the 
course  of  the  illness.  This  type  of  analysis  represents  the  contemporary  view  of 
outcomes  research,  an  area  of  investigation  that  can  do  much  to  guide  patients, 
their  physicians  and  policy  makers  in  regard  to  therapeutic  decision  making  and 
resource  allocation.  We  urge  you  to  provide  funds  to:  (1)  improve  the 
methodology  of  outcomes  research  in  neurological  disorders  and  to  (2)  support 
pilot  studies  in  the  treatment  of  stroke,  brain  tumors,  degenerative  diseases  and 
spinal  disorders. 

Mr.  Chairman,  and  members  of  the  Subcommittee,  thank  you  again  for 
considering  our  suggested  research  priorities  for  Fiscal  Year  1997.  We  urge 
the  Subcommittee  to  focus  on  four  areas  of  research:  (1)  stroke  and  the 
treatment  of  cerebrovascular  diseases;  (2)  molecular  biology  as  it  applies  to 
tumors  and  other  nervous  system  disorders;  (3)  image-guided  stereotactic 
surgery  for  treatment  of  brain  tumors,  strokes,  spinal  disorders  and 
degenerative  diseases  of  the  nervous  system;  and  (4)  outcomes  research  into 
the  effectiveness  of  new  therapies  for  neurologic  disorders. 
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Thank  you  Mr.  Chairman  for  the  opportunity  to  present  this  testimony  on  behalf  of  the 
Population  Association  of  America  (PAA)  and  the  Association  of  Population  Centers  (APC)  before 
the  Appropriations  Subcommittee  on  Labor,  Health,  Human  Services  Education  and  Related 
Agencies.  The  Population  Association  of  America  is  a  scientific  and  educational  society  of 
professionals  working  in  demographic  research.  PAA's  worldwide  membership  of  about  2,700  is 
engaged  in  all  aspects  of  demographic  research  and  its  application.  The  Association  of  Population 
Centers  was  established  in  March,  1991  as  a  consortium  of  twenty-one  leading  American  population 
research  centers.  In  addition  to  their  traditional  academic  role,  these  Population  Centers  provide 
federal,  state  and  local  government  agencies,  as  well  as  private  sector  institutions,  with  data  and 
specific  research  findings  to  aid  in  the  decision-making  process.  During  this  difficult  time  of  budget 
negotiations,  it  is  gratifying  to  those  of  us  involved  in  demographic  research  to  know  of  the  value 
you  place  on  NIH  and  its  contributions  to  our  discipline.  Your  continued  support  of  NIH  will 
enable  demographic  researchers  to  continue  their  work  on  questions  of  social  importance  our  nation 
faces  as  we  enter  a  new  century.  We  want  to  begin  this  appropriations  cycle  by  expressing  hearty 
thanks  to  Chairman  John  Porter  and  the  Subcommittee  for  their  extraordinary  efforts  to  insure  the 
continuation  of  funding  for  health  and  demographic  research  through  support  for  the  National 
Institutes  of  Health. 

In  this  testimony,  we  wish  to  address  funding  levels  for  the  National  Institutes  of  Health 
(NIH),  specifically  the  National  Institute  of  Child  Health  and  Human  Development  (NICHD)  and  the 
National  Institute  on  Aging  (NIA).  Our  position  regarding  support  for  NTH  in  Fiscal  Year  1997 
concurs  with  that  of  the  Ad  Hoc  Group  for  Medical  Research  Funding  in  requesting  a  total  of 
$12,715  billion,  an  increase  of  6.5%  over  current  funding,  for  NIH  as  a  whole. 

In  addition  to  urging  adequate  support  for  NIH,  we  wish  to  address  specifically  the  fields  of 
demographic,  social  and  behavioral  research.  Demographic  and  population  research  examine  many 
issues  which  are  fundamental  to  making  informed  policy  decisions  -  retirement,  minority  health, 
disability  and  long  term  care,  contraceptive  practices,  child  care,  immigration,  labor  force 
participation,  family  formation  and  dissolution,  and  population  forecasting  are  among  them. 

Over  the  last  several  decades,  the  United  States  has  experienced  important  demographic 
changes.  Understanding  these  trends  and  changes  is  essential  to  the  development  of  effective  policy 
and  legislation.  The  understanding  which  demographic  research  can  provide  will  be  especially 
important  in  the  days  ahead,  as  Congress  confronts  a  growing  number  of  social  problems  with  less 
money  to  craft  solutions. 

The  PAA  and  APC  thought  the  members  of  this  Subcommittee  would  be  interested  in  several 
brief  summaries  of  demographic  research  studies  carried  out  by  members  of  these  organizations. 

NATIONAL  INSTITUTE  OF  CHILD  HEALTH  AND  HUMAN  DEVELOPMENT 

Among  the  many  areas  of  research  supported  by  NICHD,  we  would  like  to  focus  on  two  in 
this  testimony  -  they  are  family  and  immigration  research. 
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CHANGES  IN  THE  AMERICAN  FAMILY 

The  single  most  significant  change  in  the  American  family  over  the  past  three  decades  is  the 
declining  importance  of  marriage.  Many  specific  trends  illustrate  this  declining  significant, 
including  the  increasing  postponement  of  marriage  by  young  people  into  their  mid-to-late  20's,  an 
enormous  increase  in  cohabitation  among  unmarried  people,  increasing  proportions  of  children  born 
out  of  wedlock  and  the  rising  numbers  of  single-parent  households.  Given  these  trends,  the  average 
American  child  will  probably  experience  at  least  part  of  their  childhood  in  a  single-parent 
household.  Family  instability  and  out-of-wedlock  childbearing  have  combined  to  form  the  driving 
force  of  poverty  in  the  US  today.  These  issues  greatly  challenge  government  interventions,  such  as 
Aid  to  Families  with  Dependent  Children,  Food  Stamps,  Medicaid,  Child  Support  Enforcement  and 
other  programs  focusing  on  protecting  children  and  reducing  the  impact  of  poverty.  The  declining 
significance  of  marriage  has  given  rise  to  research  on  several  specific  aspects  of  family  change 
including  fatherhood  and  out-of-wedlock  childbearing,  and  has  also  led  NICHD  to  create  the  Family 
and  Child  Well-Being  Network. 

Fatherhood  -  The  declining  significance  of  marriage  has  the  particular  effect  of  loosening 
the  ties  of  men  to  women  and  children,  with  a  resulting  burden  to  the  welfare  system  and  to  women 
and  children  themselves.  This  loosening  of  men's  ties  to  the  family  makes  it  important  to 
understand  the  conditions  that  help  to  maintain  men's  obligations  to  family  members. 
Demographers  working  with  the  Demographic  and  Behavioral  Science  Branch  of  the  NICHD  are 
targeting  men  for  research  to  gain  a  better  understanding  of  the  relationship  of  fatherhood  to  the 
family  and  children.  Aspects  of  fatherhood  including  economic  contribution,  psychological  ties  to 
children,  provision  of  childcare  and  patterns  of  contact  are  being  researched.  We  have  learned  that 
contact  between  fathers  and  children  is  very  important  as  a  motivation  for  family  support  from 
them.  This  research  enabled  us  to  document  which  types  of  fathers  are  likely  to  contribute 
monetary  and/or  physical  support  to  the  family.  Additional  studies  have  yielded  key  findings  on  the 
impact  of  divorce  and  the  impact  of  single  parent  families  on  children. 

Another  study  on  the  determinants  of  early  and  non-marital  fatherhood  provided 
groundbreaking  information  on  sexual  and  contraceptive  behaviors  of  young  men.  Analysis  of  these 
data  have  examined  how  behaviors  that  lead  to  early  parenthood  vary  in  relation  to  the  types  of 
relationships  that  young  men  form  as  teenagers.  Currently  supported  extensions  of  the  study  are 
tracking  these  relationships  across  the  transition  into  adulthood. 

Out-of- Wedlock  Childbearing  -  A  recent  study  requested  by  Congress  on  out-of-wedlock 
childbearing  prepared  by  NICHD  in  collaboration  with  the  Office  of  the  Assistant  Secretary  of 
Planning  and  Evaluation,  US  Department  of  Health  and  Human  Services  and  the  National  Center  for 
Health  Statistics  identified  the  changing  social  norms  and  reduced  economic  opportunities  for  young 
men  and  women  as  important  factors  in  delaying  marriage  and  increasing  the  proportions  of  births 
occurring  outside  of  marriage.  This  report  dispelled  some  common  misconceptions  about  out-of- 
wedlock  marriage.  For  example,  less  man  one-third  of  such  births  occur  to  teens  and  the 
proportions  of  out-of  wedlock  births  are  increasing  for  all  groups  of  our  population.  The  study  also 
found  that  the  rate  of  births  outside  of  marriage  has  ceased  the  upward  trend  of  the  early  1990's  and 
remained  stable  during  1991-1993. 
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The  Family  and  Child  Well-being  Research  Network  -  In  keeping  with  the  current  climate 
of  cost  containment,  NIH  is  looking  for  ways  to  cut  costs.  One  such  way  found  within  NICHD's 
Demographic  and  Behavioral  Science  Branch  is  the  Family  and  Child  Weil-Being  Research 
Network.  In  response  to  an  increasing  need  for  information,  NICHD  initiated  the  Network  in 
August,  1993.  In  keeping  with  the  multidisciplinary  nature  of  the  network,  the  areas  being  explored 
cover  a  broad  range  of  topics  pertaining  to  family  and  child  well-being,  such  as  the  impact  of 
poverty  on  children,  child  care  and  child  support,  the  involvement  of  fathers  in  families,  and  the 
impact  of  public  assistance  on  child  well-being.  Network  members  have  provided  policy  makers 
and  program  administrators  with  relevant  findings  from  basic  and  program  evaluation  research  to 
assist  in  finding  practical  answers  to  the  pressing  challenges  affecting  American  families  and 
children. 

IMMIGRATION 

Immigration,  legal  as  well  as  undocumented,  has  become  a  major  factor  in  the  growth  of  our 
country's  population.  NICHD  also  supports  demographic  research  on  immigration  and  ethnicity  in 
the  US.  The  findings  of  the  President  of  the  Population  Association  of  America,  Dr.  Douglas 
Massey,  are  a  case  in  point.  Dr.  Massey's  work  sheds  new  light  on  the  impact  immigrants  will 
have  on  American  society.  For  example,  unlike  their  predecessors  who  were  European,  the  new 
wave  of  immigrants  is  more  likely  to  be  from  Latin  America  and  Asia  and  faces  a  more  difficult 
challenge  in  achieving  economic  mobility.  In  addition,  this  new  wave  is  likely  to  assimilate  more 
slowly,  primarily  because  this  country's  current  immigration  patterns  are  expected  to  be  ongoing 
rather  than  occurring  in  waves  as  in  the  past,  and  because  immigration  has  become  so  concentrated 
geographically. 

The  growing  number  of  illegal  immigrants  has  spurred  an  interest  in  the  perceived  fiscal  and 
social  impact  on  the  US  population.  Dr.  Massey's  probe  of  the  underlying  dynamics  of  Mexican 
immigration  explains  why  policies  intended  to  discourage  illegal  immigration  have  often  failed. 
Massey's  research  team  gathered  a  history  of  moves  across  the  US-Mexico  border,  interviewing 
nearly  3,700  men  from  randomly  selected  Mexican  households  in  25  border  communities.  The 
study,  conducted  in  conjunction  with  the  University  of  Guadalajara,  spans  25  years,  and  has  found 
that  immigration  from  Mexico  to  the  US  has  been  going  on  for  six  decades  and  has  become  self- 
perpetuating  because  social  networks  of  Mexicans  living  and  working  in  the  US  continually 
expanded. 

As  the  economies  of  the  US  and  Mexico  become  increasingly  linked  to  each  other  and  the 
global  economy,  growing  economic  insecurity  in  Mexico  and  a  conscious  strategy  to  acquire  capital 
will  continue  to  drive  immigration  across  US  borders.  The  highest  probability  of  out-migration  is 
found  in  rural  communities  undergoing  rapid  growth  and  development,  where  mechanization  pushes 
men  out  of  traditional  occupations  in  agriculture  and  industrialization  creates  a  need  for  capital.  For 
these  workers,  the  US  represents  a  source  of  capital  and  a  buffer  against  the  social  changes 
confronting  Mexican  families.  Illegal  migration  is  part  of  the  labor  market  integration  occurring 
between  the  US  and  Mexico  and  strong  impetus  for  migration  will  probably  continue  until  Mexico 
moves  toward  a  high  level  of  economic  development.  Undocumented  immigrants  do  not  seem  to  be 
migrating  to  the  US  to  take  advantage  of  social  services.  • 
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NATIONAL  INSTITUTE  ON  AGING 

While  NICHD  is  concerned  primarily  with  families  and  children,  the  National  Institute  on 
Aging  (NIA)  focuses  on  the  changing  nature  of  the  elderly.  As  the  U.S.  population  ages  and 
Congress  contemplates  changes  in  Social  Security  and  the  health  care  system,  the  demographics  of 
the  elderly  become  even  more  important.  Monitoring  these  changes  requires  systematic  collection  of 
data  on  the  elderly,  their  retirement  decisions  and  their  health  status.  We  want  to  thank  this 
Subcommittee  for  its  strong  history  of  supporting  the  collection  of  data  which  allows  demographers 
specializing  in  aging  to  study  questions  of  concern  relating  to  aging  issues.  Specifically,  we  are 
grateful  for  the  strong  support  for  the  Health  and  Retirement  Study  (HRS),  the  Asset  and  Health 
Dynamics  of  the  Oldest  Old  (AHEAD)  survey,  and  the  National  Long  Term  Care  Survey  (NLTCS). 
NIA  recently  established  nine  centers  on  the  Demography  of  Aging  to  serve  as  a  resource  for  policy 
makers  and  researchers  seeking  information  on  issues  that  affect  older  Americans.  As  Baby 
Boomers  approach  retirement,  the  need  for  this  information  will  become  even  more  important. 

While  HRS  focuses  on  retirement  decisions,  it  also  includes  data  on  disability,  work  history, 
health  and  health  insurance,  pensions  and  retirement  plans,  and  obligations  to  family  that  may  bear 
on  retirement  decisions.  The  first  wave  of  HRS,  questioning  people  aged  51-61,  was  completed  in 
March  of  1993,  with  a  response  rate  of  approximately  83  percent. 

As  more  data  from  wave  II  becomes  available  and  are  added  to  wave  I  records,  we  will  be 
able  to  see  better  how  the  economic  well-being  of  older  people  changes  and  measure  the  degree  to 
which  our  retirement  system  protects  older  Americans  from  drastic  drops  in  economic  well-being. 
New  HRS  data  will  enable  researchers  to  identify  the  factors  behind  the  retirement  decision  and  to 
estimate  the  importance  of  health,  employment  conditions  and  government  policy  on  the  retirement 
decisions  of  older  workers.  As  our  population  ages,  the  special  needs  of  the  elderly  will  have  a 
significant  impact  on  health  and  social  service  systems  in  the  US  over  the  coming  decades. 

As  an  ancillary  survey  of  the  HRS  which  focuses  on  people  over  70,  the  AHEAD  Survey 
provided  unique  information  on  the  dynamics  of  health,  economic  resources,  care  arrangements  and 
the  extended  family.  Research  indicates  that  at  least  three  out  ten  Americans  will  mark  their  85th 
birthdays,  and  in  coming  years  people  over  85  could  make  up  nearly  one  quarter  of  the  population. 
With  more  Americans  living  well  into  old  age,  "young"  old  people,  aged  65-74  will  be  caring  for 
older  and  frail  relatives.  There  is  no  historical  precedent  for  this  parent-support  role,  and  the 
quality  of  life  for  retirees  and  their  parents  may  become  an  important  political  issue.  New  research 
findings  indicate  that  the  health  of  America's  older  population  is  improving.  Studies  at  Duke 
University  show  that  rates  of  chronic  disability  among  the  elderly  are  declining  and  the  prevalence 
of  chronic  disease  conditions  are  also  dropping.  These  finding  indicate,  that  contrary  to  popular 
belief,  an  aging  population  does  not  necessarily  mean  a  sicker  population.  Using  data  from  the 
National  Long  Term  Care  Survey  (NLTCS),  demographers  at  Duke  University  found  that  between 
1982  and  1989  the  chronic  disability  rate  among  older  Americans  dropped  more  than  1  percentage 
point.  About  7.4  million  older  Americans  (age  65  +)  in  1995  or  one  in  four,  are  limited  by  a 
chronic,  disabling  condition.  As  our  population  ages,  how  fast  this  particular  population  group 
grows  has  important  implications  for  estimating  future  health  care  costs,  because  people  with 
chromic  disabilities  have  higher  than  average  acute  health  care  and  long  term  health  care  costs. 
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Reductions  were  most  dramatic  at  the  oldest  ages  (85+).  Preliminary  findings  from  the 
1994  NLTCS  suggest  further  drops  in  disability  rates.  If  this  trend  continues,  it  could  have 
significant  implications  for  Medicaid  by  lowering  institutional  rates  and  shortening  time  spent  in  a 
nursing  home.  Medicare  might  also  see  cost  savings  because  people  with  chronic  disabilities  also 
tend  to  use  more  acute  health  care  services.  Given  these  newly  emerging  patterns,  we  are  likely  to 
see  changes  in  the  types  of  housing  and  service  arrangements  required  by  older  populations  as  the 
prevalence  of  certain  conditions  and  rates  of  disability  shift  over  time.  The  study  indicates,  for 
example,  that  elimination  of  dementia  could  save  billions  of  dollars  in  acute  and  long  term  health 
costs.  Advances  in  biomedical  research  could  greatly  influence  the  speed  with  which  chronic 
diseases  decline.  And,  higher  education  levels  of  the  next  generation  of  elderly  (Baby  Boomers)  are 
likely  to  contribute  to  lower  disability  rates.  As  the  numbers  of  those  eligible  for  Medicaid 
increase,  the  significance  of  these  findings  becomes  even  more  important. 

This,  then,  is  a  brief  description  of  some  of  the  exciting  research  being  pursued  by 
demographers.  That  research  would  not  be  possible  without  the  active  support  of  this  committee, 
for  which  we  are  most  grateful. 

Let  us  close  by  restating  our  support  for  a  6.5  percent  increase  for  NIH,  recognizing  that 
such  an  increase  will  allow  the  important  demographic  research  currently  underway  at  NICHD  and 
NIA  to  continue.  Let  us  also  state  our  recognition  of  the  importance  of  professional  judgement 
budgets  as  statements  of  need  in  the  individual  NIH  institutes.  With  this  recognition  in  mind,  PAA 
and  APC  support  proportional  distribution  of  the  6.5  percent  increase  at  NIH  as  represented  in  the 
professional  judgement  budgets  of  NICHD  and  NIA. 
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STATEMENT  TO  THE  HOUSE  APPROPRIATIONS  SUBCOMMITTEE  ON  LABOR, 
HEALTH  &  HUMAN  SERVICES,  EDUCATION  &  RELATED  AGENCIES  BY: 
THEODORE  W.  VAN  ZELST,  AND  MINANN,  INC. 

Washington  DC  March  29, 1996 

Funding  for  Increased  Medical  Research,  Education  and  Public  Information 
for  Chronic  Fatigue  Syndrome  (CFS) 

Mr.  Chairman  and  Members  of  the  Committee,  I  am  Theodore  W.  Van  Zelst,  president  of  Minann, 
Inc..  We  have  presented  Testimony  to  this  Committee  since  1984  on  the  need  for  increased  medical 
research,  determination  of  prevalence,  and  education  of  health  professionals  with  regard  to  Chronic 
Fatigue  Syndrome  (CFS).  The  symptoms  of  CFS  have  been  defined  by  a  committee  convened  by  the 
Centers  for  Disease  Control  and  Prevention  (CDC).  To  some,  the  disease  is  also  known  as  Chronic 
Fatigue  Immune  Dysfunction  Syndrome,  (CFIDS). 

Through  the  funding  and  direction  of  this  Committee  the  National  Institutes  of  Health  (NEH)  and  the 
Centers  for  Disease  Control  &  Prevention  (CDC)  have  undertaken  research  on  this  disease.  There  has 
been  some  funding  for  non-governmental  based  research.  In  the  past  few  years  there  appears  to  have 
been  a  number  of  medical  break-throughs  for  identification  of  CFS.  Through  the  support  of  this 
Committee,  the  Assistant  Secretary  of  Health,  Dr.  Philip  Lee,  has  been  active  in  coordinating  CFS 
research  activities. 

•  Physician  education  by  researchers  dealing  with  CFS  patients  should  be  a  priority  within  the  Public 
Health  Service  and  the  CDC.  Even  at  this  date,  a  major  problem  with  this  disease  is  the  fact  that  too 
many  doctors  believe  that  CFS  is  not  a  real  entity.  One  prominent  researcher  stated  recently  that 
"educating  physicians  takes  time." 

The  CDC  has  been  funded  for  CFS  educational  activities  for  the  medical  profession.  More  needs  to 
be  done  in  CFS  education  to  acquaint  doctors  and  health  professionals  with  the  facts  of  the  disease.  It 
is  imperative  that  this  educational  process  be  headed  by  physicians  who  are  knowledgeable  about  the 
illness,  and  who  have  patients  suffering  from  CFS 

In  the  Fall  of  1995,  the  Chronic  Fatigue  Syndrome  Inter-Agency  Coordinating  Committee  held  a 
discussion  on  the  importance  of  physician  education.  A  representative  of  the  American  Medical 
Association  (AMA)  was  present  and  agreed  the  education  has  been  lacking.  A  task  force  has  been 
convened  to  discuss  how  this  should  be  done.  A  recommendation  should  be  made  by  this  Committee 
to  expedite  the  process  of  physician  education.  It  has  been  a  long  time  in  coming.  Past  efforts  do  not 
appear  to  have  been  effective.  Most  physicians  are  not  familiar  with  the  peer  reviewed  research  which 
legitimizes  this  disease. 

STATEMENT  FOR  THE  RECORD 
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"Emerging  illnesses  such  as  CFS  typically  go  through  a  period  of  many  years  before  they  are  accepted 
by  the  medical  community,  and  during  that  interim  patients  who  have  these  new,  unproven  illnesses, 
,  are  all  too  often  dismissed  as  being  'psychiatric  causes' .  This  has  been  the  experience  with  CFS  as 
well."    ME  Messenger.  February  1996. 

•  More  children  and  adolescents  are  being  identified  with  CFS.  The  Inter-Agency  Coordinating 
Committee  will  meet  on  April  10, 1996  to  focus  on  issues  related  to  youth  with  CFS.  This  Committee 
should  indicate  support  for  the  youth  and  adolescent  studies. 

In  earlier  Testimony  we  recommended  that  research  studies  be  undertaken  of  the  CFS  involvement  in 
childhood  and  adolescence  (ages  13-18).  This  Committee  has  made  such  recommendations  and  some 
work  has  been  ongoing.  A  great  deal  more  has  to  be  done.  In  "Chronic  Fatigue  Syndrome  in 
Children  and  Adolescents:  A  Review"  Focus  and  Opinions,  Pediatrics.  1995,  D.  S.  Bell  concluded 
that  the  harm  of  not  diagnosing  in  adolescence  is  a  disservice  to  children  with  this  condition. 

•  There  is  still  no  generally  accepted  diagnostic  technique,  a  treatment  and/or  a  cure.  The  situation  is 
described  in  "Management  Strategies  for  Chronic  Fatigue  Syndrome,"  July  1995,  Federal 
Practitioner.  Keiji  Fukuda,  MD,  MPH,  and  Nelson  M.  Gantz,  MD,  FACP  stated: 

"CFS  is  a  chronic,  waxing  and  waning  illness  whose  fundamental  nature  remains 
uncertain.  The  diagnosis  of  CFS  requires  the  rigorous  exclusion  of  other  active  causes  of 
persistent  fatigue,  as  well  as  the  presence  of  defining  symptoms.  There  are  no  specific 
therapies  for  CFS.  Treatment  of  CFS  is  supportive  and  symptomatic.  ...  Information  on 
the  efficacy  and  safety  of  medications  used  to  treat  CFS  patients  is  limited.  ...  The 
temptation  to  attempt  unproven  and  exotic  remedies  for  CFS  is  strong  since  anecdotal 
reports  frequently  appear  promising.  Most  of  these  remedies,  however,  are  ineffective  at 
best,  and  some  are  potentially  harmful.  ...  The  potentials  for  creating  false  hopes  and 
exposing  the  patient  to  possible  side  effects  and  unnecessary  expense  should  be  considered 
before  prescribing  unproven  remedy  for  this  disorder." 

The  same  report  contains  information  on  CFS:  "Chronic  Fatigue  Syndrome  (CFS)  is 
characterized  by  severe,  persistent  fatigue  and  self-perceived  symptoms  (defined  as 
symptoms  that  have  not  been  well  characterized  by  objective  tests),  such  as  impairments  in 
cognition,  musculoskeletal  pains,  and  other  symptoms.  The  pathophysiology  of  CFS  and 
the  question  of  whether  CFS  comprises  a  discrete  pathologic  entity  or  a  state  of  extreme  but 
nonspecific  fatigue  remain  unsettled.  Those  affected  by  CFS  can  be  severely  disabled.  In 
a  recent  prospective  study,  most  CFS  patients  improved  with  time,  but  remained 
functionally  impaired  for  several  years." 
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•  The  cause  of  the  illness  is  not  yet  known.  CFS  seems  to  prompt  a  chronic  immune  reaction  in  the 
body,  however  it  is  not  clear  that  this  is  a  response  to  any  actual  infection.  It  may  only  be  a 
dysfunction  of  the  immune  system  itself.  A  concept  promulgated  by  Professor  Mark  Demitrack  is 
that  CFS  is  a  generalized  condition  which  may  have  any  of  several  causes. 

•  New  information  on  the  prevalence  of  CFS  is  contained  in  the  report,  "Estimating  Rates  of  Chronic 
Fatigue  Syndrome  From  a  Community-Based  Sample:  A  Pilot  Study"  by  Leonard  A.  Jason,  Ph.D, 
et  al.  American  Journal  of  Community  Psychology,  1995. 

"Most  of  the  Chronic  Fatigue  Syndrome  (CFS)  epidemiological  studies  have  relied  on 
physicians  who  refer  patients  having  at  least  6  months  of  chronic  fatigue  and  other 
symptoms.  However,  there  are  a  number  of  potential  problems  when  using  this  method 
to  derive  prevalence  statistics.  For  example,  some  individuals  with  CFS  might  not  have 
the  economic  resources  to  access  medical  care.  Other  individuals  with  CFS  might  be 
reluctant  to  use  medical  personnel,  particularly  if  they  have  encountered  physicians 
skeptical  of  the  authenticity  of  their  illness.  In  addition,  physicians  that  are  skeptical  of 
the  existence  of  CFS  might  not  identify  cases.  In  the  present  pilot  study,  a  random 
community  sample  (TV  =  1,031)  was  interviewed  by  telephone  in  order  to  identify  and 
comprehensively  evaluate  individuals  with  symptoms  of  CFS  and  those  who  self-report 
having  CFS.  Different  definitions  of  CFS  were  employed,  and  higher  rates  (0.2%)  of 
CFS  were  found  than  in  previous  studies." 

The  Jason  report  states  that  because  many  physicians  do  not  believe  that  CFS  exists,  these  physicians 
do  not  make  referrals  to  the  prevalence  studies  and  consequently  this  results  in  an  under- 
representation  of  the  CFS  prevalence  rates.  The  Community-Based  Sampling  is  continuing  and  may 
develop  more  information  on  the  real  prevalence  of  this  mysterious  disease. 

There  are  many  physicians  and  researchers  studying  CFS.  Many  of  the  programs  started  with 
private  support  and  later  received  some  public  funding.  There  have  been  some  significant  break- 
throughs in  the  understanding  of  this  disease.  It  is  believed  these  will  lead  to  continuing  research 
efforts  which  will  help  solve  more  of  the  problems  of  this  disease. 

•  We  ask  this  Committee  to  encourage  more  governmental  support  for  extra-mural  research  on 
Chronic  Fatigue  Syndrome  (CFS). 

Others  involved  with  CFS  have  made  requests  for  specific  increased  funding  for  governmental 
agencies  including  NIH,  CDC,  and  the  Secretary  of  Health  and  Human  Services.  As  an  outside 
observer  of  the  public  health  problems  of  this  disease,  I  would  like  to  accent  the  current  funding 
requests  with  the  following: 
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National  Institutes  of  Health: 

Encourage  funding  for  increased  extra-mural  research  specifically  for  new  areas  of  study 
resulting  from  break-throughs.  These  grants  should  be  given  to  those  researchers  who  are 
working  with  large  CFS  patient  groups  since  they  have  the  ability  to  have  more  accurate 
prevalence  and  patient  data  information. 

Implement  or  continue  Small  Grant  Programs  to  encourage  new  CFS  researchers. 
Support  studies  of  children  and  adolescents. 
Assist  in  physician  education  programs. 

Centers  for  Disease  Control  and  Prevention: 

Increase  physician  education  on  Chronic  Fatigue  Syndrome  (CFS). 

Increase  CFS  public  information  support 

Secretary  of  Health  and  Human  Services: 

Continue  the  Dept.  of  Health  and  Human  Service  Chronic  Fatigue  Syndrome  Inter-Agency 
Coordinating  Committee  (DHHS  CFSICC)  with  formal  representation  from  the  NIH,  CDC, 
Social  Security  Administration,  Food  and  Drug  Administration,  Health  Resources  and 
Services  Administration,  with  patient  advocates  and  private  sector  CFS  researchers. 

Over  the  past  12  years  we  have  received  letters  from  and  talked  with  over  16,000  patients  with 
Chronic  Fatigue  Syndrome.  Many  of  the  patients  we  met  over  the  years  are  still  very  debilitated. 
They  have  the  expectation  of  a  treatment  and  cure  of  CFS  in  the  future.  Hopefully,  this  help  will  be 
not  too  distant. 

We  thank  this  Committee  for  its  diligence  in  pursuing  some  of  the  needed  answers  to  this  perplexing 
illness.  Much  has  been  accomplished  through  the  support  of  this  Committee.  Obviously,  much 
remains  to  be  done.  There  are  many  more  citizens  of  all  ages  suffering  with  CFS  than  had  been 
realized  earlier.  Thank  you,  Mr.  Chairman,  and  your  Committee  for  your  support. 

Theodore  W.  Van  Zelst 
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The  National  Military  Family  Association  (NMFA)  is  a  non-profit,  predominantly  volunteer 
organization,  composed  of  members  from  the  seven  uniformed  services  -  active  duty, 
retired,  reserve  component,  their  family  members  and  survivors.  NMFA  is  the  only 
national  organization  whose  sole  focus  is  the  military  family  and  whose  goal  is  to  influence 
the  development  and  implementation  of  policies  which  will  improve  the  lives  of  those 
family  members.  NMFA  appreciates  this  opportunity  to  express  its  views. 

Mr.  Chairman,  NMFA  and  the  families  we  represent  are  extremely  grateful  to  you  and  this 
Subcommittee  for  your  untiring  efforts  on  behalf  of  military  children.  We  commend  the 
House  of  Representatives  for  the  recent  establishment  of  the  House  Impact  Aid  Coalition 
and  for  your  strong  advocacy  for  this  program.  Because  we  are  a  small,  but  wide-spread 
constituency,  it  is  important  that  the  Coalition  keep  this  program  alive  and  that  its 
importance  to  military  children  all  over  the  country  be  impressed  upon  all  Members  of 
Congress.  However,  even  with  this  continued  strong  support,  Impact  Aid  has  not  been 
fully  funded  since  1970. 

NMFA  speaks  on  behalf  of  military  families  throughout  the  nation  when  it  urges  Congress 
to  continue  to  put  children  and  their  education  first.  On  the  average,  a  military  child  moves 
every  2-4  years  and  is  required  to  adjust  to  various  types  of  school  systems.  The  parents 
among  you  know  that  as  a  child  gets  older,  these  moves  become  more  and  more  difficult. 
Curriculum  and  textbooks  differ,  and  academic  performance  may  suffer.  It  takes  time  to 
settle  into  a  new  environment.  The  last  thing  that  our  children  need  during  this  unsettling 
time  is  to  be  blamed  by  local  communities  because  their  schools  are  having  budgetary 
problems  resulting  in  shortages  of  textbooks,  overcrowded  classrooms,  hiring  freezes, 
layoffs,  disruption,  and  in  some  cases,  outright  elimination  of  basic  education  programs.  It 
is  not  the  children's  fault  that  the  Federal  Government  is  not  meeting  its  obligation  in 
providing  adequate  Impact  Aid  funding  for  the  schools. 

The  Federal  Government's  responsibility,  originally  defined  in  P.L.  81-874  (passed  by 
Congress  in  1950)  and  restated  in  P.L.  103-382,  is  to  provide  financial  assistance  for  those 
local  educational  agencies  upon  which  the  United  States  has  placed  financial  burden. 

BACKGROUND 

Since  the  early  1800s,  the  Federal  Government  has  recognized  its  obligation  to  provide  an 
education  for  military  students.  However,  during  the  19th  and  early  20th  centuries, 
funding  for  schools  was  uneven  and  sporadic.  P.L.  81-874  provided  a  mechanism  for 
consistent  funding  of  the  Government's  obligation  to  these  students.  Public  school 
districts  impacted  with  military  students  were  given  adequate  moneys  to  provide  these 
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children  a  basic  education.  The  original  intent  of  P.L.  81-874  was  to  provide  payment 
equal  to  the  local  per-pupil  costs  for  students  whose  military  parent  both  lived  and  worked 
on  a  federal  installation  (these  students  were  designated  A  students).  The  law  also 
provided  one  half  of  the  local  per-pupil  cost  for  students  whose  military  parent  worked  on  a 
federal  installation  but  lived  in  the  civilian  community  (B  students).  The  difference  in 
funding  between  A  and  B  students  recognized  the  payment  of  some  taxes  (usually  real 
estate  taxes)  by  military  members  living  in  the  local  civilian  community.  In  1953,  funding 
was  reduced  with  a  provision  that  payment  for  an  A  student  could  not  fall  below  one-half 
of  the  state  or  national  average  cost  per  pupil,  whichever  was  greater.  For  B  students,  the 
minimum  rate  was  one  half  of  that  of  an  A  student. 

Overall  funding  for  military  A  and  B  students  has  been  relatively  constant  for  the  past 
decade,  but  has  been  on  a  distinct  decline  for  the  past  three  years,  even  though  their  total 
population  has  remained  relatively  constant.  With  the  recent  large  military  drawdown  from 
overseas  units,  many  of  the  students  were  relocated  to  stateside  locations  and  forced  to  live 
off  military  installations  because  of  a  lack  of  sufficient  base  housing.  Unfortunately,  some 
in  Congress  believe  that  B  children  are  a  relatively  low  priority  and  that  the  funding  for 
these  students  is  not  necessary.  This  concept  may  not  seriously  affect  school  districts 
whose  population  consists  mainly  of  A  students,  but  those  school  districts  whose 
overwhelming  majority  of  students  are  Bs  may  be  devastated  by  the  loss  in  revenue.  A 
military  member  who  resides  in  a  civilian  community  does  provide  local  tax  revenue 
through  real  estate  property  taxes  either  directly,  or  indirectly  through  a  lease.  However, 
both  local  communities  and  States  have  increasingly  used  sources  other  than  real  estate 
property  taxes  to  fund  education.  Most  of  these  taxes,  such  as  personal  property  taxes, 
local  sales  taxes,  license  fees  and  state  or  local  income  taxes,  are  not  paid  to  the  local 
community  by  military  members  unless  they  happen  to  be  residing  at  their  legal  domicile. 

Under  the  current  law,  revenue  for  a  B  student  is  10%  of  that  for  an  A  student.  On  the 
average,  it  costs  roughly  $6,000  to  educate  a  child  in  the  United  States  today.  But  the 
current  average  Impact  Aid  payment  for  an  A  child  is  $2,000;  the  average  payment  for  a  B 
child  is  $200;  nowhere  near  the  original  intent  or  the  cost  to  educate  a  child. 

ADMINISTRATION  PROPOSAL 

The  Administration's  budget  request  for  FY97  would  again  reduce  the  overall  Impact  Aid 
program.  After  a  15%  cut  in  FY 1995  and  an  additional  5%  reduction  in  FY 1996,  the 
Department  of  Education  has  submitted  a  FY  1997  budget  reduced  10%  from  last  year  in  an 
effort  to  fund  only  the  A  students  whose  parents  live  and  work  on  military  installations. 
The  total  budget  is  less  than  that  of  over  15  years  ago.  Yet  the  cost  of  living  index  has 
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increased  over  70%,  and  the  number  of  children  affected  has  decreased  only  5%  in  that 
time.  If  funding  for  the  military  A  and  B  students  were  at  the  original  entitlement  levels, 
this  program  would  be  fully  funded  at  approximately  $940  million.  The  Department  of 
Education's  plan  for  military  students  in  FY1997  is  to  fund  the  program  at  $340  million. 
Any  way  you  look  at  the  overall  impacts,  this  is  unacceptable.  The  increased  tax  burden 
placed  upon  the  local  taxpayers  will  cause  nothing  but  friction  and  animosity  between  the 
military  establishment  and  their  local  communities. 

BASIC  EDUCATION 

NMFA  agrees  with  the  goals  of  Head  Start  and  other  supplemental  education  programs 
whose  aim  is  to  ready  children  to  learn  in  a  basic  educational  program.  Many  of  the  new 
education  programs,  including  Goals  2000,  add  to  that  basic  education.  Impact  Aids  goal 
is  to  provide  that  basic  education.  Students  will  not  receive  basic  education  in  crowded 
classrooms  with  insufficient  teaching  materials,  no  matter  how  well  prepared  a  child  is  to 
learn,  or  how  many  new  programs  are  added.  Funding  shortfalls  diminish  a  school's 
ability  to  provide  a  basic  education.  Impact  Aid  funding  is  not  simply  for  extra  activities 
that  a  school  district  adds  to  its  core  curriculum,  as  some  people  like  to  believe,  but 
provides  for  the  basics  -  reading,  mathematics,  social  studies,  science,  etc. 

EFFECT  ON  SCHOOL  DISTRICTS 

Throughout  the  United  States  there  is  substantial  evidence  of  the  excellent  working 
relationships  that  exist  between  local  communities  and  military  installations.  These 
relationships  don't  just  happen  -  they  have  been  built  on  a  day  to  day  basis  over  many 
years.  Unfortunately,  we  are  now  seeing  turmoil  and  tensions  building  between  the  local 
taxpayers  and  military  installations.  Local  taxpayers  recognize  that  they  are  having  to 
shoulder  more  of  the  federal  government's  obligation  to  educate  military  dependents. 
Because  full  funding  for  FY96  has  not  been  distributed,  schools  have  had  to  begin  using 
their  reserve  funds,  invoking  hiring  freezes,  borrowing  money  from  local  agencies, 
disrupting  services,  stopping  specific  programs  and  halting  teacher  negotiations. 

•  Mountain  Home  School  District,  Mountain  Home  AFB,  Idaho,  has  to  date  not 
received  any  of  its  $1.6  million  budgeted  Impact  Aid  receipts.  The  delay  in  funding  has 
cost  the  district  approximately  $7,500  per  month  in  interest  revenue.  If  funds  are  not 
received  by  this  month,  the  district  will  have  to  begin  borrowing  money  to  meet  their 
obligations. 

•  North  Chicago  Community  Unit  School  District  187  has  received  only 
$951,717  of  their  budgeted  $4.2  million  in  Impact  Aid.  A  freeze  has  been  imposed  on 
all  items  except  emergency  items.  If  funding  is  not  received  by  June,  the  district  will 
have  to  begin  borrowing  funds.  Since  Impact  Aid  should  have  been  received  before 
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December,  1995,  the  district  is  losing  approximately  $16,500  per  month  in  interest 
earnings  that  was  budgeted  for,  but  will  not  be  able  to  be  made  up. 
Approximately  41%  of  the  Fort  Leavenworth  Unified  School  District  #207s, 
Fort  Leavenworth,  Kansas,  revenues  come  from  Impact  Aid.  To  date,  the  district  has 
received  $1.7  million  of  its  $3  million  in  anticipated  federal  revenues.  Because  of  the 
shortfall  in  funding,  Fort  Leavenworth  USD  has  had  to  borrow  funds  from  the  State  of 
Kansas  to  keep  the  doors  open  after  March  1.  School  budgets  have  been  cut  to  the 
80%  level.  Funding  for  new  instructional  programs  and  activities  for  Fort 
Leavenworth  USDs  1,853  is  frozen. 

The  Ayer  School  District,  Fort  Devens,  Massachusetts,  was  anticipating  $1.8 
million  in  Impact  Aid  to  provide  for  the  education  of  1,100  students.  To  date  the 
district  has  received  no  Impact  Aid  funding.  School  officials  indicate  that  they  will  be 
faced  with  the  probability  of  closing  at  the  April  spring  vacation  break  if  funding  is  not 
forthcoming.  In  addition,  by  closing  early,  Ayer  would  have  to  pay  the  state  penalties 
for  not  fulfilling  the  minimum  number  of  days/hours  if  instruction. 
North  Hanover  Township,  McGuire  AFB,  New  Jersey,  budgeted  $3.7  million  - 
40%  of  their  budget  -  as  an  Impact  Aid  receipt  To  date  they  have  received  $0  to 
educate  their  1,785  children.  The  district  has  frozen  their  budget,  is  borrowing  funds, 
is  anticipating  staff  layoffs  in  April,  and  will  begin  cutting  programs  during  that  same 
timeframe.  A  reduction  in  anticipated  receipts  will  result  in  a  reduction  of  a  minimum 
of  10-12  teaching  staff  members  for  FY96,  elimination  of  teacher  aides,  probable 
increase  in  class  size,  as  well  as  elimination  of  special  areas  such  as  art,  music,  library, 
etc. 

Impact  Aid  represents  95%  of  the  receipts  for  Grand  Forks  Air  Force  Base 
School  District  #140.  This  year  the  district  has  received  $2  million  of  its 
anticipated  $6  million  in  Impact  Aid.  The  delays  have  caused  the  district  to  delete 
programs,  use  up  all  cash  reserves,  borrow  money,  delay  any  new  programs,  delay 
paying  bills,  delay  infrastructure  repairs,  delay  technology  purchases,  and  use  up 
inventories. 

None  of  the  $1.6  million  that  has  been  budgeted  for  Impact  Aid  by  the  Middletown 
School  District,  Newport  Naval  Station,  Rhode  Island,  has  been  received  this  year. 
March  1  is  the  deadline  for  staffing  in  Rhode  Island  for  the  ensuing  year.  As  a  result  of 
the  uncertainty  of  Impact  Aid,  Middletown  took  action  on  February  15,  1996,  to  lay  off 
18  staff  members  for  the  1996-97  school  year. 

Killeen  Independent  School  District,  Killeen,  Texas,  with  an  enrollment  of 
28,000,  typically  receives  approximately  $19.5  million  in  Impact  Aid.  This  year  the 
district  has  received  $0  from  Impact  Aid.  The  district  has  had  to  spend  its  cash  reserve 
in  order  to  meet  operating  expenses.  In  addition  they  have  lost  investment  revenue 
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which  has  been  budgeted  for.  Uncertainty  for  the  FY97  budget  is  causing  problems.  It 
will  be  difficult  to  make  any  decisions  for  improved  teaching  and  learning. 

These  examples  represent  only  a  small  number  of  districts  who  are  facing  severe  funding 
problems  because  of  the  lack  of  Impact  Aid  funding. 

CONCLUSION 

In  the  testimony  brought  before  the  House  National  Security  Subcommittee  on  Manpower 
and  Personnel,  on  March  12,  1996,  quality  of  life  issues  were  discussed.  According  to  the 
Honorable  John  O.  Marsh,  Jr.,  former  Secretary  of  the  Army  and  Chairman  of  the  Task 
Force  on  Quality  of  Life,  one  of  the  big  five  issues  facing  DOD  is  education.  He  stated  that 
the  challenge  of  the  90s  will  be  retention.  In  order  to  retain  the  best  quality  people  in 
today's  military,  their  quality  of  life  and  that  of  their  families  is  a  #1  isrue.  Impact  Aid  is 
an  essential  Quality  of  Life  issue.  It  has  made  the  difference  between  a  minimum  education 
and  a  quality  education  for  military  children. 

In  school  districts  that  depend  on  Impact  Aid  funding,  not  only  military  children,  but  all 
students  will  suffer  the  consequences  of  decreased  funding.  These  funds  are  part  of  the 
school  districts'  operating  budgets  and  are  used  for  basic  educational  programs.  If 
programs  are  deleted,  staff  is  cut  or  needed  repairs  are  delayed,  all  students  suffer,  not  just 
military  children.  Unfortunately,  this  is  happening  in  school  districts  across  the  nation,  and 
we  are  beginning  to  see  turmoil  and  tensions  building  between  the  local  communities  and 
military  installations.  Local  taxpayers  recognize  that  they  are  having  to  shoulder  more  of 
the  federal  governments  obligation  to  educate  these  children  and  they  resent  it.  The  ones 
who  suffer  the  most  in  these  situations  are  the  children  who  attend  school  in  those  districts 
-  both  military  and  civilian. 

Impact  Aid  has  proven  itself  to  be  a  successful  program.  The  dollars  go  directly  to  school 
districts  from  the  Federal  Government  with  no  strings  attached  and  go  directly  to  students 
to  provide  a  basic  education.  We  urge  you  to  fully  fund  Impact  Aid.  Our  military 
members,  who  have  made  a  commitment  to  serve  and  protect  this  country,  have  a  right  to 
expect  a  quality  education  for  their  children.  The  deterioration  of  a  quality  education  for 
military  dependents  and  their  classmates  will  ultimately  affect  the  morale,  recruitment  and 
retention  of  service  personnel. 
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The  Independent  Television  Service   (ITVS)   appreciates  the 
opportunity  to  submit  the  following  statement  to  the  House 
Subcommittee  on  Labor-HHS-Education  Appropriations  concerning 
your  March  14,    1996  hearing  addressing  FY  1999  appropriations 
for  public  broadcasting. 

Chairman  Porter,   members  of  the  Committee,   thank  you  for  the 
opportunity  to  respond  to  a  misleading  statement  made  at  your 
hearing  concerning  the  Independent  Television  Service. 
Ambassador  Richard  Carlson,   of  the  Corporation  for  Public 
Broadcasting  (CPB) ,   stated  that  he  felt,   in  the  name  of 
efficiency,  that  the  administrative  funds  utilized  by  the 
Independent  Television  Service  are  a  "waste"  and  would  be 
better  spent  given  directly  to  independent  producers  for 
production  purposes.     The  Independent  Television  Service 
finds  this  statement  to  be  shortsighted  and  not  at  all 
reflective  of  the  realities  involved  with  responsible 
programming  oversight. 

Ambassador  Carlson's  statement,  taken  out  of  context,  implies 
that  ITVS  merely  provides  production  money  to  producers.  In 
fact,  the  Independent  Television  Service  is  a  unique  and 
extremely  efficient  organization.     ITVS  not  only  funds 
independent  productions,  but  also  oversees  their  technical 
production,   packages  them,   and  carries  out  extensive 
publicity  and  outreach  campaigns  designed  to  develop 
audiences  and  reach  underserved  communities.  These 
activities  are  an  intrinsic  part  of  the  new  collaborative 
models  that  ITVS  has  created  to  served  underserved  audiences 
particularly  minorities  and  children  with  independently 
produced  programs . 

CPB  allocated  $680,000  to  ITVS  for  administrative  purposes 
for  fiscal  year  1996.     With  this  budget,   ITVS  provides  the 
previously  mentioned  oversight  for  production  regrants  to 
independent  producers  totaling  nearly  $7.5  million  each  year. 
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The  return  on  what  is  only  an  8%  total  annual  overhead,  is 
actually  quite  remarkable.     And  all  of  the  programming  ITVS 
funds,   nearly  170  hours  worth  to  date,   is  directly  targeted 
to  the  unserved  and  underserved  audiences  that  Congress 
mandated  ITVS  to  serve  when  it  authorized  ITVS  in  1988. 

In  a  relatively  short  time,   ITVS  has  met  the  challenges  set 
for  it  by.  developing  efficient  new  methodologies  for  funding 
and  providing  diverse  independently-produced  programming  to 
public  television.     By  virtue  of  the  fact  that  we  focus 
solely  on  providing  such  services,   as  mandated  in  our 
authorization,   ITVS  is  able  to  succeed.     To  imply  that  CPB, 
with  the  broad  scope  of  their  mandated  activities,  could 
achieve  similar  ends  by  providing  the  mere  $680,000  directly 
to  producers,   is  not  realistic  and  does  not  reflect  sound 
reasoning.     Such  a  claim  also  loses  sight  of  the  remaining 
$7.5  million  regranted  production  funds  that  ITVS  oversees 
with  this  low  administrative  allocation. 

In  short,    ITVS  has  been  making  significant  strides  toward  the 
Carnegie  Commission's  original  vision  of  a  public  television 
that  embodies  "the  clearest  expression  of  diversity,   and  of 
excellence  within  diversity."     To  halt  the  momentum  of  our 
progress  by  reallocating  our  administrative  budget  would  be 
clear  step  in  the  wrong  direction. 

Thank  you  for  this  opportunity  to  clarify  the  role  of  the 
Independent  Television  Service  within  the  system  of  public 
broadcasting.  We  would  also  like  to  submit  the  accompanying 
fact  sheet  which  provides  details  concerning  our  fiscal 
efficiency  as  well  as  a  sampling  of  the  subjects  covered  in 
our  170  hours  of  funded  programming.     Please  don't  hesitate 
to  contact  us  with  any  questions.     We  are  eager  to  cooperate 
in  the  restructuring  of  public  broadcasting  to  ensure  that 
the  needs,   voices,   and  stories  of  all  Americans  emerge  from 
this  important  process. 
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EFFICIENCY  FACT  SHEET 


•  Each  year,  ITVS  spends  at  least  90%  of  its  allocation  on  programming.  Since  1992,  administrative  costs  have  averaged 
9%  of  total  expenses  and  include  staff  salaries,  physical  plant  maintenance,  office  expenses,  and  other  related  operating 
costs.  In  1996,  ITVS  is  sharing  in  widespread  budgetary  cutbacks  to  public  television  by  changing  its  operating  budget  by 
-15%.  By  contrast,  the  amount  ITVS  invests  in  independent  productions  changed  by  only  -5%  from  1995  figures,  but 
remains  a  cumulative  2%  higher  than  1994  figures  (see  table  below). 

•  As  of  March  1996,  ITVS  has  funded  nearly  175  hours  of  programming  plus  55  short  works  for  children.  The  average 
per  hour  production  cost  to  ITVS  of  a  program,  factoring  both  single  programs  and  series,  is  under  $160,000.  This  figure 
weighs-in  well  below  the  average  costs  of  other  national  public  television  productions,  and  far  below  costs  of  commercial 
programming.  (Single  programs  and  series  episodes  often  average  from  $300,000  to  over  $1  million.) 

•  ITVS  has  been  diligent  in  amplifying  the  funding  it  receives.  Innovative  partnership  models  -  with  distributors,  private 
foundations,  public  tv  stations,  and  others  --  are  currently  bringing  dollars  together  to  support  programming  in  new, 
groundbreaking  ways. 

•  In  addition  to  culling  some  of  the  best  proposals  from  the  field  of  independent  makers,  providing  oversight  and  compre- 
hensive technical  assistance  to  funded  productions,  and  distributing  innovative  programs  to  public  television,  ITVS  provides 
extensive  publicity  support  and  outreach  to  the  underserved  communities  served  by  ITVS  programming.  These  are  services 
that  CPB,  most  stations,  most  programming  series  strands  and  PBS  itself  often  cannot  provide  to  the  extent  that  ITVS  does. 


•  All  ITVS  services  are  accomplished  with  a  staff  of  just  seventeen  employees. 


•  The  small  investment  made  in  administering  the  Independent  Television  Service  has  resulted  in  a  strong  and  growing  cata- 
logue of  innovative,  interesting,  and  educational  programming  from  the  independent  production  community  which  is  avail- 
able free  to  every  public  television  station  nationwide.  The  outcome  is  critical  acclaim  from  stations,  the  press  and  audi- 
ences across  the  country.  (For  a  sampling  of  ITVS  programming  subjects,  see  reverse.) 


ITVS  CONTRACTED  ALLOCATIONS  1994-1996 


Programming  Operating  Operating 
Budget*  Budget?  *  Total  %  of  Total 


1994 

$7,200,000 

$800,000 

$8,000,000 

10% 

1995 

$7,750,000 

$800,000 

$8,550,000 

9.4% 

1996 

$7,362,500 

$680,000 

$8,042,500 

8% 

Inc/Dec 

+2% 

-15% 

"Programming  Budget  includes  all  production  regrants,  public  tv  broadcast  distribution,  publicity,  and  outreach. 

**  Operating  Budget  includes  all  salaries,  benefits,  general  and  administrative  expenses,  physical  plant  maintenance,  equip- 
ment purchase  ana  maintenance,  accounting,  legal,  and  board  expenses. 
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I  TVS  PROGRAMMING  SUBJECTS  AT  A  GLANCE 

•  The  decline  and  sweet  remembrance  of  a  rural  South  Dakota  farming  community 

•  The  life  and  music  of  Native  American  jazz  musician  Jim  Pepper 

•  One  man's  look  at  his  Asian  family  heritage  from  Saigon, Viet  Nam  to  San  Francisco,  California 

•  A  no-apologies  look  at  the  true  and  unfiltered  experiences  of  Americans  with  disabilities 

•  Latino  neighborhood  life  in  Los  Angeles 

•  The  cultural  struggles  of  the  Blackfeec  Nation  in  Montana 

•  An  exploration  of  African  American  identity  and  color  consciousness 

•  The  story  of  a  first-time  Republican  candidate  who  challenged  Patrick  Kennedy  in  the  fifth  most  Democratic  district  in  the 
nation  (in  Rhode  Island)--  and  nearly  won 

•  Myth  and  faith  in  the  life  of  a  Catholic  woman  in  New  England 

•  World  War  II  history  of  gay  men  and  lesbians  who  served  the  country 

•  Children's  live-action  and  animated  fables 

•  Native  Hawaiian  sovereignty 

•  A  look  at  commitment  through  the  lives  of  5  couples  who  have  been  together  50  years  or  more 

•  The  events  leading  up  to  Beijing's  Tiananmen  Square  uprising  and  its  aftermath 

•  A  personal  video  diary  about  a  Long  Island  family's  experience  with  the  toxic  pregnancy  drug  DES  (diethylstilbestrol) 

•  Girls  ages  10-14  construct  their  own  video  essays  and  talk  about  what  matters  to  them 

•  A  documentary  about  the  1989  Pittston  Coal  Strike  in  West  Virginia 

•  A  true  story  of  former  Viet  Nam  war  enemies  who  come  together  through  a  soldier's  rediscovered  diary 

•  Alaska's  struggle  with  Native  civil  and  land-claim  rights 

•  A  Texas-sized  slice  of  history  and  culture  from  Waco 

•  An  African  American  boy  uses  the  power  of  his  imagination  to  make  sense  of  his  often  dangerous  urban  reality 

•  A  granddaughter's  legacy  left  by  her  Jewish  grandmother  who  dared  to  film  life  in  Berlin  during  the  rise  of  Nazi  Germany 

•  Documentary  about  award-winning  writer  and  cultural  theorist  Audre  Lorde 

•  Illumination  of  the  1920's  immigrant  experience  in  Baltimore,  Maryland 

•  A  portrait  of  Kentucky  brothers  Morgan  and  Marvin  Smith:  photographers,  painters  and  cinematographers  in  Harlem's 
Golden  Age 

•  A  portrayal  of  one  of  the  many  women  who  were  diagnosed  with  schizophrenia  and  institutionalized  in  the  1950s 

•  Men  and  women  gather  to  recreate  Civil  War  battles. ..in  California? 

•  An  impressionistic  portrait  of  Moscow  at  the  end  of  the  Cold  War 

•  A  Mexican  American  boy  seeks  advice  from  friends  and  family  on  how  to  make  a  big  splash  at  a  wealthy  classmate's  pool 
party 

•  A  definitive  portrait  of  Richard  Wright,  an  author  who  overcame  poverty  to  become  one  of  America's  most  influential 
writers 

•  The  growing  population  of  aging  roamers  and  loners  who  live  on  the  road  full-time,  finding  community  in  trailer  parks, 
rallies  and  on  our  nation's  by-ways 

•  AIDS  awareness  jazz  and  hip-hop  music  special  targeted  to  African  American  youth 

•  The  Omega  Boys  Club  in  Oakland,  California,  where  activists  urge  at-risk  youth  to  make  a  difference 

•  High  school  moms  from  Atlanta  to  Washington,  DC  offer  frank  insights  about  their  lives 

•  An  in-depth  look  at  an  interracial  relationship  and  its  effects  on  three  generations  of  an  American  family 

•  Ordinary  people  making  a  difference  by  making  peace  in  violence-ridden  communities  (four-part  series) 

•  An  honest  and  poignant  look  at  real-life  issues  in  a  four-part  series  about  and  for  people  living  with  HIV 

•  A  provocative  three-part  series  in  which  noted  individuals  such  as  Charles  Sykes,  Salman  Rushdie,  and  Ananna  Huffington 
speak  out  about  America's  basic  societal  values  and  ideals 

•  Over  60  Americans,  from  President  Jimmy  Carter  and  Nobel  Laureates  to  up-n-comers  perform  their  poetry  to  give  view- 
ers a  new  look  at  the  spoken  word 

•  Television's  relentless  pursuit  of  viewers,  sales  and  ratings  in  a  three-part  series 

•  Fifty-five  interstitial  "spots"  for  kids  about  values,  careers,  decisions,  and  plain  old  fun 

••••AND  MORE»»«» 
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Testimony  to  the  House 


Subcommittee  on  Labor,  Health  and  Human  Services, 
Education  and  Related  Agencies 
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Mr.  Chairman,  and  members  of  this  committee  whose  decisions  are  so  critical  to 
our  nation's  health,  we  thank  you  for  the  opportunity  to  comment  on  several  core  issues 
facing  the  National  Institutes  of  Health  (NIH)  and  the  Centers  for  Disease  Control  and 
Prevention  (CDC).  We  speak  on  behalf  of  a  new  entity  -  the  Intercultural  Cancer 
Council  (ICC).  While  the  ICC  is  new,  many  of  our  esteemed  members  and  member 
organizations  are  well  known  to  you.  They  represent  literally  millions  of  Americans,  with 
a  breadth  of  membership,  expertise,  and  commitment  that  crosses  virtually  every  racial  and 
ethnic  line  in  the  nation 

Let  us  mention  just  some  of  the  names  so  you'll  understand  how  genuinely  broad- 
based  our  cause  has  become,  that  so  important  and  diverse  a  group  of  individuals  and 
organizations  have  come  together,  under  the  ICC  umbrella,  for  one  purpose  —  to  fight 
cancer  in  America  where  it  is  by  far  the  most  prevalent,  among  minority  and  medically 
under  served  populations. 

Well  name  just  a  few  who  are  with  us  -  the  American  Cancer  Society,  the  National 
Hispanic  Leadership  Initiative  on  Cancer,  the  American  Association  for  Cancer  Research, 
the  American  Indian  Physicians  Association,  the  YWCA,  the  Susan  G.  Komen  Breast 
Cancer  Foundation,  the  Asian  Pacific  Community  Health  Organizations,  the  American 
Public  Health  Association,  the  National  Appalachian  Leadership  Initiative  on  Cancer, 
Howard  University,  Baylor  College  of  Medicine,  M.D.  Anderson  Cancer  Center,  the 
National  Coalition  for  Cancer  Survivorship,  Bosom  Buddies,  the  National  Medical 
Association,  and  many,  many  others.  So  when  we  speak  to  you  on  behalf  of  the 
Intercultural  Cancer  Council  (ICC),  we  are  truly  one  voice  speaking  for  many  In  this  case 
the  one  of  every  three  Americans  who  are  minorities,  as  well  as  the  tens  of  millions  of 
poor  and  medically  underserved  in  our  rural  and  urban  areas. 

During  your  recent  hearings  you  heard  from  some  of  the  very  fine  groups  listed 
above.  We  hope  you  were  able  to  listen  to  them  carefully,  for  cancer,  for  the  first  time  in 
our  history,  will  be  the  leading  cause  of  death  within  several  years  There  are  good 
news/bad  news  reasons  that  others  would  have  related  to  you  in  more  detail.  But  briefly, 
the  good  part  is  that  the  prevention  and  treatment  progress  made  against  heart  and  cardio- 
vascular diseases  is  reducing  the  death  rate  from  what  has  been  the  nation's  leading  cause 
of  death. 

Conversely,  many  types  of  cancer  have  remained  resistant  to  our  best  efforts  at 
prevention,  treatment,  and  cure  As  our  diets,  lifestyles,  and  environments  in  the  home  and 
workplace  change,  some  types  of  cancer  are  becoming  more  prevalent.  In  addition,  cancer 
is  more  common  later  in  life,  so  our  longer  average  lifespan  is  also  adding  to  the  increase 
in  our  national  cancer  rates. 
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The  ICC  was  formed  by  these  esteemed  groups  and  individuals  because  the 
greatest  victims  of  these  cancer  growth  trends  are  our  minority  and  medically 
under  served  citizens.  We  are  talking  in  profound  terms  of  the  loss  of  life,  human 
suffering,  destruction  of  families,  economic  hardship  to  cancer  victims  and  their  loved 
ones,  as  well  as  the  increased  demands  on  our  medical  institutions,  and  the  financial 
costs  of  supporting  them. 

Here  are  just  a  few  examples  of  how  disproportionate  the  impact  of  cancer  is 
among  various  parts  of  our  society. 

*  While  breast  cancer  detection,  treatment,  and  cure  is  improving  for  the  nation,  it 
is  actually  becoming  worse  for  African  American  and  Asian  American  women. 

*  Among  Hispanics  and  Native  Americans  cervical  cancer  takes  lives  at  a  rate  far 
above  the  national  average.  This  is  particularly  heart-breaking  because  cervical  cancer, 
which  is  reliably  detected  with  the  routine  Pap  smear,  is  almost  always  curable  if  detected 
early,  and  often  on  an  inexpensive,  out-patient  basis. 

*  The  reasons  for  the  high  rate  of  liver  cancer  among  Asian  Americans  have 
eluded  us. 

*  Stomach  cancer  remains  high  among  Native  Americans  while  falling  in  other 
populations 

*  Prostate  cancer  is  several  times  more  prevalent  among  African  American  men 
compared  to  white  men  from  the  same  socio-economic  group. 

*  Among  poor  whites,  lung,  breast,  and  cervical  cancer  deaths  remain  stubbornly 
higher  than  the  national  average.  For  instance  poor  women  who  are  a  iarge  part  of  the 
medically  underserved  are  2.5  times  more  likely  to  die  from  breast  cancer. 

*  Lung  cancer  from  smoking  is  extraordinarily  high  among  minorities  and  the 
poor,  partly  because  the  tobacco  industry  saturates  these  communities  with  advertising 

*  Japanese  Americans  are  four  times  as  likely  to  develop  stomach  cancer  than  all 
other  population  groups. 

We  hope  these  few  examples  give  you  an  idea  of  how  huge  a  problem  the  ICC 

faces. 

The  answer  is  not  just  more  money  for  the  National  Institutes  of  Health  and  the 
Centers  for  Disease  Control  and  Prevention.  We  wish  it  was  that  simple,  that  a  Manhattan 
Project  approach  would  reveal  all  the  complexities  we  need  to  understand  to  prevent  and 
treat  the  many  types  of  cancer,  which  now  cause  one  of  every  five  deaths  in  the  United 
States. 

The  National  Institutes  of  Health 

Despite  this  time  of  budget  constraints,  Congress  has  already  done  proportionately 
more  for  NIH  than  almost  any  other  agency.  This  is  as  it  should  be  since  no  agency  deals 
with  more  genuinely  life  and  death  matters  than  NIH.  It  is  a  tribute  to  the  underlying 
strength  of  Congress  and  our  system  of  government  that  you  have  not  allowed  the  NIH  to 
be  set  back  by  the  intensity  of  the  major  unresolved  political  divisions  and  budget 
disagreements  that  are  otherwise  challenging  Washington. 

So  we  are  not  asking  for  more  money  for  NIH,  but  to  ask  that  what  is  provided  to 
NIH  be  spent  wisely.  The  remarkably  wide  range  of  national  medical  and  scientific 
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groups,  and  research  authorities  who  belong  to  the  ICC  strongly  agree  on  this  critical 
point  -  an  appropriate  share  of  NIH  resources  should  be  applied  to  cancer  in  those 
populations  where  it  is  most  prevalent  and  deadly  -  our  minorities  and  the  medically 
underserved. 

There  are  two  reasons  -  good  science  and  good  government.  First,  good  science. 
Attacking  a  disease  where  it  is  most  prevalent,  instead  of  where  it  is  more  obscure,  offers 
a  greater  potential  for  scientific  breakthroughs.  In  places  where  disease  patterns  are  more 
obvious,  and  more  dramatic,  we  may  be  able  to  more  easily  discover  cause  and  effect, 
treatment  and  cure,  and  ultimately  prevention.  This  will  help  not  only  minority 
populations,  but  all  of  us  who  are  at  risk  for  cancer. 

The  second,  related  reason  is  good  public  policy.  When  a  major  part  of  our 
population  is  at  much  greater  risk  from  a  health  threat,  the  responsible  thing  to  do  is  help 
alleviate  that  disproportionate  suffering.  That's  part  of  what  America  is  all  about. 

The  ICC  is  asking  the  Committee  to  take  the  steps  to  insure  that  an  appropriate 
share  of  the  NIH  budget  is  applied  to  cancer  research  in  those  large  populations  where  the 
disease  is  most  deadly  arid  prevalent. 

This  means  the  Committee  will  have  to  seek  answers  from  NIH  to  some  specific 
questions.  While  the  National  Cancer  Institute  (NCI)  is  pivotal,  major  cancer  research 
initiatives  are  being  taken  by  other  institutes  as  well  So  the  questions  that  need 
answers,  often  from  a  tram-institutes  perspective,  include: 

*  What  share  of  NIH  resources  are  allocated  to  cancers  disproportionately 
afflicting  minorities  and  the  medically  underserved,  compared  to  the  general 
population? 

*  Does  the  critically  important  human  genome  research  fully  incorporate  the 
genetic  variations  among  minorities,  so  that  all  populations  benefit  from  this  work? 

*  Has  NIH-NCI  produced  an  analytical  overview  of  cancer  among  minorities  so 
that  it  can  prioritize  a  research  agenda?  Such  an  overview  is  necessary  to  sort  through 
the  multiple,  contributing  causes  of  the  disproportionate  incidence  of  cancer  among 
diverse  population  groups.  These  factors  include  genetic  differences,  behavioral  factors 
relevant  to  diet  and  smoking,  environmental  variables  often  related  to  poorer 
neighborhoods  or  lesser  paying  jobs  where  pollution  is  frequently  much  greater, 
cultural  patterns,  socio-economic  factors,  and  of  course  access  to  health  care. 

*  How  is  NIH  prioritizing  breast,  cervical,  and  other  cancers  that  have  a  much 
higher  incidence  among  many  minority  women? 

Though  the  last  25  years  of  the  "War  on  Cancer"  produced  an  enormous 
amount  of  research  findings,  how  well  is  this  information  being  externally 
communicated  and  applied  to  cancer  prevention  and  treatment  in  the  most  vulnerable, 
minority  communities?  So  far  this  "translational"  work  seems  to  be  better  applied  to 
mainstream  communities.  A  major  example  is  the  improvement  in  breast  cancer 
survival  on  a  national  average,  while  for  many  minority  groups  survival  remains 
unchanged,  or  is  declining. 

Is  the  NIH,  as  the  "Cancer  at  a  Crossroads  "  report  strongly  recommends, 
aggressively  working  to  coordinate  and  collaborate  with  nonresearch, 
nongovernmental,  community  and  voluntary  agencies? 
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*  How  well  are  minorities  being  recruited,  and  retained,  in  cancer  clinical  trials 
for  treatment  and  prevention? 

*  Has  progress  been  made  in  involving  minority  scientists  in  N1H planning  and 
decision  making? 

*  Do  minority  researchers  have  equal  access  to  cancer  training  opportunities? 

*  Do  NIH  processes  and  procedures  offer  equitable  opportunities  for  minority 
scientists  to  propose  NIH  sponsored  research,  to  gain  an  appropriate  share  of 
approvals,  and  to  otherwise  participate  in  intramural  and  extramural  research? 

The  National  Institutes  of  Health  (NIH),  including  the  National  Cancer  Institute 
(NCI),  are  an  extraordinarily  fine  set  of  institutions  that  speak  well  for  science  in 
America.  However  the  issues  and  areas  outlined  above  have  not  historically  been  clearly 
addressed  at  NIH.  Some  of  the  reasons  are  benign,  and  some  are  because  of  a  genuine 
lack  of  statistical  knowledge  of  disease  disparities.  But  some  harken  back  to  the  old  days 
when  one  select  set  of  scientists  set  the  agenda,  and  minority  scientists  were  only  on  the 
margins  of  U  S  medicine.  However  today  we  are  looking  to  the  future,  not  the  past,  and 
how  we  can  help  make  NIH  even  better,  working  with  the  good  people  at  NIH,  and 
ultimately  saving  more  lives  in  all  communities. 

Centers  for  Disease  Control  and  Prevention 

At  the  CDC,  there  are  three  points  for  the  ICC  to  make. 

Our  strongest  recommendation  is  for  increased  funding  for  the  National  Program 
of  Cancer  Registries  (NPCR),  under  guidance  of  the  CDC.  The  scientific  goal  of  NPCR  is 
creation  of  a  cancer  registration  infrastructure  for  the  U.S.  to  provide  every  state  and 
community  with  a  clear  picture  of  cancer  occurrences. 

Only  such  a  national  data-base  will  tell  us  where  cancer  occurs  most,  and  least 
often.  Such  epidemiological  data  can  define  what  population  groups  are  most  and  least 
affected  by  which  particular  types  of  cancer;  when  geography  is  a  factor,  when 
environmental  issues  have  an  impact,  when  diet  or  cultural  and  ethnic  patterns  affect 
cancer  occurrence,  and  the  impact  of  regional  patterns  of  health  care  on  disease  outcome. 
This  set  of  national  data  is  critical  to  planning  prevention,  detection,  treatment,  and 
research  programs.  It  is  pivotal  to  understanding  where  and  why  cancer  occurs. 

The  NPCR  is  an  invaluable  investment  in  the  future,  and  provides  a  foundation  for 
all  the  nation's  cancer  control  efforts. 

Currently  42  states  and  the  District  of  Columbia  receive  at  least  some  support  for 
this  program.  However  more  funds  are  necessary  to  allow  CDC  to  improve  the  program, 
as  well  as  expand  it  to  all  states  to  begin  the  assembly  of  a  nationwide  dataset. 
Researchers,  physicians,  and  public  health  authorities  will  all  be  able  to  make  immediate, 
positive  use  of  the  information  we  gain. 

Compared  to  the  benefits,  the  costs  are  minor.  The  ICC  supports  full  funding  of 
the  NPCR  at  $30  million.  At  the  least  we  strongly  encourage  the  Committee  to  provide  a 
minimum  of  $22  million  for  FY  '97,  which  is  an  increase  of  $4.4  million  from  last  year. 

On  another  issue,  the  ICC  is  particularly  pleased  that  the  Committee  is  supporting 
the  National  Breast  and  Cervical  Cancer  Early  Detection  Program,  as  guided  by  the  CDC. 
This  innovative  public  health  program  has  created  a  coalition  of  partners  at  the  State  and 
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local  levels  to  increase  breast  and  cervical  cancer  screening  services.  Churches,  senior 
centers,  community  health  centers,  migrant  health  centers,  and  YWCAs  have  all  been 
involved  in  the  program  that  has  detected  and  treated  more  than  12,000  cases  of  early 
cervical  disease  and  more  than  1,300  cases  of  breast  cancer. 

All  across  the  country,  almost  700,000  screenings  have  been  provided  to  low 
income,  uninsured  women,  with  more  than  50  percent  being  provided  to  minority  women. 

Appropriations  of  $125  million  in  FY  '96  will  provide  support  to  all  50  states, 
though  these  programs  will  meet  only  a  fraction  of  the  screening  service  needs  for  low 
income  women.  The  ICC  strongly  supports  an  additional  $25  million  appropriation  for 
FY '97. 

The  third  issue  is  the  additional  focus  that  needs  to  be  applied  to  prostate  cancer 
among  African  American  men.  Unlike  the  general  population,  studies  show  that  prostate 
cancer  strikes  Black  men  much  more  often,  earlier  in  life,  and  more  aggressively.  The 
controversy  over  diagnostic  and  treatment  approaches  for  older  white  men  is  costing  the 
lives  of  younger  black  men.  The  "watchful  waiting"  approach  that  often  works  well  for 
older  men  with  a  slowly  progressing  prostate  cancer  can  be  a  death  sentence  for  a  young 
African  American  with  a  more  aggressive  tumor. 

CDC,  working  with  the  states,  needs  to  be  a  leader  among  those  developing  more 
effective  screening  and  treatment  practices  for  prostate  cancer  targeted  to  younger  Black 
men. 

On  behalf  of  the  many  members  and  organizations  that  comprise  the  Intercultural 
Cancer  Council,  we  thank  you  for  the  opportunity  to  comment  to  the  Committee. 


By  Lovell  A.  Jones,  Ph.D.,  and  Arm  in  D.  Weinberg,  Ph.D.,  on  behalf  of  the  Intercultural 
Cancer  Council  (ICC). 


*      *  * 


ICC  Houston 
713-798-4617 


ICC  Washington 
703-360-4990 
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March  18, 1996 

The  Honorable  John  Edward  Porter 

Chairman,  Labor,  Health  &  Human  Services  &  Education 

Subcommittee 
House  Appropriations  Committee 
2358  Rayburn  Building 
Washington,  DC  20515 

Dear  Chairman  Porter: 

I  am  writing  in  response  to  several  issues  raised  at  the  House  Appropriations 
^Subcommittee  on  Labor/Health  and  Human  Services  hearing  last  Thursday,  March  14,  1996. 


As  you  are  aware,  in  May  of  1995  National  Public  Radio  (NPR),  America's  Public 
Television  Stations  (APTS),  Public  Broadcasting  Service  (PBS)  and  Public  Radio 
International  (PRI)  submitted  to  Congress  a  plan  for  financial  self-sufficiency.  Last  year,  in 
light  of  fiscal  realities,  you  and  other  leaders  in  Congress  encouraged  the  public  broadcasting 
community  to  draft  a  proposal  that  would  preserve  the  public  broadcasting  system  while 
shifting  the  system  off  a  federal  appropriation.  Although  our  plan  has  gone  through  a  number 
of  modifications  since  it  was  originally  offered,  one  component  has  not  changed.  It  has  never 
been  our  intent  or  suggestion  that  the  trust  fund  for  public  broadcasting  be  run  by  NPR  or  any 
of  the  other  proponents  of  the  proposal. 

We  first  suggested  that  Congress  authorize  a  tax-exempt  trust  fund  as  it  did  for  the 
American  Red  Cross,  Little  League  Baseball  and  the  U.S.  Olympic  Committee.  Last  fall  we 
refined  our  proposal  by  providing  for  the  establishment  of  a  private,  nonprofit  corporation 
with  a  self-perpetuating  Board  of  Directors.  We  have  elaborated  on  the  Board  composition  in 
our  Articles  of  Incorporation,  stating  that  the  trust  fund  be  governed  by  preeminent  directors 
in  the  fields  of  finance,  education,  cultural  and  civic  affairs,  communications  or  the  arts, 
including  radio  and  television.  While  the  fund  is  in  transition  from  the  federal  appropriation 
to  full  capitalization,  our  plan  provides  that  two  of  the  7  directors  of  the  Board  be  presidential 
appointees  from  nominations  received  from  the  Speaker  of  the  House  of  Representatives  and 
the  Majority  Leader  of  the  Senate.  No  director,  officer,  or  employee  of  a  public  broadcasting 
station  or  any  person  who  is  not  a  U.S.  citizen  is  eligible  to  serve  as  a  director. 

The  membership  organizations  believe  the  will  of  the  current  Congress  is  to  return, 
where  possible,  decision-making  to  the  local  level.  We  think  what  we  have  proposed  will 
accomplish  that.  The  trust  fund  exists  to  make  prudent  investment  and  management 
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decisions.  We  envision  that  the  Corporation  for  Public  Broadcasting  (CPB),  whether  in  its 
current  form  or  downsized,  will  return  to  its  original  function  of  disbursing  funds  to  stations. 

HR  2979,  "The  Public  Broadcasting  Self-Sufficiency  Act  of  1996",  introduced  by 
Congressman  Jack  Fields,  reforms  the  public  broadcasting  system,  addresses  existing 
mandates  and  provides  for  financing  after  the  elimination  of  a  federal  appropriation.  NPR 
applauds  Mr.  Fields  for  incorporating  a  trust  fund  in  his  legislation  and  his  efforts  to  work 
with  us  on  this  very  complicated  issue.  As  it  stands,  however,  the  trust  amount  in  HR  2979  is 
inadequate  to  preserve  the  system  and  will  require  a  continuing  annual  appropriation.  Our 
plan,  as  presented  last  fall,  funds  the  trust  with  revenues  raised  by  the  trust  from  the  auction  or 
lease  of  portions  of  public  television's  advanced  television  (ATV)  spectrum.  Financial 
analysis  of  this  idea  projects  revenues  of  upwards  of  $4  billion,  the  amount  public 
broadcasting  needs  in  order  to  generate  sufficient  interest  to  supplant  the  current  federal 
appropriation.  NPR  and  others  in  the  public  broadcasting  community  are  continuing  to  work 
with  Congressman  Fields  to  improve  upon  HR  2979  and  reach  a  solution  we  can  all  embrace. 

As  an  original  cosponsor  of  this  bill  and  strong  supporter  of  public  broadcasting,  I 
look  forward  to  your  continued  input  and  cooperation  Together,  I  believe  we  will  reach  our 
shared  goals  of  preserving  the  universality  of  public  broadcasting  and  diminishing  our 
dependence  on  the  federal  dollar  by  giving  us  the  freedom  to  grow  our  own  assets. 


Sincerely, 


Delano  E.  Lewis 
President  &  CEO 
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PRESIDENT  AND  CHIEF  EXECUTIVE  OFFICER 
NATIONAL  PUBLIC  RADIO 
on 

APPROPRIATIONS  FOR  THE 
CORPORATION  FOR  PUBLIC  BROADCASTING 

submitted  to 
SUBCOMMITTEE  ON  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  EDUCATION 
COMMITTEE  ON  APPROPRIATIONS 
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fears  of  Radio  Excellence. 
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Mr.  Chairman  and  members  of  the  Subcommittee,  as  President  and  CEO  of  National  Public  Radio 
(NPR),  I  appreciate  the  opportunity  to  comment  on  behalf  of  NPR  and  our  540  member  stations. 
Last  year  at  this  time  public  broadcasting  was  on  everyone's  radar  screen.  Congress  was  anxious 
to  tackle  the  government's  fiscal  crisis  and  bring  the  federal  budget  into  balance.  Some  Members  of 
Congress  wanted  to  eliminate  funding  for  the  Corporation  for  Public  Broadcasting.  Those  of  us  in 
the  public  broadcasting  community  heard  your  demand  for  change  and  responded  with  a  proposal 
for  financial  self-sufficiency.  One  year  and  many  drafts  later,  we  are  still  working  with  Members  in 
both  houses  of  Congress  to  advance  a  plan  to  accomplish  our  mutual  goal. 

During  the  public  broadcasting  debate  something  else  happened.  Grassroots  support  swelled; 
through  letters,  faxes  and  Hill  visits,  the  listeners  and  viewers  of  public  broadcasting  expressed  their 
overwhelming  desire  that  Congress  continue  CPB  funding.  Why?  Because  the  American  people 
consider  it  to  be  a  wise  use  of  their  money.  They  stand  by  the  services  public  broadcasting  delivers 
and  want  to  preserve  its  programs. 

Twenty  five  years  ago,  Congress  made  a  small  investment  in  public  radio  that  has  returned  great 
dividends  to  millions  of  listeners  across  the  country.  Today,  public  radio  is  a  highly  successful 
public/private  partnership,  in  which  the  federal  investment  is  about  26  cents  per  person  per 
year  -  less  than  the  cost  of  one  postage  stamp.  Every  dollar  in  federal  funding  for  public 
radio  leverages  six  dollars  in  other  funding.  A  26  cent  investment  combined  with  other  funding 
sources  brings  high  quality  news,  information,  and  cultural  programming  to  18.2  million  listeners  per 
week.  One  indicator  of  this  value  is  that  public  radio's  audience  continues  to  grow.  From  1990  to 
1995  the  weekly  audience  of  NPR  Member  stations  grew  by  nearly  5  million  listeners  to  an 
estimated  17  million  listeners. 

Listeners  are  attracted  to  public  radio  programming  for  its  breadth,  depth,  quality,  and  informational 
value.  No  one  else  is  providing  the  programming  and  services  that  NPR  and  its  member 
stations  offer  to  local  communities.  There  are  no  Arts  and  Entertainment  or  Discovery  Channels 
for  radio.  No  other  radio  group  is  providing  the  long-form,  in-depth,  analytical  news  and  information 
programming  heard  on  public  radio.  There  is  no  cable  to  the  car,  jogger,  or  individual  walking  down 
the  street  -  and  there  is  no  cable  to  nearly  40%  of  the  American  population.  In  other  words,  there 
is  no  alternative  to  the  services  provided  by  public  radio.  Public  radio  is  available  to  all  Americans, 
it  is  the  public  library  of  the  air,  free,  and  universally  accessible.  It  is  portable  and  available  24 
hours  a  day,  seven  days  a  week. 

Public  radio  is  a  good  investment.  CPB  dollars  are  local  dollars.  Ninety  three  percent  of  CPB 
funding  for  public  radio  goes  directly  to  local  public  radio  stations.  Public  radio  serves  the 
public  interest  by  providing  thoughtful  discussion  and  analysis  of  current  events  and  issues.  It  is 
mission-driven,  to  educate,  inform  and  entertain,  while  meeting  the  diverse  needs  of  an  audience, 
all  in  a  noncommercial  manner. 

EDUCATION  UPDATE  Public  radio  is  an  essential  and  irreplaceable  component  of  the  educational 
network  that  provides  learning  material  and  access  to  information  for  our  citizens.  Its  impact  is  not 
limited  to  the  classroom  —  public  radio  provides  lifelong  learning  on  both  the  local  and  national 
level. 

At  the  local  level :  KUAF-FM  in  Fayetteville,  AR  is  helping  students  develop  writing  skills  through  the 
KUAF  Writing  Project.  In  partnership  with  local  schools  and  organizations — including  a  grant  from 
the  Winthrop  Rockefeller  Foundation  in  Little  Rock  —  the  Writing  Project  sponsors  a  number  of 
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writing  workshops  and  contests.  In  1995,  1,500  students  entered  the  contest  and  three  elementary 
school  classes  were  honored  for  a  group  writing  project.  In  addition,  KUAF-FM  offers  a  Writing 
Project  Homepage  on  the  World  Wide  Web  that  is  a  writing  resource  guide. 

WUWF-FM  in  Pensacola,  FL  is  expanding  its  educational  programs.  After  its  success  with  the  Arts 
Partnership  for  Education  (APE),  a  partnership  of  performing  and  visual  arts  organizations  formed  to 
enhance  the  quality  and  accessibility  of  arts  education  in  Florida  through  computer  networking 
technology,  the  station  has  another  project  in  the  wings.  This  summer  the  station  is  putting  on  a 
week-long  "Radio  Camp"  for  middle  school  students.  They  will  work  with  station  personnel  to 
explore  all  aspects  of  radio  operations. 

WMKY-FM  in  Morehead,  KY  has  been  honored  with  two  "School  Bell  Awards"  for  excellence  in 
state  education  coverage  through  the  station's  weekly  program  focusing  on  education.  Also,  more 
than  600  students  have  gained  valuable  training  experience  at  WMKY-FM  in  a  variety  of  jobs. 

WCBE-FM  in  Columbus,  OH  produces  Kids  Sundae,  an  all-volunteer  production  co-hosted  by  kids. 
It's  the  only  radio  show  for  kids  in  Columbus  and  it  received  the  Ohio  Educational  Broadcasting 
Radio  Program  of  the  Year  Award  in  1993. 

At  the  national  level:  NPR's  TALK  OF  THE  NATION  SCIENCE  FRIDAY  program  helps  listeners 
understand  the  rapidly  advancing  world  of  science  and  technology  and  how  it  impacts  their  lives.  In 
conjunction  with  local  public  radio  stations,  the  Science  Friday  Kids  Connection  (SFKC)  project 
works  to  help  schools  create  individual  science  projects  using  SFKC  as  an  information  gathering 
tool.  In  addition,  the  Science  Friday  Kids  Connection  homepage  makes  accessible  Science  Friday 
programs,  teachers'  guides  and  science  mentors  to  middle  school  students,  parents,  teachers  and 
all  World  Wide  Web  users. 

Together  with  the  National  Geographic  Society,  NPR  has  produced  a  fourth  RADIO  EXPEDITIONS 
series  dealing  with  science  topics.  As  part  of  an  educational  outreach  effort,  NPR  produces 
teachers  guides  for  stations  to  distribute  to  schools  in  their  listening  area.  Local  stations  are 
working  to  launch  local  programs,  education  initiatives  and  community  projects  around  RADIO 
EXPEDITIONS. 

COMMUNITY  SERVICE  UPDATE  -  Local  public  radio  stations  provide  unique  services  and 
programming  to  meet  local  needs.  Last  year  both  KOSU  -FM  in  Stillwater  and  KGOU-FM  in 
Norman,  OK  were  honored  for  their  coverage  of  the  Oklahoma  City  bombing  and  their  contributions 
during  the  aftermath.  KGOU  broadcast  the  needs  of  rescue  workers  and  informed  listeners  of 
donation  dropoff  sites  and  mental  health  counseling  services  almost  immediately  after  the  tragedy 
occurred. 

Once  again,  in  Mississippi,  the  state  with  the  highest  percentage  of  blind  citizens  in  America,  Public 
Radio  in  Mississippi  continues  to  provide  a  valued  radio  reading  service  of  local  and  national 
publications  twenty-four  hours  a  day  all  year. 

TECHNOLOGY  UPDATE  Public  radio  has  positioned  itself  at  the  forefront  of  the  National 
Information  Infrastructure  initiative,  a  development  that  represents  an  advance,  infrastructure 
accessible  to  all  Americans  The  public  radio  system  has  always  played  a  leading  role  in  the  use  of 
new  technologies  to  deliver  programming.  For  example,  in  1980,  NPR  was  the  first  radio  network  to 
rely  entirely  upon  a  satellite  delivery  system,  called  the  Public  Radio  Satellite  System.  Now  public 
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radio  takes  satellite  delivery  one  step  further  by  using  the  latest  in  digital  audio  transmission 
technologies. 

At  the  local  level:  KYUK-AM-TV  in  Bethel,  AK  is  one  of  the  founding  members  of  the  Distance 
Delivery  Consortium  (DDC).  The  DDC  is  a  telecommunications  network  that  makes  available 
educational  and  health-related  services,  the  Internet  and  e-mail  through  iovv-cost  modem  access. 

WWNO-FM  in  New  Orleans,  LA  has  completed  the  first  pnase  of  conversion  to  digital  audio 
capability.  The  second  phase  entails  improvements  to  the  satellite  downlink  and  acquisition  of  a 
digital  studio-to-transmitter  link. 

WEVO-FM,  in  Concord,  NH,  recently  installed  a  transmitter  that  delivers  a  full  50,000  watts  of  power 
and  state-of-the-art  transmission  quality.  In  addition,  the  station  is  adding  automation  equipment,  a 
low-cost  way  to  distribute  programming.  These  conversions  extend  coverage  into  rural  sections  of 
New  Hampshire  and  Vermont 

In  small,  rural,  and  minority  communities  across  the  country,  public  radio  is  a  lifeline.  Sixty  percent 
of  radio  programming  is  local.  Stations  use  their  CPB  dollars  to  air  programming  that  serves  diverse 
community  needs,  particularly  in  places  where  the  local  newspaper  is  published  just  once  a  week, 
and  the  radio  station  is  the  only  source  of  daily  local  news  and  live  events.  Many  of  our  rural  and 
minority  stations  simply  could  not  survive  without  federal  funding.  They  have  neither  the  population 
base  nor  a  large  enough  corporate  community  to  make  up  the  difference. 

Radio  is  the  most  affordable,  accessible,  and  portable  of  media  —  easily  available  in  your  home,  the 
classroom,  the  office,  the  car,  and  even  on  the  road  while  jogging  It  is  on  public  radio  that  people 
hear  public  discourse  in  more  than  a  sound  bite.  It  is  on  public  radio  that  people  in  rural  areas  can 
hear  a  live  performance  of  a  major  symphony  orchestra.  It  is  on  public  radio  that  radio  reading 
services  for  the  blind  can  be  found. 

This  subcommittee  has  been  a  great  friend  to  public  broadcasting  over  the  years  and  I  appreciate 
your  past  strong  support.  Although  much  has  happened  in  public  broadcasting  in  the  last  year,  we 
still  have  far  to  go  in  order  to  reach  our  goal  of  financial  self-sufficiency.  We  still  need  your  help  to 
provide  the  American  people  with  the  services  they  value.  I  urge  you  to  maintain  support  for  the 
Corporation  for  Public  Broadcasting  at  the  requested  $275  million  for  FY  1997.  Thank  you. 
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Congressional  Appropriations  Testimony 

by  Paul  G.  Rogers.  Chairman 
Friends  of  the  National  Library  of  Medicine 

When  the  Friends  of  the  National  Library  of  Medicine  was  formed  10  years  ago.  I  w  ould 
venture  to  guess  that  there  were  few  people  who  had  heard  the  term,  much  less  understood. 
information  superhighway.  Now  here  we  are  on  the  verge  of  entering  a  new  century  and  the 
Information  Age  is  truly  upon  us.  A  preeminent  leader  in  the  use  of  new  information 
technologies  is  the  National  Library  of  Medicine  (NLM).  a  government  entity  that  not  only 
supports  their  development  but  ensures  that  they  are  available  to  and  benefit  all  Americans. 
By  creating  and  testing  information  technologies  and  applications  in  the  health  sciences,  the 
NLM  is  helping  to  prevent  disease,  promoting  health  and  saving  our  lives,  those  of  our 
children  and  future  generations. 

As  Chairman  of  the  Friends  of  NLM.  a  nonprofit  organization  comprised  of  individuals, 
institutions,  health  care  related  associations  and  professional  societies.  I  am  pleased  to  submit 
testimony  to  the  Labor,  HHS  and  Education  Subcommittee  of  the  Senate  Committee  on 
Appropriations.  Members  of  the  Friends  of  NLM  are  a  diverse  group  of  medical  librarians, 
physicians,  nurses,  dentists  and  other  health  care  professionals,  as  well  as  medical  schools, 
corporations,  and  professional  medical  societies.  The  major  objective  of  the  Friends  is  to 
educate  the  health,  corporate  and  public  communities  about  the  NLM  and  to  do  this  by 
building  a  coalition  of  supporters  who  share  our  view  that  "The  More  You  Know.  The  Better 
You  Heal."  Needless  to  say.  we  are  in  the  Friends  group  because  we  care  about  the  critical 
nature  of  the  Library's  work. 

We  are  pleased  to  see  that  the  President's  FY- 1997  budget  recommended  a  modest 
increase  for  the  NLM  but  believe  it  is  insufficient  to  sustain  the  important  programs  of 
the  Library.  Even  in  austere  times  it  is  essential  that  the  NLM  is  the  backup  to  the 
Nations  health  professionals  regardless  of  where  they  are  located.  Progress  must 
continue  to  ensure  health  applications  on  the  National  Information  Infrastructure.  The 
Friends  of  the  National  Library  therefore  recommended  an  increase  of  10%  on  the  FY- 
1996  budget  or  a  level  of  approximately  $155  million  in  FY- 1997  for  the  NLM. 

The  Library  is  not  just  a  storehouse  of  information,  but  the  hub  of  a  vast  communications 
network.  It  makes  useful  and  life-saving  biomedical  information  available  to  scientists, 
doctors,  community  health  providers  and  the  general  public.  The  mission  of  NLM  is  to 
collect  the  published  scientific  literature  in  medicine,  to  make  it  accessible  through  a  variety 
of  computer-based  systems  and  to  devise  new  ways  to  apply  this  rapidly  growing  body  of 
medical  knowledge  to  the  benefits  of  research,  education  and  patient  care. 

Although  the  Library  traces  its  history  to  1836.  its  mission  as  a  civilian  agency  was  first 
articulated  in  1956.  Since  that  time,  the  Congress  has  repeatedly  enlarged  the  scope  of 
NLM's  mission  and  encouraged  the  staff  to  apply  the  latest  technology  in  developing  new 
information  services.  As  a  result  American  health  professionals  today  enjoy  unrivaled  access 
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to  biomedical  information.  Immense  databases  are  accessible  from  office,  classroom  lab,  or 
home  and  can  be  accessed  by  using  sophisticated  retrieval  services  on  such  current  topics  as 
environmental  health,  cancer,  AIDS  and  molecular  biology.  There  are  a  growing  number  of 
information  resources  and  services  provided  over  the  Internet  and  the  World  Wide  Web. 
Additionally,  the  NLM-supported  National  Network  of  Libraries  of  Medicine,  comprised  of 
4,500  member  institutions,  provides  interlibrary  loan  and  other  vital  services  to  health 
professionals. 

MEDLINE  and  Other  On-Line  Databases 

The  Library's  major  database  is  MEDLINE.  Created  in  1971  -  before  the  information 
superhighway  was  a  daily-used  metaphor  and  predating  the  personal  computer  by  a  decade  -- 
it  is  currently  the  most-consulted  medical  information  database  in  the  world.  It  contains  8 
million  references  and  abstracts  from  4.000  journals  covering  1966  to  the  present. 
MEDLINE  is  accessed  in  a  variety  of  formats,  including  online  from  NLM  and  on 
commercial  online  vendors  and  CD-ROM  purveyors.  The  Library's  round-the-clock  network 
numbers  some  140,000  users,  many  of  them  members  of  the  Friends  of  NLM.  The  user- 
friendly  software  package  developed  by  the  Library  is.  as  many  of  you  know,  called 
"Grateful  Med."  It  has  opened  up  the  files  of  MEDLINE  to  additional  thousands,  including 
countless  individuals  as  well  as  those  in  medical  schools,  hospitals  and  biomedical  research 
centers.  Our  members  cite  numerous  examples  of  how  a  reference  found  through  MEDLINE 
made  the  difference  in  identifying  a  new  treatment,  isolating  a  new  organism,  making  a 
critical  diagnosis,  or  finishing  a  manuscript  or  journal  article.  An  extensive  study  done  by 
NLM  showed  that  in  the  area  of  patient  care  alone,  information  from  MEDLINE  was 
frequently  critical  to  reaching  the  correct  diagnosis  and  developing  a  sound  treatment  plan. 

MEDLINE  has  helped  to  demonstrate  both  the  capability  and  value  of  transmitting  complex 
information  electronically.  The  NLM  has  not  only  been  a  pioneer  in  biomedical  informatics, 
but  a  leader  in  advanced  computing  and  communications. 

Although  MEDLINE  is  the  largest  of  the  NLM  online  files,  there  is  a  series  of  other 
databases  in  such  specialized  areas  as  cancer.  AIDS  and  environmental  health.  A  number  of 
these  files  contain  data  that  may  be  used  directly  by  the  general  public,  such  as  the  "PDQ" 
files  of  cancer  treatment  information  and  the  Toxic  Chemical  Release  Inventory  databases 
that  contain  extensive  data  —  by  state,  city  and  neighborhood  -  about  harmful  chemicals  that 
are  released  into  the  environment  by  companies.  Both  the  cancer  and  the  environmental 
health  files  are  good  examples  of  the  extensive  collaboration  between  the  NLM  and  other 
government  agencies  in  building  databases  such  as.  the  National  Cancer  Institute. 
Environmental  Protection  Agency.  Food  and  Drug  Administration  and  the  Centers  for 
Disease  Control  and  Prevention. 

An  exciting  development  of  the  last  several  years  is  the  database  of  DNA  sequences  called 
GenBank.  This  database  contains  625.000  sequences  from  15.000  different  organisms,  and  is 
perhaps  the  fastest  growing  of  the  Library's  information  offerings.  GenBank  is  absolutely 
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crucial  for  scientists  to  identify  new  human  genes,  such  as  those  responsible  for  early-onset 
Alzheimer's  disease.  NLM  has  developed  the  computing  infrastructure  to  facilitate 
researchers'  access  to  this  resource  through  the  Internet.  The  Library  has  estimated  that 
there  are  more  than  25,000  searches  of  this  database  every  day  by  scientists  around  the 
world. 

The  Nil  and  Biomedicine 

The  growth  of  the  National  Information  Infrastructure  (Nil)  and  the  increasing  access  to  high 
speed  computers  and  communications  by  consumers,  health  care  providers,  public  health 
professionals  and  scientists  is  having  a  fundamental  impact  on  health  and  human  services 
throughout  the  nation.  As  part  of  a  multi-agency  federal  initiative  that  fosters  the  rapid 
development  of  high  performance  computing  and  communications  (HPCC),  the  Library  is 
investing  resources  in  medical  applications  that  make  use  of  the  Nil  in  such  areas  as: 

•  telemedicine 

•  testbed  networks  for  health  care 

•  computer-based  patient  data 

•  integrating  access  to  health-related  information 

•  medical  linguistics 

•  health  services  research 

These  projects  are  being  carried  out  at  universities  and  nonprofit  research  institutions  with 
funds  provided  by  the  NLM. 

There  is  much  excitement  about  initiatives  that  involve  telemedicine.  Through  the  use  of  this 
technology  it  is  possible  for  a  doctor  in  a  remote  area  to  send  visual  images  of  patients  and 
detailed  information  of  symptoms  to  specialists  in  major  medical  centers,  improving  the 
diagnosis  and  treatment  of  illnesses.  The  NLM  Board  of  Regents,  at  its  last  meeting  in 
January  1996,  unanimously  adopted  a  resolution  calling  on  the  Secretary  of  Health  and 
Human  Services  to  strongly  support  the  Library's  program  in  the  area  of  telemedicine.  A 
number  of  the  HPCC-related  projects  I  have  already  mentioned  involve  some  aspect  of 
telemedicine  ~  in  areas  such  as  radiology,  neurology  and  dermatology.  For  example, 
teleradiology  sends  detailed,  digitalized  images  of  x-rays.  MRTs  and  other  scans  to  teams  of 
consultants  in  distant  cities. 

As  important  as  many  of  these  individual  projects  are.  there  is  an  even  greater  need  to  obtain 
expert  guidance  on  evaluating  the  potential  of  telemedicine  and  its  impact  on  the  health 
care  system.  To  accomplish  this,  the  Library  is  helping  to  fund  an  Institute  of  Medicine 
study  to  develop  criteria  for  evaluating  this  technology  based  in  part  on  visits  to  actual 
telemedicine  sites.  NLM  will  add  funds  to  some  existing  telemedicine  projects  and  award 
some  new  projects  to  apply  the  results  of  the  Institute  of  Medicine  study.  The  criteria  should 
also  be  useful  to  other  federal  funders  of  telemedicine  initiatives. 
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The  public  is  naturally  concerned  about  the  impact  of  computer-based  patient  records, 
automated  public  health  and  research  databases,  and  the  use  of  the  Nil  on  the  confidentiality 
of  personal  health  data.  In  addition  to  federal  legislation  imposing  penalties  for  the  misuse  of 
health  data  now  under  consideration  in  the  Congress,  practical  guidelines  are  needed  to  assist 
those  who  collect  and  use  electronic  health  data  in  providing  effective  safeguards.  NLM  and 
the  NIH  Clinical  Center  are  funding  a  National  Research  Council  study  on  current  best 
practices  for  ensuring  confidentiality  while  providing  effective  access  to  electronic  health  data 
during  telemedicine  encounters  and  while  transferring  patient  data  within  the  health  care 
system.  NLM  expects  to  fund  experimental  application  of  the  guidelines  produced  by  this 
study. 

The  Library  has  several  long-term  projects  that  have  direct  relevance  to  the  Nil: 

The  Integrated  Advanced  Information  Management  Systems  Program 
(IAEVIS)  supports  about  20  major  projects,  primarily  at  academic  medical 
centers,  that  seek  to  use  technology  in  innovative  ways  to  make  the  many  and 
various  information  resources  of  a  major  health  institution  easily  and  widely 
available  from  a  desktop  computer. 

The  Medical  Informatics  Training  Center  Grant  Program  supports  10 
major  medical  centers  in  preparing  doctoral  and  post-doctoral  students  for 
professional  careers  in  medical  informatics,  that  is,  the  discipline  that  seeks  to 
apply  the  benefits  of  computer  and  communications  technology  to  health  care. 

Unified  Medical  Language  System  -  NLM  is  collaborating  with  research 
groups  in  the  U.S.  to  build  a  system  that  will  retrieve  and  integrate  electronic 
biomedical  information.  To  achieve  this,  however,  the  obstacles  of  language 
(hundreds  of  thousands  of  medical  terms  from  various  information  sources), 
disparate  telecommunications  and  search  procedures  and  wide  distribution  of 
computer-based  information  across  the  electronic  landscape  will  have  to  be 
overcome. 

The  Friends  strongly  support  the  efforts  of  the  Library  in  advancing  the  role  of 
telemedicine  as  well  as  the  HPCC  initiatives.  NLM-supported  research  continues  to 
spawn  advances  that  are  building  and  strengthening  the  Nil  in  the  United  States. 

The  Internet  and  World  Wide  Web 

It  is  no  great  revelation  to  say  that  today,  in  1996,  the  Internet  is  having  an  impact  on 
everyone's  life.    NLM  has  embraced  the  technology  and  the  opportunities  offered  by  this 
"network  of  networks"  known  as  the  Internet.  The  Library  is  about  to  announce  an  "Internet 
Grateful  Med"  that  will  permit  much  faster  and  more  flexible  searching  of  MEDLINE.  This 
Internet  version  is  a  radical  modification  of  the  extremely  popular  Grateful  Med  software. 
We,  at  the  Friends  of  NLM,  are  also  quite  proud  that  the  Library  has  been  designated  by  the 
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Administration  as  a  "Reinvention  Laboratory."  The  Internet  Grateful  Med  is  the  first 
tangible  product  of  the  Library's  streamlining  and  reinvention  efforts. 

Indeed,  the  Internet  plays  an  increasingly  central  role  in  how  the  Library  makes  its 
information  available.  The  Library's  World  Wide  Web  site,  called  "HyperDOC"  is  a 
popular  destination  for  those  seeking  health-related  information.  Some  40,000  users  a  day 
visit  HyperDOC  to  learn  about  NLM's  many  products  and  services  while  also  obtaining 
access  to  Library  databases,  downloading  material  from  NLM  files  and  viewing  much  visual 
material. 

A  popular  service  is  the  "Images  from  the  History  of  Medicine",  which  includes  over  60,000 
historical  photographs,  woodcuts,  etchings,  and  other  pictures  related  to  the  health  sciences 
that  can  be  browsed  and  viewed. 

The  Internet  has  become  a  particularly  valuable  service  in  biomedical  communication.  The 
Library  has  a  grant  program  that  provides  funds  to  help  medical  organizations  connect  to  the 
Internet,  including  small  hospitals,  free-standing  clinics  and  large  medical  centers.  The 
NLM  supports  several  ambitious  projects  to  establish  testbed  networks  for  health 
communication,  ranging  from  city  wide  to  statewide  to  regionwide. 

NLM  is  finding  that  many  visitors  to  the  Library's  Web  site  are  there  to  view  selected 
images  from  the  "Visible  Human  Project, "  which  is  comprised  of  two  computer  generated 
cadavers,  one  a  male  and  the  other  female.  The  Library  has  found  that  this  project  is  being 
used  in  a  variety  of  educational,  scientific,  artistic  and  commercial  ways.  The  Visible 
Human  Male  has  been  on  the  Internet  since  1994.  The  Visible  Human  Female  was 
introduced  in  late  1995.  Both  present  incredibly  detailed  depictions  of  how  the  human  body 
works.  The  anatomical  information  can  be  downloaded  from  the  Internet,  but  NLM  staff  has 
estimated  that  it  would  take  more  than  three  weeks  of  uninterrupted  computer  processing  to 
retrieve  the  nearly  45  gigabytes  of  information!  In  practical  terms  individuals  access  only 
portions  of  the  material  available  from  the  Internet.  What  real-life  applications  does  the 
future  hold  for  the  visible  humans? 

Students  journeying  through  the  interior  of  organs  and  cells,  observing  and 
exploring  anatomical  structures  in  virtual,  life-like  reality. 

Surgeons  "walking  through"  delicate  procedures  in  advance  and  planning  the 
best  strategies  for  life-saving  intervention. 

Researchers  creating  models  of  chemical  and  protein  molecules,  studying  their 
composition  and  interaction. 

Computer-generated  images  helping  scientists  anticipate  the  action  of  drugs  on 
human  cells,  viruses  and  other  organisms. 
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Both  the  Internet  and  the  Web  will  make  possible  the  fulfillment  of  a  long-felt  need  on  the 
part  of  the  Library  to  extend  the  capabilities  of  MEDLINE  beyond  references  and  abstracts 
so  as  to  permit  health  professionals  to  retrieve  full  text  of  scientific  articles.  The  "PubMed" 
experiment  will  be  a  collaboration  between  NLM  and  publishers  of  biomedical  journals  that 
will  link  MEDLINE  to  online  journals  through  the  World  Wide  Web.  This  project  has  been 
endorsed  by  publishers  who  see  this  as  a  way  for  them  to  expand  their  linkages  with  other 
publishers  and  government  health  information  sources,  while  maintaining  their  own 
independent  online  services. 


Outreach 

As  you  are  well  aware,  Congress  has  earmarked  funds  to  NLM  for  outreach  activities  since 
FY  1990.  I  am  pleased  to  report  that  much  has  been  accomplished.  NLM  has  continually 
improved  its  ability  to  provide  information  to  regional  medical  librarians,  their  patrons  and 
the  general  public  to  access  and  use  health  information.  However,  there  are  still  too  many 
health  professionals  in  the  U.S.  who  are  not  aware  that  NLM  and  the  National  Network  of 
Libraries  of  Medicine  exist  and  work  together  to  provide  them  with  access  to  the  most  up-to- 
date  medical  information  ~  without  regard  to  where  they  are  located  or  the  time  of  day. 

The  Library  has  therefore  developed  a  long-term,  far-reaching  effort  to  make  health 
professionals  more  aware  of  the  information  available  to  them.  Much  of  NLM's  outreach 
has  been  done  through  exhibits  at  national,  state  and  local  meetings  and  through  literally 
hundreds  of  training  sessions,  workshops  and  demonstrations.  In  these  endeavors,  NLM 
relies  heavily  on  the  involvement  and  interest  of  medical  librarians  and  information 
specialists  at  the  more  than  4,500  institutions  that  make  up  the  National  Network  of  Libraries 
of  Medicine.  Many  of  the  outreach  projects  aimed  at  individual  health  professionals  are 
undertaken  by  these  libraries  that  serve  as  NLM's  field  force. 

The  Friends  of  NLM  are  particularly  proud  to  have  co-sponsored,  with  the  Regional  Medical 
Libraries,  11  technology  awareness  conferences  over  the  past  three  years.  They  have 
continued  to  provide  unique  opportunities  to  let  people  learn  more  about  the  work  of  the 
NLM.  Three  more  such  conferences  are  planned  for  1996. 

Outreach  will  not  be  completed  until  every  health  professional  in  this  country  knows 
about  the  National  Library  of  Medicine  and  the  information  resources  it  makes 
available. 

In  April,  the  Friends  of  NLM  were  proud  to  be  have  sponsored  the  first  of  its  kind 
conference  titled  the  Emerging  Health  Information  Infrastructure:  Enabling  the  Vision. 
Officials  from  NLM  participated  in  the  meeting  held  April  14-16  here  in  Washington,  DC.  It 
brought  together  individuals  from  leading  health  and  medical  associations,  the  library  and 
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informatics  communities,  academic  health  sciences  schools  and  the  private  sector  to  meet 
with  key  policymakers  to  focus  on: 

•  Telemedicine/Telehealth 

•  Health  Records  and  Privacy 

•  Networked  Consumer  Health  Information 

•  Health  Data  Integration 

The  ambitious  program  set  out  to  define  the  opportunities,  as  well  as  impediments,  toward 
making  the  health  information  infrastructure  —  HII  ~  a  reality  as  this  nation  heads  into  the 
21st  century.     I  might  add  that  the  participation  and  help  of  the  NLM  and  its  staff  was 
critical  to  the  success  of  this  conference. 


NLM  plays  a  vital  role  in  educating  health  professionals  and  researchers  not  only  in  this 
country,  but  world-wide.  This  important  mission  requires  the  Library  to  stay  on  the  "cutting 
edge"  of  technical  advances  in  the  information  sciences  field.  By  improving  the  storage  and 
exchange  of  health  information,  building  new  technologies  that  advance  research  and  clinical 
practice,  while  at  the  same  time  creating  a  "health  literate"  society  by  making  the  latest 
biomedical  and  health  information  accessible  to  everyone,  the  NLM  represents  the  best 
possible  investment  of  public  resources  for  the  public  good. 


'tfullrsubmitted, 


Conclusion 


Paul  G.  Rogers  Q 
Chairman 

Friends  of  the  National  Library  of  Medicine 
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Mr.  Chairman  and  distinguished  committee  members,  I  appreciate  this  opportunity  to 
discuss  the  vitally  important  Impact  Aid  program  on  behalf  of  the  160,000  members  of 
the  Air  Force  Sergeants  Association.  Impact  Aid  compensates  local  school  systems  for 
the  cost  of  educating,  among  others,  the  children  of  military  families  who  use  those 
schools.  In  fact,  half  of  all  Air  Force  families  live  on-base,  and  of  those  who  live  off- 
base,  many  do  not  own  a  house,  as  it  is  not  easily  compatible  with  a  military  lifestyle  that 
generally  requires  members  to  move  with  great  frequency.  Therefore,  their  contributions 
to  local  funding  for  schools  is  minimal.  AFSA  represents  the  millions  of  active  and 
retired  enlisted  Air  Force,  Air  Force  Reserve  and  Air  National  Guard  members,  and  their 
families. 

As  important  as  the  Impact  Aid  program  is,  it  has  not  received  enough  funding  to  keep 
pace  with  inflation.  In  1981,  the  program  received  $725  million.  In  1995,  the  program 
was  funded  for  $728  million.  During  that  14-year  span,  the  Consumer  Price  Index 
increased  approximately  70  percent,  resulting  in  an  actual  loss  to  the  program.  Mr. 
Chairman,  the  lack  of  support  has  put  school  districts  at  a  distinct  disadvantage.  Asking 
them  to  pay  the  brunt  of  the  costs  of  educating  military  children  is,  unquestionably,  an 
unfunded  mandate. 

The  effect  of  this  mandate  is  that,  especially  in  districts  with  a  large  number  of  military 
children,  there  is  inadequate  education  funding  or  higher  property  tax  rates  (which 
generally  fund  local  school  systems).  Localities,  clearly,  should  not  be  punished  because 
of  the  location  of  a  federal  facility. 

Insufficient  Impact  Aid  funding  also  creates  tensions  between  the  affected  residents  of 
heavily  affected  communities  and  military  facilities  in  those  communities.  Area  civilians 
reasonably  question  why  their  children's  education  must  suffer.  The  military  lifestyle  is 
difficult  enough  for  families.  I  am  sure  that  you  would  agree  adding  to  these  tensions 
makes  for  an  unhealthy  atmosphere  to  raise  a  child. 

We  would  add  that  as  the  privatization  of  family  housing  becomes  more  widespread,  it 
might  further  affect  Impact  Aid  and  communities.  If  on-  and  off-base,  privately 
constructed  homes  are  considered  federal  facilities  and  exempt  from  property  taxation, 
then  communities  might  actually  lose  tax  revenue  as  military  families  move  into  these 
facilities.  This  is  an  area  that  requires  careful  congressional  observation. 

AFSA  reminds  this  committee  that  there  have  been  attempts  in  the  past  to  charge 
"enrollment  fees"  to  the  parents  of  military  children.  Thankfully,  they  have  been  defeated. 
However,  AFSA  fears  that  further  stunting  of  the  program  will  result  in  other  attempts  by 
communities  to  make  up  for  funding  shortfalls  with  these  fees.  It  is  wrong  to  penalize 
military  families  for  being  stationed  at  a  particular  location  at  the  pleasure  of  the 
government. 


(more) 
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Mr.  Chairman,  AFSA  appreciates  the  difficult  budget  choices  that  you  face.  The  Impact 
Aid  program,  however,  is  demonstrably  valuable  and  deserves  adequate  funding.  The 
military  community  and  localities  need  increased  funding  in  order  to  lessen  the  burden  on 
community  taxpayers  and  are  counting  on  your  support.  As  always,  AFSA  is  ready  to 
support  you  in  matters  of  mutual  concern. 
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The  National  Coalition  of  State  Alcohol  and  Drug  Treatment  and  Prevention 
Associations  and  the  Legal  Action  Center  submit  the  following  testimony  on  FY  97 
Labor,  Health  and  Human  Services  and  Education  appropriations.  The  National 
Coalition  is  composed  of  32  state-based  treatment  and  prevention  associations  from 
29  states.  (See  attached  list.)  The  members  of  these  Associations  help  individuals 
recover  from  alcoholism  and  drug  dependence  and  work  to  prevent  problems  among 
those  at  highest  risk.  They  form  the  core  of  the  publicly  funded  treatment  and 
prevention  infrastructure  and  are  struggling  to  cope  with  an  ever  greater  need  for 
their  services  amidst  shrinking  resources  and  dramatic  changes  in  their  own  state's 
health  care  delivery  system. 

The  deep  and  disproportionate  cuts  to  SAMHSA's  treatment  and  prevention 
funding  in  FY  96  will  eliminate  desperately  needed  services  for  some  of  our  most 
vulnerable  citizens.  These  cuts  are  likely  to  cost  our  Nation  much  more  than  will 
be  saved,  because  of  the  direct  and  irrefutable  link  between  untreated  alcohol  and 
drug  use  and  increased  crime,  general  health  care  expenditures  and  welfare 
dependence. 

We,  therefore,  urge  Congress  to  restore  the  deep  cuts  to  treatment  and 
prevention  services  by  funding  SAMHSA  and  Department  of  Education  alcohol  and 
drug  programs  at  the  following  levels  for  FY  97: 

$1,423  billion  for  the  Substance  Abuse  Prevention  and  Treatment  Block 
Grant  -  a  10%  increase  over  the  Administration's  FY  96  request. 

$228.8  million  and  $262.4  million  for  the  Center  for  Substance  Abuse 
Treatment  (CSAT)  and  Center  for  Substance  Abuse  Prevention  (CSAP), 
respectively,  for  the  Knowledge  Development  and  Application  program  ~  a 
10%  increase  over  the  FY  95  funding  level  ~  or,  at  a  minimum,  the  FY  95 
levels  of  $208  million  and  $238  million,  respectively. 

$540  million  for  the  Safe  and  Drug  Free  Schools  and  Communities  Act 
program,  as  proposed  by  the  Administration. 

I.  Treatment  and  Prevention  Services  Reduce  Alcohol  and  Drug  Use 

Study  after  study  reveals  that  substance  abuse  treatment  and  prevention 
effectively  reduce  alcohol  and  drug  use  as  well  as  the  associated  crime,  health, 
welfare  and  social  costs.  The  public,  recognizing  their  value,  consistently  calls  for 
more  treatment  and  prevention  services. 

Police  have  echoed  the  plea  for  more  treatment.  According  to  a  March  1996 
poll  of  300  police  chiefs  from  around  the  country,  drug  abuse  is  the  most  serious 
problem  in  their  communities  ~  more  serious  than  domestic  violence,  burglary  and 
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theft  or  violent  crime.1  Large-city  police  chiefs  have  identified  the  shortage  of 
treatment  programs  as  the  most  serious  limitation  in  their  ability  to  successfully 
address  drug  problems.2  Police  chiefs  from  large,  medium  and  small  cities  agree 
by  a  two  to  one  ratio  ~  59%  to  28%  —  that  placing  drug  users  in  court 
supervised  treatment  programs  is  more  effective  than  prison  or  jail  time.  Two- 
thirds  think  it  would  be  unwise  to  cut  back  on  funding  for  court  supervised  treatment 
programs.3 

The  value  of  treatment  is  supported  by  treatment  effectiveness  studies. 

One  of  the  most  recent,  the  National  Treatment  Improvement  Evaluation  Study 
(NTIES),  evaluated  the  Center  for  Substance  Abuse  Treatment's  (CSAT) 
demonstration  programs  and  found  sustained  reductions  in  drug  use  and  criminal 
activity.  For  1900  clients  who  had  been  out  of  treatment  for  one  year,  violent  crime 
fell  by  79%  and  drug  sales  crime  fell  by  78%.  Drug  use  declined  by  60%  for  crack, 
42%  for  cocaine,  45%  for  heroin  and  45%  for  marijuana. 

Given  these  success  rates,  it  is  unconscionable  to  limit  treatment  services. 
Yet,  adequate  treatment  services  have  never  been  available  in  our  Nation: 

•  Approximately  7  million  individuals  need  treatment  for  drug  problems  alone 
every  year  and  approximately  13.8  million  have  alcohol  problems. 

•  Only  half  of  the  3.5  million  most  seriously  drug  impaired  individuals,  1.85 
million  (52%),  received  treatment  in  1994,  and  only  1.9  million  individuals 
received  treatment  for  alcohol  problems  in  1992. 

Investment  in  treatment  has  closed  the  gap  between  those  most  chronically  dependent 
individuals  who  need  and  receive  drug  treatment  since  1989:  one-half  received  care 
in  1994  compared  to  one-third  in  1989.  But  deep  funding  cuts  will  widen  this  gap 
and  close  the  door  to  the  roughly  5  million  untreated  drug  dependent  individuals  and 
12  million  individuals  with  alcohol  problems.4 


Drugs  and  Crime  Across  America:  Police  Chiefs  Speak  Out,  A  National 
Survey  Among  Chiefs  of  Police  Conducted  for  Police  Foundation  and  Drug 
Strategies  (March  1996)  at  2. 

Id.  at  6. 

Id.  at  4. 

The  above  data  is  from  SAMHSA,  "The  Need  For  &  Delivery  of  Drug  Abuse 
Services:  Recent  Estimates,"  February  20,  1996,  at  9;  and  Rice,  D.,  The 
Economic  Costs  of  Alcohol  and  Drug  Abuse  and  Mental  Illness  (1990)  p.  26. 
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The  need  for  prevention  services  is  equally  clear.  A  1995  poll  by  the  Luntz 
Research  Corporation  revealed  that  adolescents,  age  12  to  17  years,  rank  drugs  as  the 
biggest  problem  they  face.  Educating  our  children  about  alcohol  and  drug  use  and 
equipping  them  to  resist  use  requires  comprehensive  community  and  school-based 
prevention  services. 

•  Prevention  services  have  resulted  in  a  sharp  drop  in  alcohol  and  drug  use  by 
adolescents  since  the  mid- 1 980' s:  cocaine  use  by  high  school  seniors  dropped 
by  60%  since  1985  and  abstinence  from  alcohol,  tobacco  and  other  drugs  rose 
by  250%  since  1987. 

•  An  recent  upswing  in  drug  use  by  adolescents  since  1992,  with  a 
corresponding  decline  in  the  perception  of  harm  associated  with  drug  use,  can 
only  be  addressed  by  a  recommitment  to  prevention  services. 

II.  SAMHSA's  Treatment  and  Prevention  Programs  Must  Be  Expanded 

A.  Substance  Abuse  Prevention  and  Treatment  Block  Grant 

The  Substance  Abuse  Prevention  and  Treatment  Block  Grant  is  the  primary 
source  of  federal  discretionary  spending  for  treatment  services.  Federal  statutory  and 
policy  changes  are  putting  increased  demands  on  and  shifting  costs  to  the  Block 
Grant. 

Specifically,  under  the  Administration's  budget  request,  the  Block  Grant  will 
be  the  only  source  of  funding  for  community-based  services  within  SAMHSA.  With 
the  conversion  of  demonstration  and  categorical  grants  to  Knowledge  Development 
and  Application  programs,  we  will  lose  over  $400  million  in  direct  services  over  the 
next  few  years.  Second,  Medicaid  reimbursement  of  treatment  services  will  decrease 
with  the  exclusion  of  individuals  with  alcoholism  and  drug  dependence  from  the  SSI 
and  SSDI  programs.  Other  proposed  changes  to  the  Medicaid  program  could  wipe 
out  reimbursement  for  alcohol  and  drug  treatment  entirely. 

At  the  same  time,  demand  for  services  will  remain  high.  The 
Administration's  funding  request  of  an  additional  $37  million  over  the  FY  95  and  96 
levels  falls  far  short  of  what  is  needed  to  begin  to  fill  the  treatment  gap.  We  urge 
Congress  to  fund  the  block  grant  at  $1,423  billion,  an  increase  of  $189  million.  This 
increase  would  not  even  replace  the  approximately  $300  million  to  $370  million  cut 
in  treatment  and  prevention  services  in  FY  96. 

B.  Knowledge  Development  and  Application  Programs 

The  Administration  has  proposed  to  convert  all  CSAT  and  CSAP 
demonstration  and  categorical  grants  into  Knowledge  Development  and  Application 
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Programs.  We  have  grave  concerns  about  eliminating  demonstration  grants  that  have 
filled  gaps  in  services  for  women  and  children,  criminal  justice  populations,  high  risk 
youth  and  other  targeted  groups. 

Notwithstanding  this  concern,  there  is  a  clear  need  for  targeted  programs  that: 
(1)  determine  the  most  effective  treatment  and  prevention  practices;  and  (2)  evaluate 
and  standardize  outcomes.  There  are  many  questions  that  must  be  answered  quickly 
to  shore  up  the  community-based  treatment  and  prevention  system  and  ensure  that  all 
individuals  get  the  best  care  possible.  Moreover,  the  results  of  these  efforts  should 
put  to  rest  much  of  the  skepticism  about  the  efficacy  of  these  services. 

The  Administration's  request  of  approximately  $176  million  for  CSAT  and 
CSAP  is  not  sufficient  to  launch  this  effort.  We  urge  Congress  to  provide  $228.8 
million  for  CSAT  and  $262.4  million  for  CSAP  ~  minimal  increases  over  the  FY  95 
levels  —  for  these  programs. 

Within  the  six  priorities  established  by  the  Administration,  there  are  numerous 
treatment  questions  deserving  investigation.  CSAT  engaged  in  an  inclusive  field 
process  to  identify  those  questions,  and  only  a  handful  would  be  fundable  under  the 
Administration's  request.  In  addition,  there  are  priorities  beyond  the  six  that  are 
critical  to  knowledge  development.  For  example,  in  the  treatment  arena,  it  is  critical 
to  examine  (1)  the  services  that  are  necessary  for  alcohol  and  drug  dependent  women 
on  welfare  to  reenter  the  workplace;  (2)  the  components  of  an  effective  drug  court 
program  and  other  criminal  justice  treatment  services;  and  (3)  effective  interventions 
for  domestic  violence  and  child  abuse  in  treatment  settings. 

In  the  prevention  arena,  we  are  concerned  that  several  priorities  do  not  fit  well 
with  CSAP's  alcohol  and  drug  prevention  mission  and  that  a  key  priority  has  not 
been  included.  For  example,  the  priority  of  Early  Childhood  Problems  is  geared  to 
mental  health,  not  substance  abuse  inquiries,  because  very  young  children  do  not  use 
alcohol  or  drugs  and  are  not  ready  for  specific  substance  abuse  prevention  activities. 
Second,  the  Managed  Care  priority  must  be  structured  carefully  to  ensure  that 
prevention  techniques  are  actually  studied  rather  than  having  prevention  funds 
consumed  by  treatment  initiatives. 

In  addition,  one  prevention  priority  that  is  not  part  of  the  agenda  is  the 
development  of  a  community-based  prevention  infrastructure  that  identifies, 
implements  and  tests,  in  a  uniform  fashion,  an  array  of  prevention  strategies  across 
community  sectors,  such  as  schools,  parents,  employers,  clergy  and  law  enforcement. 
The  effort  would  evaluate  successful  components  within  a  single  community  and 
across  communities.  We  would  urge  the  Committee  to  direct  CSAP  to  include  this 
priority. 

Finally,  we  urge  the  Committee  to  direct  SAMHSA  to  implement  the 
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knowledge  development  and  application  programs  in  a  way  that  ensures  that  the 
funding  streams  for  CSAT,  CSAP  and  CMHS  remain  distinct  and  that  they  fund 
knowledge  development  among  their  respective  providers.  In  FY  96,  we  opposed  the 
effort  to  consolidate  the  demonstration  authorities  for  the  three  Centers,  and  are 
similarly  concerned  that  a  single  set  of  priorities  for  all  three  will  result  in  a  blurring 
of  substance  abuse  and  mental  health  services,  rather  than  an  enhancement  of  the 
existing  infrastructure  of  community  based  providers.  Without  this  solid  and 
experienced  core  of  alcohol  and  drug  treatment  and  prevention  providers,  our  Nation 
cannot  effectively  address  this  serious  public  health  problem. 

III.  Safe  and  Drug  Free  Schools  and  Communities  Act 

We  support  the  Administration's  request  for  $540  million  for  the  Drug  Free 
Schools  and  Communities  Act  program.  Research  has  demonstrated  that  school-based 
prevention  programs  that  focus  on  personal  and  refusal  skills  development  can 
significantly  reduce  alcohol  and  drug  use.  Moreover,  this  program  supports  student 
assistance  programs  that  intervene  with  students  who  are  beginning  to  use  alcohol  and 
drugs  and  refer  them  to  appropriate  services.  These  early  intervention  programs, 
which  have  no  other  source  of  funding,  are  critical  to  reaching  high  risk  youth  early. 

IV.  Conclusion 

Alcoholism  and  drug  dependence  continue  to  be  among  our  Nation's  most 
serious  and  costly  health  problems.  All  sectors  of  society  believe  that  treatment  and 
prevention  service  are  a  high  priority  in  addressing  these  problems  and  support 
expansion  of  these  services.  We,  therefore,  urge  the  Committee  to  restore  the  deep 
funding  cuts  to  SAMHSA's  treatment  and  prevention  services  in  the  FY  97 
appropriations  bill. 
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National  Coalition  of  State  Alcohol  and  Drug  Treatment 
and  Prevention  Associations 

Alabama  Alcohol  and  Drug  Abuse  Association 
Arizona  Association  of  Behavioral  Health  Programs 
California  Association  of  Addiction  Recovery  Resources 
California  Association  of  Alcohol  &  Drug  Program  Executives,  Inc. 
California  Organization  of  Methadone  Providers 
California  Therapeutic  Communities,  Inc. 

County  Alcohol  and  Drug  Program  Administrators  Association  of  California 
Colorado  Association  of  Alcohol  and  Drug  Service  Providers,  Inc. 
D.C.  Coalition  of  Substance  Abuse  Treatment  &  Prevention  Providers 
Florida  Alcohol  and  Drug  Abuse  Association 

Georgia  Association  for  the  Prevention  and  Treatment  of  Substance  Abuse 

Hawaii  Substance  Abuse  Coalition 

Illinois  Alcoholism  and  Drug  Dependence  Association 

Iowa  Substance  Abuse  Program  Directors'  Association 

Maine  Association  of  Substance  Abuse  Programs 

Massachusetts  Alcoholism  and  Drug  Abuse  Association 

Minnesota  Association  of  Resources  for  Recovery  and  Chemical  Health 

Chemical  Dependency  Programs  of  Montana 

Nebraska  Association  of  Substance  Abuse  Directors 

Nevada  Association  of  State  Drug  Abuse  Programs 

New  Hampshire  Association  of  Chemical  Dependency  Service  Providers 

New  Jersey  Association  for  the  Prevention  and  Treatment  of  Substance  Abuse 

New  York  State  Association  of  Alcoholism  and  Substance  Abuse  Providers 

North  Carolina  Association  for  Behavioral  Health  Care 

Ohio  Council  of  Community  Mental  Health  and  Recovery  Organizations 

Drug  and  Alcohol  Service  Providers  Organization  of  Pennsylvania 

Drug  and  Alcohol  Treatment  Association  of  Rhode  Island 

Tennessee  Alcohol  &  Drug  Association 

Association  of  Substance  Abuse  Service  Providers  of  Texas 

Vermont  Association  of  Alcohol  and  Drug  Abuse  Programs 

Washington  Association  of  Alcoholism  and  Addictions  Programs 

Wisconsin  Association  on  Alcohol  &  Other  Drug  Abuse 
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American  Chemical  Society 


OFFICE  OF  THE  PRESIDENT  1 155  SIXTEENTH  STREET,  N.W. 

WASHINGTON,  D.C.  20036 
Phone:  (202)872-4461 

Ronald  Brestow  Fax  (202)872-6338 

President- Elect.  1995 
President.  1996 

Immediate  Past  President,  1997  April  29,  1996 


The  Honorable  John  E.  Porter 
Chairman 

Subcommittee  on  Labor,  Health  and  Human 

Services,  and  Education 
Committee  on  Appropriations 
2358  Raybum  House  Office  Building 
U.S.  House  of  Representatives 
Washington.  D.C.  20515 

Dear  Chairman  Porter: 

The  American  Chemical  Society  is  fuUy  aware  that  our  Nation  Is  in  an  era  of  scarce  federal  re- 
sources, and  thus  every  dollar  spent  by  the  federal  government  must  demonstrate  strong  returns.  Few 
investments  can  match  the  returns  made  by  the  improvements  to  the  quality  of  our  lives,  the  lower 
health  care  costs  from  early  detection  and  treatment,  and  the  Increased  competitiveness  of  the  health 
sciences  industry  that  are  enabled  by  the  National  Institutes  of  Health  (NIH).  Our  Nation  cannot  afford 
to  short-change  a  program  that  generates  such  strong  returns.  The  American  Chemical  Society 
(ACS)  commends  the  Subcommittee  on  He  strong  level  of  funding  for  NH  In  FY  1996  and  urges 
continued  support  of  this  vital  research  enterprise  by  fully  funding  the  Administration's  FY  1997 
request  of  $12.4  billion  for  NIH. 

Overall,  the  Society  is  concerned  with  maintaining  NlH's  long-term  investment  in  fundamental  re- 
search, training,  and  scientific  instrumentation  while  ensuring  that  the  Institutes  maintain  an  appropriate 
balance  between  fundamental  and  clinical  research.  As  you  begin  to  consider  NlH's  budget  for 
FY  1997,  ACS  offers  the  following  recommendations. 


Our  ability  to  treat  and  prevent  disease  today  Is  much  greater  than  a  decade  ago  and  would  have 
been  unimaginable  fifty  years  ago.  Vaccines  and  antibiotics,  new  treatments,  and  preventive  methods 
have  saved  and  improved  millions  of  lives,  reducing  such  feared  killers  as  polo  and  pneumonia  to 
things  of  the  past  for  most  Americans.  These  accomplishments  rest  heavily  on  a  base  of  knowledge 
accumulated  through  years  of  investigation  in  basic  chemical  and  biological  phenomena— investigations 
that  have  allowed  scientists  to  understand  better  the  workings  of  the  human  body  and  Its  myriad  func- 
tions. Increasingly,  our  ability  to  respond  to  new  health  challenges,  such  as  a  drug-resistant  form  of 
tuberculosis  or  AIDS,  and  to  combat  old  enemies  like  cancer,  cystic  fibrosis,  heart  disease,  arthritis,  and 
Alzheimer's  disease,  relies  on  our  understanding  of  human  and  disease  systems  at  molecular  and 
chemical  levels.  Such  esoteric  techniques  as  polymerase  chain  reaction  and  monoclonal  antibodies, 
once  the  purview  of  a  few  highly  specialized  researchers,  now  are  used  on  a  daily  basis  and  save  thou- 
sands of  lives  and  millions  of  dollars.  Similarly,  NIH-supported  basic  research  has  led  to  combinatorial 
chemistry  methods  and  rational  drug  design,  which  alow  for  the  more  efficient  development  of  pharm- 
aceuticals having  greater  potency,  higher  selectivity,  and  fewer  side-effects. 
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Within  NIH,  the  National  Institute  of  General  Medical  Science  (NIGMS)  provides  the  enabling 
research  and  training  for  the  biomedical  research  community  that  underpins  the  advances  and  discover- 
ies of  other  NIH  Institutes.  NIGMS  is  a  vital  mechanism  for  generating  basic  knowledge  and  new  tech- 
nologies that  help  to  bring  about  tomorrow's  breakthrough  discoveries.  Fundamental  research  sup- 
ported by  NIGMS  also  must  be  complemented  by  strong  disease-specific  basic  research.  However,  the 
demand  for  clinical  trials,  especially  at  the  National  Cancer  Institute  and  the  National  Institute  of  Allergy 
and  Infectious  Diseases,  may  sometimes  overwhelm  the  need  to  gather  a  more  thorough  understanding 
of  diseases  such  as  AIDS  and  cancer  at  fundamental  levels.  The  ACS  firmly  believes  that  NIH  should 
continue  an  appropriate  balance  between  clinical  and  fundamental  research  that  will,  in  the  end,  pro- 
vide far  greater  clinical  success. 

Basic  research  has  permitted  scientists  to  overcome  formidable  hurdles  in  the  past;  its  contribu- 
tion to  future  accomplishments  is  likely  to  be  even  greater.  Yet,  because  of  its  long-term  natur  e  and  its 
widespread  (and  thus  not  easily  quantified)  contribution,  basic  health-related  research  is  an  easy  target 
for  short-term  efforts  to  reduce  expenditures.  The  American  Chemical  Society,  therefore,  urges 
Congress  to  maintain  a  balanced  research  portfolio  that  addresses  immediate  health  needs  and 
promotes  the  development  of  new  knowledge.  As  a  part  of  achieving  this  balance,  the  National 
Institute  of  General  Medical  Science  should  receive  full  funding  of  its  requested  $963.6  million  in 
FY  1997. 


Training 

The  single  most  important  element  of  any  research  program,  regardless  of  discipline,  is  the  pres- 
ence of  well-trained,  talented,  and  dedicated  individuals  to  conduct  the  investigation.  No  amount  of 
funding  or  equipment  can  alleviate  their  absence.  Because  of  this  reality,  our  Nation's  ability  to  equip 
young  scientists  with  the  necessary  knowledge  and  insight  will  determine  whether  we  can  continue  the 
tremendous  advances  of  past  decades.  Training  programs  at  NIH,  and  NIGMS  in  particular,  develop 
the  broad-based  skills  demanded  by  modern  biomedical  and  pharmaceutical  research.  Skilled  re- 
searchers are  needed  to  fuel  the  rapidly  expanding  biotechnology  industry  and  the  pharmaceutical  and 
diagnostics  sectors.  Well-trained  researchers  not  only  increase  productivity  for  these  sectors  but  also 
help  maintain  their  world  leadership  in  extremely  competitive  markets.  In  turn,  these  industries  provide 
new  jobs  and  products  that  improve  the  lives  of  many  Americans. 

The  past  two  decades  have  seen  a  growing  awareness  of  the  significant  overlap  among  such 
fields  as  medicine,  chemistry,  and  biology.  Interdisciplinary  research  in  areas  like  genetic  engineering 
and  recombinant  human  proteins  has  enhanced  our  ability  to  understand  and  combat  disease.  Such 
research  has  led  to  the  development  of  a  variety  of  new  medical  treatments:  clot-dissolving  proteins 
effective  for  treating  heart  attack  victims  and  clot-producing  proteins  for  treating  hemophiliacs;  the  large- 
scale  production  of  human  insulin  for  diabetics;  and  the  development  of  a  synthetic  human  growth  hor- 
mone useful  for  treating  children  who  are  deficient  in  its  natural  production.  Gene  therapy,  another 
technique  that  relies  heavily  on  interdisciplinary  research,  holds  the  promise  of  in  vivo  alteration  of  DNA 
sequences  to  combat  such  diseases  as  Alzheimer's  and  muscular  dystrophy.  Recent  work  on  another 
genetically  determined  illness,  cystic  fibrosis,  also  shows  promising  results.  It  is  the  cross  training  in 
several  disciplines  that  allows  these  accomplishments  to  be  realized.  Consequently,  Interdisciplinary 
programs  such  as  the  Chemistry-Biology  Interface  within  NIGMS  merit  strong  support. 


1965 


The  Honorable  John  E.  Porter  -3-  April  29, 1996 


Instrumentation 

Basic  research  requires  access  to  modern  instrumentation  ranging  from  computers  to  sophisti- 
cated devices  such  as  high-field  nuclear  magnetic  resonance  (NMR)  spectrometers,  laser  systems, 
molecular  beam  machines,  and  mass  spectrometers.  Though  often  expensive,  these  machines  enable 
researchers  to  observe  directly  the  fundamental  chemical  and  biochemical  processes  involved  in  life 
and  to  gain  much-needed  insight  into  the  workings  of  the  human  system.  Increasingly,  medical  re- 
searchers can  apply  techniques  and  instrumentation  from  disciplines  not  usually  associated  with  medi- 
cal research.  For  example,  though  originally  developed  for  the  study  of  semiconductor  surfaces,  atomic 
force  microscopy  is  used  now  to  image  cell  membranes  at  the  molecular  level.  With  a  better  under- 
standing of  cellular  division  and  molecular  substructure  thus  gained,  new  approaches  to  the  treatment 
of  cancer  may  be  possible. 

A  second  contribution  of  research  instrumentation  is  its  clinical  potential.  Through  continued  mod- 
ification and  refinement  in  the  laboratory  setting,  research  instruments  often  are  developed  into  clinically 
important  tools.  This  technology  transfer  is  important,  not  only  because  of  the  exciting  new  medical 
capabilities  that  it  confers,  but  also  because  of  the  savings  in  money  and  human  suffering  that  it  allows. 
For  example,  because  modern  instrumentation  diagnoses  disease  from  smaller  and  smaller  human 
samples,  such  samples  are  becoming  less  painful  and  costly  to  obtain.  Until  recently,  the  diagnosis  for 
one  form  of  pneumonia  cost  $4000  and  required  painful  surgery  to  obtain  lung  tissue.  Now,  with  only  a 
sample  of  the  patient's  sputum,  polymerase  chain  reaction  (PCR)  instrumentation  does  the  same  test 
for  a  cost  of  about  $1 50.  Other  research  tools  that  have  evolved  into  clinical  equipment  are  x-ray  ma- 
chines, lasers,  magnetic  resonance  imaging  (MRI)  machines,  ultrasound  equipment,  and  positron  emis- 
sion and  single  photon  emission  computed  tomography  devices  (PET  and  SPECT  respectively).  MRI, 
PET,  and  SPECT  are  non-invasive  procedures  that  not  only  provide  three-dimensional  images  of  the 
human  body,  but  also  allow  the  chemical  and  biological  activity  of  organs,  such  as  the  brain  and  heart, 
to  be  studied  without  harm  to  the  patient. 

Until  recently,  a  primary  source  of  NIH's  ability  to  meet  this  need  was  the  National  Center  for  Re- 
search Resources's  Shared  Instrumentation  Grant  (SIG)  program.  From  1982  to  1991,  the  SIG  pro- 
gram was  NIH's  major  provider  of  research  instrumentation.  However,  the  decimation  of  the  Program's 
budget  by  75%  in  FY  1992  contributed  to  the  20%  drop  in  constant  dollar  funding  for  research  equip- 
ment at  NIH.  Today  the  entire  budget  of  SIG  would  buy  fewer  than  five  NMR  spectrometers— a  com- 
monly used  research  instrument.  This  lack  of  adequate  funding  is  especially  distressing  because  of  the 
types  of  instruments  most  often  funded  by  the  program:  basic  research  tools  used  every  day  for  doz- 
ens of  experiments  and  shared  by  scientists  throughout  a  research  department  or  institution.  This  low 
level  of  funding  has  compromised  the  instrument  base  needed  to  confront  future  health  needs.  Fortu- 
nately, the  Administration's  FY  1996  budget  request  for  the  SIG  program  and  the  strong  support  from 
Congress  for  NCRR  reinstated  approximately  half  the  funding  cuts  made  in  FY  1992.  However,  the 
American  Chemical  Society  firmly  believes  that  without  full  revltallzatlon  and  strengthening  of 
the  SIG  program  to  at  least  Its  FY  1991  level,  the  creation  of  new  Instrumentation  will  be  Inhib- 
ited and  the  research  Instrumentation  base  will  erode  further  with  a  subsequent  deterioration  in 
the  quality  of  biomedical  research. 
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Summary 


The  American  Chemical  Society  believes  that  (1)  strengthened  fundamental  research,  (2)  strong 
funding  for  NIGMS  and  its  training  programs,  and  (3)  a  serious  effort  to  restore  the  Shared  Instrumenta- 
tion Grant  program  at  NCRR  to  at  least  its  FY  1991  levels  are  of  the  utmost  importance  for  NIH  to  con- 
tinue to  promote  excellence  in  pursuit  of  its  mission.  The  American  Chemical  Society  welcomes  Con- 
gress's continued  support  for  the  vital  role  played  by  NIH  in  the  Nation's  lasting  health  and  security.  As 
in  the  past,  the  Society  would  be  pleased  to  assist  you  in  ensuring  that  NIH  remains  a  strong  force  in 
fundamental  biomedical  research. 


Sincerely  yours, 


Ronald  Breslow 
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Mr.  Chairman,  Members  of  the  Subcommittee,  on  behalf  of  the  National  Council  of 
Educational  Opportunity  Associations  (NCEOA),  I  would  like  to  thank  each  Member  of  the 
Subcommittee  for  their  support  of  postsecondary  educational  opportunity  in  general  and  of  the  TRIO 
programs  in  particular. 

During  the  last  session  of  the  Congress,  many  Members  of  the  Subcommittee  took  the  time 
to  visit  with  TRIO  staff,  students,  parents  and  alumni.  Often  Subcommittee  Members  personally 
visited  TRIO  programs  and  learned  first-hand  about  the  important  changes  TRIO  is  facilitating  in 
the  lives  of  disadvantaged  youth  and  adults. 

Given  this  important  contribution,  NCEOA  is  recommending  an  appropriation  of  $533 
million  for  TRIO  in  FY  1997.  This  is  a  15%  increase  over  FY  1995  levels  and  would  extend  TRIO 
services  to  an  additional  82,000  children,  youth,  and  adults.  I  believe  you  will  find  this  level  of 
investment  well  justified  when  you  consider  four  facts  about  the  TRIO  programs. 

First,  TRIO  is  a  human  capital  investment,  not  a  maintenance  or  gash-transfer  program. 
TRIO  is  a  set  of  related  efforts  which  enable  low-income  and  disabled  vouth  and  adults  to  take 
advantage  of  the  opportunities  education  affords  them  to  achieve  life-long  economic  independence. 
Presently  1,878  TRIO  programs  operate  in  over  1,000  colleges  and  universities  and  100  community 
agencies  across  the  country.  They  provide  services  to  nearly  700,000  individuals  annually. 

For  30  years  the  TRIO  programs  ~  Educational  Opportunity  Centers,  Talent  Search,  Student 
Support  Services,  Upward  Bound  ^nd  the  Ronald  E.  McNair  Post-baccalaureate  Achievement 
Program  -  have  been  helping  low-income  parents  to  enable  their  children,  as  well  as  themselves, 
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to  improve  their  lives  by  entering  and  graduating  from  college.  It  is  estimated  that  over  two  million 
individuals  who  have  participated  in  the  TRIO  programs  have  graduated  from  college,  moved  out 
of  poverty  and  are  now  contributing  members  of  their  communities. 

Second.  TRIO  programs  offer  a  comprehensive  set  of  services.  The  TRIO  programs  are 
designed  to  prepare  young  people  for  college  and  to  enable  them  to  make  good  and  informed 
decisions  regarding  their  postsecondary  plans.  The  type  and  intensity  of  service  vary  according  to 
the  age  of  the  individual  served  and  the  type  of  TRIO  program. 

Talent  Search  and  Educational  Opportunity  Centers  provide  accurate  and  complete 
information  about  college  opportunities  to  interested  students,  their  parents,  and  to  other  adults 
seeking  to  improve  their  lives. 

Student  Support  Services  and  Upward  Bound  ~  which  have  a  higher  cost  per  client  than 
Talent  Search  and  EOC's  —  spend  the  majority  of  their  resources  in  providing  rigorous  instruction, 
particularly  in  composition,  mathematics  and  the  sciences.  Such  instruction  and  tutoring  are 
designed  either  to  prepare  students  for  college  (Upward  Bound)  or  eliminate  the  academic 
deficiencies  many  low-income  students  bring  to  college  which  reduce  their  chances  of  graduating 
(Student  Support  Services).  The  staff  of  each  TRIO  program  create  a  climate  of  support  for  students 
as  they  strive  to  move  out  of  poverty  and  dependence. 

Over  the  past  year,  the  Chairman  and  each  Member  of  the  Subcommittee  has  carefully 
examined  data  available  on  the  effectiveness  of  programs  under  their  jurisdiction.  TRIO  personnel, 
too,  take  seriously  the  importance  of  assuring  that  their  programs  are  effective  and  remain  a  wise  and 
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prudent  investment  for  the  taxpayer.  For  that  reason,  during  the  last  reauthorization  of  the  Higher 
Education  Act,  NCEOA  recommended  to  Congress  that  on-going,  longitudinal  studies  of  each  of 
the  TRIO  programs  be  conducted. 

Two  such  studies  of  the  largest  TRIO  programs  are  now  underway.  WESTAT  is  exaniining 
50  Student  Support  Services  programs  to  determine  the  effect  of  this  effort  on  student  retention  and 
academic  performance.  Mathematica  Policy  Research  is  tracking  about  3,000  students  who  were 
randomly  assigned  to  Upward  Bound  programs  to  determine  the  impact  of  this  initiative. 

While  these  studies  are  not  complete,  the  results  that  have  been  shared  are  encouraging. 
Student  Support  Services  projects  have  a  significant  impact  on  both  retention  and  grade  point 
average.  Upward  Bound  participation  has  an  unexpectedly  large  impact  on  the  rigor  of  the  high 
school  program  in  which  low-income  students  participate.  Upward  Bound  participation  also 
increases  the  parents'  expectations  ~  particularly  the  father's  expectations  ~  for  their  child's  future 
studies.  Results  of  the  Upward  Bound  evaluation  after  the  first  year  are  not  presently  available. 
However,  this  evaluation  will  continue  to  track  these  two  groups  of  students  to  determine  whether 
these  positive  impacts  are  sustained  and  the  result  of  Upward  Bound  participation  on  college  success. 

NCEOA  and  the  TRIO  community  supports  on-going  evaluation  of  TRIO  programs  not  only 
to  demonstrate  the  important  contribution  these  programs  are  making,  but  also  because  evaluation 
points  to  areas  which  require  further  examination,  model  components  which  should  be  replicated, 
and  services  which  should  be  intensified  or  eliminated.  Thousands  of  TRIO's  former  students  are 
college  graduates  making  major  contributions  to  their  extended  families  and  their  communities.  We 
believe  that  it  is  our  obligation  expand,  strengthen  and  improve  TRIO  programs  so  that  thousands 
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more  can  join  these  distinguished  alumni: 


Congressman  Henry  Bonilla,  a  graduate  of  the  University 
of  Texas,  was  assisted  by  the  Talent  Search  program  at  Project  Stay, 
Inc.  in  his  hometown  of  San  Antonio.  With  the  help  of  Project  Stay 
counselors,  he  prepared  to  enroll  for  college  and  apply  for  financial 
aid.  Henry  Bonilla  went  on  to  a  career  in  broadcast  news  and  is 
currently  serving  his  second  term  as  Congressman  for  the  Twenty- 
Third  District  of  Texas. 

Donald  Lyons's  high  school  teacher  recommended  that  he 
attend  the  Grambling  State  University  Upward  Bound  program  in 
1970.  At  that  time,  when  Donald  was  in  the  10th  grade,  his  family's 
income  was  about  $3,000  a  year.  Upward  Bound  introduced  him  to 
a  college  campus,  and  taught  him  about  college  work.  Donald  went 
on  to  graduate  from  Southern  University  in  Baton  Rouge,  Louisiana, 
and  is  now  a  Research  Associate  in  Physics  at  Hampton  University. 

Will  Haygood  grew  up  less  than  two  miles  from  the  Ohio 
Dominican  College  campus  in  Columbus,  Ohio.  But  he  had  never  set 
foot  on  that  campus,  or  any  college  campus,  until  the  summer  of  1 970 
when  he  enrolled  in  the  Ohio  Dominican  Upward  Bound  program. 
With  Upward  Bound's  assistance  and  motivation,  he  learned  he  had 
the  potential  for  college.  Will  graduated  from  Miami  University  of 
Ohio.  He  is  currently  a  prize-winning  international  reporter  for  the 
Boston  Globe. 

TRIO  programs  do  not  involve  a  large  federal  bureaucracy  because  they  are  direct  grant 
programs  funded  in  rank  order  on  the  basis  of  competitive  proposals.  In  fact,  there  is  no  more  than 
one  federal  employee  for  every  28,000  TRIO  students  now  being  served.  As  the  GAO  noted  in  a 
report  issued  in  April  of  1994,  TRIO  programs  only  exist  where  local  organizations  see  the  need  for 
such  services  and  have  successfully  applied  for  federal  support.  Fewer  federal  employees  are 
involved  with  TRIO  today  than  twenty  years  ago  despite  substantial  increases  in  the  number  of 
TRIO  projects  funded  as  well  as  the  number  of  students  served. 
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Fourth.  TRIO  protects  the  federal  investment  in  student  financial  assistance. 

Last  year,  the  federal  government  made  over  $35  billion  in  grant,  work  and  loan  dollars 
available  to  students.  Much  of  this  aid  is  targeted  on  students  with  the  greatest  need,  the  low-income 
students  TRIO  serves.  Now,  the  return  on  that  federal  investment  is  dependent  both  on  whether  these 
students  make  good  choices  about  the  college  they  attend  and  whether  the  institutions  in  which  they 
enroll  support  these  students  through  graduation. 

Do  they  choose  a  college  where  most  students  graduate?  Do  they  choose  a  major  for  which  they 
are  prepared?  Is  the  student  receiving  all  of  the  state  and  private  grant  aid  for  which  he/she  might  be 
eligible?  Will  the  student  be  able  to  pay  back  the  loans  he  or  she  is  assuming  at  the  salary  he  is  likely 
to  make  in  his  chosen  occupation? 

You  may  be  aware,  for  example,  that  a  large  percentage  of  the  defaults  in  the  Guaranteed 
Student  Loan  Program  results  from  students  who  make  poor  choices  regarding  their  postsecondary 
plans.  In  FY1992,  for  example,  66%  of  defaulters  attended  proprietary  schools. 

TRIO  programs  very  rarely  place  students  at  such  institutions,  especially  when  similar  training 
is  available  at  lower  cost.  Last  year,  only  1%  of  Talent  Search  clients  placed  in  college  or  training 
programs  attended  proprietary  institutions.  47%  attended  four  year  colleges;  40%  attended  community 
college;  9%  attended  public  vocational  schools;  and  only  1%  attended  proprietary  schools. 

For  each  of  these  reasons,  we  are  confident  that  TRIO  will  remain  a  wise  investment  of  this 
Subcommittee.  Today,  fewer  than  10%  of  those  eligible  receive  services.  With  increased  support  many 
additional  young  people  and  adults  could  be  aided  in  their  search  for  upward  mobility  through 
education. 
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Mr.  Chairman,  I  am  Mark  Batshaw  and  I  am  the  Physician  in  Chief  of  the  Children's 
Seashore  House  at  the  University  of  Pennsylvania's  School  of  Medicine.  It  is  my 
pleasure  to  submit  for  the  record  this  testimony  on  behalf  of  the  Mental  Retardation 
and  Developmental  Disabilities  Research  Centers.  There  are  currently  fourteen  such 
centers  that  support  the  work  of  the  National  Institutes  of  Health  with  a  special  focus 
on  the  National  Institute  of  Child  Health  and  Human  Development. 

The  MRDD  Research  Center  Directors  would  also  like  to  especially  commend  you, 
Mr.  Chairman,  and  this  Subcommittee  for  your  tenacious  efforts  to  ensure  that  the 
physical  and  mental  health  of  our  Nation's  people  remains  a  top  federal  priority.  We 
fully  appreciate  that  these  are  critical  times  for  our  fiscal  health  as  well.  While  very 
few  agencies  or  programs  received  increases  this  year,  this  subcommittee,  and 
ultimately  this  Congress,  saw  great  value  in  research  and  prevention  of  disease  and 
disability  as  a  priority  and  a  way  to  save  money  for  the  future. 

NICHD  devotes  its  research  to  ensuring  the  birth  of  healthy  babies  and  the 
opportunity  for  each  infant  to  reach  adulthood  and  achieve  full  potential,  unimpaired 
by  physical  or  mental  disabilities.  This  is  clearly  a  mission  that  deserves  our  support. 
In  order  to  accomplish  this  goal,  we  need  to  continue  to  invest  in  this  important 
research  institute  and  in  the  Mental  Retardation  and  Developmental  Disabilities 
Research  Centers.  We  therefore  recommend  that  the  NICHD  receive  $634  million  in 
funding  for  FY  1997.  We  also  recommend  an  increase  of  6.5%  overall  for  the 
National  Institutes  of  Health. 

In  order  to  accomplish  its  broad  mission,  NICHD  is  structured  by  an  intramural 
program,  which  largely  targets  basic  research  related  to  human  development,  and  an 
extramural  program  which  includes  the  Center  for  Population  Research,  the  Center 
for  Research  for  Mothers  and  Children,  and  the  National  Center  for  Medical 
Rehabilitation  Research.  In  addition,  the  NICHD  has  long  served  as  a  strong 
example  of  an  institute  that  looks  not  only  to  the  physiological  factors  affecting 
health,  but  recognizes  the  importance  of  behavioral,  social,  environmental  and 
genetic  factors  to  health  outcomes  as  well.  The  fourteen  Mental  Retardation  and 
Developmental  Disabilities  Research  Centers  pursue  biomedical  and  behavioral 
research  that  will  lead  to  understanding  the  causes  of  mental  retardation  and  other 
developmental  disabilities. 

MRDD  Research  Center  research  has  become  the  foundation  for  many  of  our 
nation's  prevention  initiatives.  For  example,  MRDD  Research  Center  research 
established  the  dangers  of  maternal  alcohol  consumption,  especially  early  in 
pregnancy.  In  addition,  this  research  identified  lead  as  a  major  cause  of  mental 
retardation  even  at  levels  that  previously  were  considered  safe. 

It  is  evident  that  research  conducted  at  the  Mental  Retardation  and  Developmental 
Disabilities  Research  Centers  with  support  and  funding  from  the  NICHD, 
demonstrates  considerable  cost  savings  as  well  as  making  a  real  difference  in 
people's  lives. 


1975 


Some  examples  include: 

*  Haemophilus  Influenza  Type  b  Vaccine  -  NICHD  research  led  to  the 
development  of  a  vaccine  against  Haemophilus  Type  b  (Hib)  for  infants  that  has 
helped  to  reduce,  and  nearly  eliminate,  Hib  meningitis  in  the  United  States.  For 
many  years,  Hib  meningitis  was  the  leading  cause  of  acquired  mental  retardation  in 
the  U.S.  This  dreaded  disease  used  to  affect  almost  20,000  children  a  year,  with  up 
to  ten  percent  of  them  dying  and  20  to  30  percent  of  all  survivors  suffering 
permanent  sequelae,  ranging  from  mild  hearing  loss  to  mental  retardation.  Today, 
with  an  effective  Hib  vaccine  for  infants,  the  incidence  has  dropped  to  less  than  100 
cases  each  year,  and  there  is  every  expectation  that  soon  this  disease  will  be 
eliminated  from  our  planet. 

*  New  Genetically-Based  Therapies-  Advances  in  molecular  biology  and  new 
understanding  of  genetic  mechanisms  underlying  healthy  development  and 
functioning  of  the  human  organism  have  brought  health  research  to  a  new  frontier.  It 
is  estimated  that  about  5,000  diseases,  including  many  of  those  that  cause  mental 
retardation  and  developmental  disability,  can  be  related  to  a  genetic  anomaly.  New 
technologies  have  moved  science  closer  to  realizing  the  effective  genetic 
interventions  for  those  diseases,  interventions  that  may  eventually  offer  prevention  or 
cure. 

*  Mental  Retardation  and  Developmental  Disabilities  Research 
Accomplishments-  Over  the  past  ten  years,  important  advances  have  been  made  in 
our  understanding  of  communication  processes  in  children  with  mental  retardation 
and  developmental  disabilities.  In  addition,  more  accurate  methods  of  diagnosis  and 
screening  are  being  developed  earlier  for  many  inheritable  developmental  disorders, 
along  with  treatments  that  can  minimize  their  effects.  The  most  celebrated  screening 
program  is  the  one  for  PKU,  a  metabolic  disorder  that  causes  mental  retardation. 
Over  the  past  three  decades,  this  screening  program  has  identified  thousands  of 
newborns  who,  when  treated  with  a  special  diet,  have  grown  up  with  at  least  average 
intelligence  and  many  have  gone  on  to  great  academic  achievement.  Now, 
MRDDRC  researchers  are  using  recently  developed  molecular  genetic  techniques  to 
expand  the  number  of  diseases  that  can  be  detected  in  newborns. 

*  Self-Injurious  Behavior  -  Successful  treatments  have  been  developed  to  reduce 
self-injurious  behavior  in  some  individuals  with  mental  retardation.  Many  people 
with  mental  retardation  are  forced  into  restrictive  living  settings,  not  because  of  their 
mental  retardation,  but  because  of  their  tendency  to  harm  themselves.  MRDDRC 
researchers  have  found  changes  in  brain  chemistry  that  cause  self-injurious  behavior, 
as  well  as  medications  that  correct  them.  Combined  with  positive  behavior 
management  techniques,  many  of  these  individuals  with  experience  a  marked 
reduction  in  their  self-injurious  behavior. 

*Early  Intervention  Programs  -  MRDDRC  research  has  found  that  when  low- 
income  and  low  birth  weight  children  are  enrolled  in  infant  stimulation  and  special 
instructional  programs,  years  later  they  score  significantly  higher  on  IQ  and  reading 
achievement  tests  than  did  children  from  similar  backgrounds  who  did  not  have  the 
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benefit  of  such  programs.  This  research  confirms  the  value  of  the  intellectual 
stimulation  in  Head  Start  and  similar  programs. 

*  Finding  Genes  Associated  with  Disabilities  -  MRDDRCs  are  making 
extraordinary  progress  in  identifying  anomalous  genes  that  cause  a  variety  of 
developmental  disabilities,  including  Duchenne  Muscular  Dystrophy,  Fragile  X 
syndrome,  Myotonic  Dystrophy,  and  several  enzyme  deficiencies  that  cause  mental 
retardation  (e.g.,  glycerol  kinase  and  glutaric  acidemia). 

Work  Remains  to  Be  Done: 

Despite  this  impressive  record  and  the  prospect  that  -  through  gene  therapy-  whole 
classes  of  developmental  disorders  may  be  entirely  eliminated  in  the  coming  decade, 
our  national  mental  retardation/developmental  disabilities  research  effort  is  being 
underfunded  and  requires  the  commitment  of  needed  resources: 

*  Less  than  one-half  of  one  percent  of  all  federal  monies  which  are  allocated  for 
programs  affecting  individuals  with  developmental  disabilities  goes  to  research. 
When  the  MRDDRCs  were  established,  they  received  7.7  percent  of  these  funds. 
For  each  of  the  past  five  years,  centers  have  received  draconian  cuts  of  up  to  25 
percent,  which  have  prohibited  centers  from  acquiring  necessary  equipment  and 
technology,  from  hiring  the  next  generation  of  scientists,  and  from  pursuing  new 
science  for  fear  that  it  will  be  too  costly. 

*  Significant  new  research  involving  gene  therapy  for  Duchenne  Muscular 
Dystrophy  (DMD)  suggests  that  the  muscle  deterioration  responsible  for  the 
disability  and  premature  death  of  young  males  can  be  halted.  This  effective 
intervention  has  the  potential  of  changing  the  lives  of  the  13,200  children  that 
currently  have  DMD,  and  those  600  children  who  are  born  with  it  each  year. 
Annually,  it  could  also  save  our  economy  $60  million  in  health  and  related  services 
costs. 

*  Promising  research  on  Cytomegalovirus  (CMV)  is  underway.  This  common  virus 
is  now  the  most  common  cause  of  acquired  mental  retardation.  Affecting  over  5,000 
infants  each  year.  Tests  to  confirm  current  and  previous  CMV  exposure  are  more 
readily  available.  While  neither  a  preventive  vaccine  nor  a  cure  currently  exists, 
additional  research  support  could  lead  to  these  significant  achievements  in  the  next 
few  years. 

*  Every  year,  125,000  children  join  the  7.5  million  Americans  with  mental 
retardation.  Moreover,  new  causes  of  mental  retardation,  such  as  neonatal  HIV 
infection,  are  emerging  as  serious  threats  to  public  health.  Over  90  percent  of 
children  with  HIV  infection  will  acquire  mental  retardation  or  other  developmental 
disabilities. 

*  NICHD  is  poised  to  mount  a  new  research  effort  focused  on  the  relationship 
between  Down  Syndrome  and  Alzheimer's  disease,  recognizing  that  persons  with 
Down  Syndrome  present  a  known  at-risk  population  for  scientific  investigation  into 


1977 


the  relationship  between  the  disorders.  Eventually,  this  research  could  provide 
answers  about  the  cause,  diagnosis,  and  treatment  of  Alzheimer's  disease,  not  only 
for  persons  with  Down  Syndrome,  but  also  for  the  general  population. 

Research  conducted  by  NICHD  has  contributed  substantially  to  the  knowledge  base 
regarding  physical  and  behavioral  aspects  of  maternal  and  child  health,  human 
reproduction  and  the  prevention  and  amelioration  of  cognitive  and  physical 
disabilities.  It  has  saved  billions  of  dollars  in  related  health,  education  and 
institutionalization  costs.  Moreover,  this  research  base  is  required  to  fully  inform 
public  policy  makers  on  issues  ranging  from  health  care  priorities  to  best  practices  in 
the  support  of  women,  children  and  families.  The  MRDD  Research  directors  have 
developed  a  list  of  ten  research  initiative  priorities  that  cover  a  broad  range  of 
biomedical  and  behavioral  studies  that  could  dramatically  alter  the  lives  of  people 
with  developmental  disabilities  and  their  families  (see  attached  list).  However, 
adequate  funding  for  the  NICHD  is  needed  for  these  goal  to  be  met. 

Mr.  Chairman  and  members  of  the  Committee,  I  urge  you  to  provide  $634  million  in 
funding  for  the  NICHD  for  Fiscal  Year  1997.  Each  dollar  spent  on  research  and 
prevention  of  disease  and  disability  is  the  ultimate  cost  savings  for  the  future. 
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RESEARCH  INITIATIVES  PROPOSED  BY  MRDDRC  DIRECTORS 


Basic  and  applied  research  on  learning  attention  and  cognition. 

Cellular  and  molecular  biology  in  early  development,  e.g.,  as  it  relates  to 
cerebral  palsy  and  Down  Syndrome. 

Define  the  molecular  basis  of  disorders  associated  with  MRDD,  e.g.,  multiple 
congenital  anomaly  disorders  which  may  be  traceable  to  a  single  gene  defect. 

Development  of  novel  treatment  techniques  for  inborn  errors  of  metabolism, 
e.g.,  gene  therapy,  enzyme  replacement  therapy,  organ  and  cell 
transplantation. 

Developmental  neurobiology  -  increase  knowledge  about  basic  aspects  of 
brain  development  including  normal  migration,  synapse  formation,  signal 
transduction,  growth  factors,  and  neurotransmitters. 

Effectiveness  of  early  intervention  for  children  as  a  function  of  etiology  (e.g., 
Down  Syndrome,  FAS,  cerebral  palsy)  and  social  environment  (e.g.,  poverty, 
social  supports). 

Neuroplasticity  -  individual  differences  and  response  to  exposure  to  prenatal 
drugs,  heavy  metals  and  other  neurotoxins. 

Research  into  causes,  treatment  and  prevention  of  destructive  behaviors. 

Studies  on  excitotoxicity  and  the  effects  of  anoxia  on  neural  cell  development 
and  function. 

Studies  on  language  and  communication  in  mental  retardation  and  efficacy  of 
intervention. 
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CONTACT  INFORMATION  FOR  MENTAL  RETARDATION  DEVELOPMENTAL 
DISABILITIES  RESEARCH  CENTERS 


Sharon  L.  Ramey,  Ph.D. 
Craig  T.  Ramey,  Ph.D.,  Directors 
Civitan  International  Research  Center 
University  of  Alabama  at  Birmingham 
1719  Sixth  Avenue  South 
Birmingham,  Alabama  35294-0021 
Phone  #  -  205/934-8900 
Fax  #  -  205/975-6330 

M.  Anne  Spence,  Ph.D.,  Principle  Investigator 

Division  of  Human  Genetics 

Department  of  Pediatrics 

University  of  California,  Irvine  Medical  Center 

P.O.  Box  14091,  ZC4482 

Orange,  California  92613-1491 

Phone  #  -  714/456-8848 

Fax  #  -  714/456-5330 

Stephen  I.  Goodman,  M.D.,  Director 
B.  F.  Stolinsky  Research  Laboratories 
University  of  Colorado  Health  Sciences  Center 
Box  C233 

4200  East  Ninth  Avenue 
Denver,  CO  80262 
Phone  #  -  303/270-7301 
Fax  #  -  303/270-8080 

Paul  D.  Cheney,  Ph.D.,  Director 

Ralph  L.  Smith  Mental  Retardation  Research  Center 

University  of  Kansas  Medical  Center 

39th  &  Rainbow  Boulevard 

Kansas  City,  KS  66103 

Phone  #  -  913/588-5970 

Fax  #  -  913/588-5677 


Jean  de  Vellis,  Ph.D. 

Mental  Retardation  Research  Center 

Neuropsychiatric  Institute 

University  of  California,  Los  Angeles 

Los  Angeles,  CA  90024 

Phone  #  -  310/825-5542 

Fax  #  -  310/206-5060 


Ira  T.  Lott,  M.D.,  Co-Principle  Investigator 

Department  of  Pediatrics 

University  of  California,  Irvine  Medical  Center 

P.O.  Box  14091,  ZC4482 

Orange,  California  92613-1491 

Phone  #  -  714/456-5333 

Fax  #  -  714/456-7658 


Stephen  R.  Schroeder,  Ph.D.,  Director 
Kansas  Mental  Retardation  Research  Center 
Schiefelbusch  Institute  for  Life  Span  Studies 
1052  Dole  Human  Development  Center 
University  of  Kansas 
Lawrence,  KS  66045 
Phone  #  -  913/86^4295 
Fax  #  -  913/864-5323 

Joseph  E.  Spradlin,  Ph.D.,  Director 

Parsons  Research  Center 

Institute  for  Life  Span  Studies 

P.O.  Box  738 

Parsons,  KS  67357 

Phone  #-316/421-6550 

Fax  #  -  316/421-6550  ext.  1864 


Hugo  W.  Moser,  M.D.,  Director 

The  Center  for  Research  on  Mental  Retardation  and 

Related  Aspects  of  Human  Development 

Kennedy  Krieger  Institute 

707  North  Broadway 

Baltimore,  MD  21205 

Phone  #  -  410/550-9405 

Fax  #  -  410/550-9839 


Joseph  J.  Volpe,  M.D.,  Director 

Mental  Retardation  and  Developmental  Disabilities 

Research  Center 

The  Boston  Children's  Hospital  Medical  Center 
300  Longwood  Avenue 
Boston,  MA  02115 
Phone  #  -  617/735-6386 
Fax  #  -  617/730-0228 
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William  McDvane,  Ph.D.,  Director 

Shriver  Mental  Retardation  Research  Center 

E.K.  Shriver  Center 

200  Trapelo  Road 

Waltham,  MA  02254 

Phone  #  -  617/642-0135 

Fax  #  -  617/893-4018 


Kunihiko  Suzuki,  M.D.,  Director 
Mental  Retardation  Research  Center 
University  of  North  Carolina  At  Chapel  Hill 
Chapel  Hill,  NC  27599 
Phone  #  -  919/966-4250 
Fax  #  -  919/966-7532 


Travis  Thompson,  Ph.D.,  Director 

John  F.  Kennedy  Center  for  Research  on  Education 

and  Human  Development 

Box  40,  Peabody  College 

Vanderbilt  University 

Nashville,  TN  37203 

Phone  #  -  615/322-8242 

Fax  #  -  615/322-8236 


John  A.  Kessler,  M.D.,  Director 

Rose  F.  Kennedy  Center  for  Research  in  Mental 

Retardation  &  Human  Development,  Yeshiva  U. 

Albert  Einstein  College  of  Medicine 

1410  Pelham  Parkway  South 

Bronx,  NY  10461 

Phone  #  -  718/430-4228 

Fax  #  -  718/824-3058 

Mark  L.  Batshaw,  M.D.,  Director 

Children's  Seashore  House 

University  of  Pennsylvania  School  of  Medicine 

The  Children's  Hospital  of  Philadelphia 

3405  Civic  Center  Blvd. 

Philadelphia,  PA  19104 

Phone  #  -  215/895-3800 

Fax  #  -  215/895-3587 

Michael  J.  Guralnick,  Ph.D.,  Director 

Child  Development  and  Mental  Retardation  Center 

WJ-10 

University  of  Washington 
Seattle,  WA  98195 
Phone  #  -  206/543-2832 
Fax  #  -  206/543-3417 


Terrence  R.  Dolan,  Ph.D.,  Director 

Waisman  Center  on  Mental  Retardation  and  Human 

Development 

University  of  Wisconsin  -  Madison 
1500  Highland  Avenue 
Madison,  WI  53705-2280 
Phone  #  -  608/263-5940 
Fax  #  -  608/263-0529 
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Chairman  Porter  and  Members  of  the  Committee: 

After  being  founded  nearly  30  years  ago,  the  University  Affiliated  Programs  (UAPs)  for 
persons  with  developmental  disabilities,  today  constitute  a  network  comprised  of  61 
federally  recognized  programs  across  the  country. 

The  main  goal  of  UAPs  is  to  target  their  activities  to  enable  service  and  support  systems 
to  have  the  capacity  and  expertise  to  support  the  independence,  productivity  and 
integration  into  the  community  of  individuals  with  developmental  disabilities  and  their 
families,  as  well  as  to  improve  the  health  and  life  outcomes  for  children  with  disabilities 
and  other  special  health  care  needs  through  NIH  and  Maternal  and  Child  Health 
supported  medical  research  and  training  initiatives  which  seek  to  find  the  causes  and 
cures  for  various  developmental  disabilities. 

A  principle  means  by  which  UAPs  respond  to  these  needs  is  by  training  personnel  for 
careers  in  the  field  of  developmental  disabilities  and  chronic  health  conditions  so  they 
may  implement  community-based,  family-centered  coordinated  supports  and  services. 
UAPs  also  provide  technical  assistance  and  community  training  to  state  and  local 
service  providers.  Moreover,  they  provide  direct  services  to  individuals  with  disabilities 
and  their  families.  UAPs  develop  and  disseminate  information,  including  applied 
research  and  best  practices.  In  addition,  many  UAPs  operate  specialized  training 
initiatives  which  are  designed  to  provide  personnel  with  the  skills  necessary  to  support 
such  activities  at  the  community  level.  Funding  from  the  Developmental  Disabilities 
Act  provides  a  coordinated  framework  of  capacity  building  and  serves  as  a  catalyst  for 
a  coordinated  system.  This  is  one  measure  of  the  increasing  role  and  impact  UAPs  have 
in  every  state  across  the  nation. 

The  UAP  network  emerged  a  few  programs  at  a  time  in  response  to  the  availability  of 
federal  funding.  The  initial  attraction  for  a  university  to  apply  and  to  establish  a  UAP 
in  the  1 960s  was  for  construction  funds  in  which  to  conduct  clinical  training  and  applied 
research  in  health  and  related  fields.  Funding  for  staff  and  interdisciplinary  training 
soon  followed  provided  under  the  Social  Security  Act.  The  hope  for  construction  and 
interdisciplinary  training  programs  encouraged  many  applications  for  planning  grants 
in  the  early  1970s.  The  Developmental  Disabilities  Act,  originally  authorized  during 
the  Nixon  Administration,  was  proposed  as  legislation  which  would  result  in  a  major 
step  forward,  combining  health,  social  services  and  education,  as  well  as  addressing  the 
needs  of  persons  with  developmental  disabilities  on  a  very  broad  front.  Today,  this  Act 
serves  as  the  mandate  for  continuation  of  a  program  that  works  toward  systems  change, 
capacity  building,  advocacy  and  medical  research. 

While  some  UAPs  are  over  20  years  old  and  were  specially  constructed  facilities,  others 
have  been  established  only  within  the  last  few  years  and  represent  a  very  different  type 
of  service  model  and  program  emphasis.  Each  UAP  responds  to  the  priorities  and  needs 
of  the  local  and  state  populations  and  is  designed  to  build  upon  the  strengths  of  the 
university,  college,  or  hospital  in  which  it  is  located.  Although  no  two  programs  are 
identical,  they  have  certain  common  objectives. 
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Interdisciplinary  Training 

In  order  for  individuals  with  developmental  disabilities  to  have  a  greater  opportunity  to 
live  independent  and  productive  lives  in  their  own  communities,  they  must  have  access 
to  appropriately  trained  support  personnel.  Unfortunately,  there  continue  to  be  critical 
shortages  of  well-trained  professionals,  including  occupational  and  physical  therapists, 
speech-language  pathologists,  nutritionist  educators,  doctors  and  nurses.  Furthermore, 
quality  trained  personnel  in  the  areas  of  individual  support,  family  support,  community- 
based  supported  living,  assistive  technology,  consumer  empowerment  and  aging  are 
needed  and  UAPs  are  there  to  provide  the  training. 

In  order  to  address  these  shortages  and  help  successfully  implement  Congressional 
legislation,  UAPs  have  focused  on  crafting  training  programs  throughout  the  life  span. 
For  example,  in  order  to  help  children  with  disabilities  be  ready  to  learn  by  elementary 
school  age,  UAPs  developed  training  programs  for  personnel  to  work  with  children  aged 
0-3  and  3-5.  This  training  model  has  helped  to  implement  the  Individuals  with 
Disabilities  Education  Act  (IDEA)  and  has  proven  very  successful.  Similarly,  UAPs 
have  crafted  training  programs  to  help  implement  the  Older  Americans  Act  and  the 
Technology-Related  Assistance  Act. 

UAPs  are  actively  engaged  in  a  fundamental  change  of  the  system  —  away  from  training 
professionals  to  provide  specialized  services  in  segregated  settings  -  toward  training 
professionals  to  work  in  partnership  with  individuals  with  developmental  disabilities  in 
their  communities.  This  shift  from  segregated  settings,  at  a  cost  of  $60  -  100  thousand 
dollars  per  person  per  year,  to  preserving  people  in  their  homes,  schools,  communities, 
and  places  of  employment,  can  save  millions  of  dollars  and  helps  people  with 
disabilities  live  valued,  productive,  independent,  quality  lives. 

Example:  To  address  the  shortages  of  related  services  providers  in  communities  across  Oklahoma,  the 
Oklahoma  UAP  developed  a  graduate  course  "Collaborating  for  Change"  that  trains  related  services 
providers,  such  as  physical  and  occupational  therapists,  to  work  in  collaboration  with  teachers  and 
families.  The  course  is  co-taught  by  University  of  Oklahoma  Physical  Therapy  faculty,  UAP  Special 
Education  faculty  and  a  parent  of  a  child  with  disabilities. 

Exemplary  Service  and  Qutreach  Training 

UAPs  also  provide  family  and  individual  support  services,  as  well  as  personal 
assistance,  clinical,  health,  prevention,  education,  vocational,  and  other  services.  This 
support  could  include  training  the  staff  who  would  provide  the  necessary  early 
intervention  services  as  well  as  in-home  parent  training  and  parent  counseling  which 
would  help  a  child  with  a  severe  disability  live,  grow,  and  learn  with  his  or  her  family 
in  their  own  home  and  community. 

Example:  The  UAP  in  Illinois  developed  assessment  tools  that  have  been  used  to  facilitate  the  transfer 
of  80  persons  with  developmental  disabilities,  who  were  inappropriately  placed  in  nursing  homes,  to 
more  appropriate  community  settings.  To  support  this  process,  the  UAP  also  operates  one  of  the  largest 
family  support  and  diagnostic  clinical  programs  in  the  Midwest. 
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Technical  Assistance  and  Supports 

UAPs  provide  support  to  individuals  with  developmental  disabilities  in  their 
communities  through  the  provision  of  technical  assistance  and  community  training.  For 
many  UAPs,  it  is  the  technical  assistance  activities,  as  opposed  to  the  provision  of  direct 
services,  that  has  had  the  greatest  impact  on  ensuring  that  existing  state  and  local  service 
delivery  systems  can  adequately  respond  to  the  needs  of  people  with  developmental 
disabilities.  In  this  regard,  UAPs  do  not  duplicate  existing  services,  rather  they  work 
to  ensure  that  existing  services  are  equipped  to  serve  people  with  developmental 
disabilities.  The  faculty  and  staff  expertise  located  at  UAPs  is  brought  to  bear  in  an 
effort  to  respond  to  the  changing  needs  of  individuals  with  disabilities. 

Example:  In  1992,  the  UAP  at  Temple  University  in  Philadelphia  began  implementing  Pennsylvania 's 
Initiative  on  Assistive  Technology  (PIAT).  This  initiative  established  a  statewide  system  to  provide 
needed  assistive  technology  services  and  equipment,  through  a  direct  loan  program,  to  all  citizens  with 
disabilities  in  the  Commonwealth. 

Leadership 

UAPs  are  expected  to  provide  leadership  to  the  field  of  developmental  disabilities,  to 
initiate  new  service  models,  to  evaluate  current  efforts,  to  determine  their  efficiency,  and 
to  address  new  initiatives  and  changes  as  the  developmental  disabilities  field  advances. 
Some  of  these  advances  have  included  programs  in  the  areas  of  supported  work,  early 
intervention  services,  assistive  technology  and  AIDS  research.  Much  of  the  training 
material  for  new  initiatives  such  as  these  has  been  developed  in  the  UAPs  and  made 
available  at  the  national  level  for  service  agencies  to  utilize. 

Example:  The  Mailman  Center  for  Child  Development,  Florida's  UAP,  in  collaboration  with  the 
University  of  Miami  Ear  Institute,  has  assumed  national  leadership  in  the  surgical  placement  of  cochlear 
implants  in  children  with  hearing  impairments.  Studies  have  found  that  the  hearing  of  children  who 
receive  these  implants  improved  significantly,  allowing  them  to  live  more  independently  in  their  home 
communities. 

Funding  for  the  UAPs 

The  Administration  on  Developmental  Disabilities  (ADD)  provides  core  administrative 
support  to  the  UAPs.  These  funds  are  used  as  seed  money  to  pursue  grants  and  contracts 
from  other  sources  thereby  acting  as  a  catalyst  for  building  a  coordinated  system.  This 
relationship  with  other  funding  sources  ensures  that  UAPs  are  consumer  responsive  in 
three  ways:  1)  UAPs  must  remain  on  the  cutting  edge  of  policies  and  initiatives  in  order 
to  successfully  secure  grants  and  contracts;  2)  a  UAP  must  demonstrate  to  the  host 
university  and  to  individuals  with  developmental  disabilities  in  the  community  at  large 
that  the  program  is  actively  engaged  in  improving  opportunities  for  greater 
independence,  productivity  and  integrations  into  the  community  of  individuals  with 
developmental  disabilities,  and  3)  by  contracting  with  other  agencies,  UAPs  act  as  a 
bridge  between  the  service  programs  and  the  community.  In  addition,  this  process 
provides  direct  hands-on  experience  for  university  staff  where  they  gain  unique  insights 
on  how  systems  operate  and  can  be  improved. 
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Although  the  UAP  network  receives  a  very  minimal  level  of  federal  funds  through 
appropriations  to  the  developmental  disabilities  program,  this  support  is  extremely 
powerful.  UAPs  are  state-federal  partnerships.  More  than  29  percent  of  the  money 
which  funds  UAPs  comes  from  the  states.  Most  of  the  federal  money  is  in  short-term 
research,  demonstration,  and  training  projects  which  benefit  the  state  as  well  as  the 
nation  in  developing  new  cutting-edge  approaches  to  address  the  needs  of  persons  with 
disabilities  in  our  nation.  The  ADD  is  a  small  source  of  fiscal  support  to  UAPs,  but  it 
is  the  most  critical  funding  in  that  it  gives  them  their  identity  and  focus.  Without  such 
funding,  UAPs  would  break  apart  into  sundry  projects,  each  doing  their  own  thing,  and 
the  focused  approach  to  the  needs  of  people  with  disabilities  in  state  service  agencies 
and  in  the  national  agenda  towards  independence  and  efficiency  would  be  lost. 

The  American  Association  of  University  Affiliated  Programs  (AAUAP)  therefore 
recommends  that  $20.0  million  be  provided  for  the  UAP  system  in  FY  1997.  This 
number  represents  level  funding  based  on  FY  1995  with  a  CPI  increase  built  in  for 
inflation.  Additionally,  the  AAUAP  recommends  that  $705  million  be  provided  for 
the  Maternal  and  Child  Health  Block  Grant. 

The  federal  investment  in  UAPs  through  ADD  is  very  minimal,  but  the  impact  by 
bringing  to  bear  the  resources  of  the  university  and  other  funding  sources  at  the  state  and 
national  levels  to  address  developmental  disability  problems  is  very  significant.  With 
federal  support,  UAPs  can  continue  to  not  only  provide  leadership  on  cutting-edge 
issues  such  as  supported  work,  early  intervention,  assistive  technology  and  AIDS 
research,  but  can  continue  to  resolve  complex  challenges  in  understanding  and  serving 
people  with  severe  cognitive  and  behavioral  problems  and  to  develop  innovative  and 
effective  ways  to  support  these  individuals  to  achieve  greater  independence  and 
productive  lives.  The  results  of  these  developments  contribute  not  only  to  the  growth 
and  development  of  each  person,  but  also  to  a  much  more  cost  effective  support  system 
that  emancipates  people  from  dependency  upon  public  supports. 

As  the  nation  moves  further  in  the  direction  of  state/local  decision-making,  UAPs  will 
be  more  important  than  ever  as  existing  community  programs  depend  on  UAPs  to 
supply  them  with  well-trained  professionals  and  to  ensure  that  the  service  meets  the 
needs  of  the  3  million  people  nationwide  who  have  a  developmental  disability.  In 
addition,  there  is  an  ever  increasing  need  for  well-trained  professionals  to  work  in  the 
field  of  developmental  disabilities.  The  societal  increase  in  violence,  drug  abuse,  teen 
pregnancy  and  poverty  are  putting  more  children  at  risk  each  day  of  being  born  with  a 
developmental  disability.  States  and  local  communities  will  have  to  deal  with  the 
complex  needs  of  these  children  and  can  rely  on  the  guidance  and  expertise  of  the 
University  Affiliated  Programs  to  help  them  cope  with  the  responsibility  of  caring  for 
this  new  generation  of  children  with  special  needs,  but  only  if  funding  is  available  to 
keep  the  programs  running.  Lack  of  funding  for  training  of  professionals,  advice  for 
state  policy  makers,  and  services  that  keep  families  together  will  result  in  a 
disintegration  of  coordinated  services  for  people  with  developmental  disabilities. 

While  Congress  is  working  to  streamline  the  budget,  UAPs  are  working  to  bring 
together  various  fragmented  federal  and  state  programs  in  an  effort  to  provide 
coordinated  care  for  the  nation's  most  vulnerable  population.   UAPs  are  part  of  the 
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ideal  vehicle  by  which  this  objective  can  be  realized  in  the  disability  field.  UAPs  were 
established  and  have  been  supported  to  implement  the  disability  laws  which  were 
authorized  by  such  leaders  as  President  Richard  M.  Nixon  who  authorized  the  DD  Act 
in  1970  and  the  Rehabilitation  Act  in  1973,  Presidents  Nixon  and  Ford  who  brought 
about  the  Education  for  All  Handicapped  Children's  Act,  President  Reagan  who  signed 
into  law  the  Early  Intervention  Provision  of  the  Education  of  the  Handicapped  Act  and 
the  Technology-Related  Assistance  Act  of  1988,  and  of  course,  President  Bush  who 
signed  into  law  the  Americans  with  Disabilities  Act  in  1990.  Support  for  the  innovative 
work  of  the  UAPs  which  foster  independence  and  quality  of  life  for  all  Americans,  saves 
money  by  helping  people  to  live  and  work  within  their  own  community,  and  provide  a 
coordinated  system  of  protection  and  care  is  critically  needed  and  a  goal  which  can  only 
be  accomplished  with  substantial  federal  support. 
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Thank  you,  Mr.  Chairman  and  members  of  the  Committee,  for  the  opportunity  to  submit 
testimony  for  inclusion  in  your  Subcommittee's  printed  hearing  record.  I  am  Martin  Begun, 
Associate  Dean  and  Vice  President  for  External  Affairs  at  New  York  University  Medical  Center 
(NYUMC). 

I  would  first  like  to  thank  you,  Chairman  Porter,  and  members  of  the  Subcommittee,  for 
your  leadership  in  the  field  of  biomedical  research.  Over  the  years,  you  have  clearly 
demonstrated  that  you  recognize  that  today's  investments  may  be  tomorrow's  cures. 

NYU  was  founded  in  1831  and  is  the  largest  private  university  in  the  United  States,  with 
an  enrollment  of  50,200  full  time  and  part  time  students.  NYU  is  a  major  research  and  teaching 
institution,  comprised  of  thirteen  schools,  colleges,  and  divisions.  NYUMC,  an  integral 
component  of  NYU,  encompasses  one  health  care  philosophy  with  three  key  priorities:  education 
of  future  physicians,  exemplary  patient  care,  and  innovative  scientific  research.  Our  philosophy 
is  underscored  by  the  NYU  motto,  "A  private  university  in  the  public  service".  29,000  patients 
are  admitted  to  NYUMC's  Tisch  Hospital  annually.  In  addition,  NYU  faculty  serve  as  the 
attending  physicians  at  Belle vue  Hospital,  which  is  New  York  City's  largest  municipal  hospital 
where  over  400,000  patients  are  treated  each  year.  The  NYU/Bellevue  campus  provides  care  to 
the  largest  AIDS  and  TB  patient  populations  in  New  York  City,  NYU  physicians  also  staff  the 
Goldwater  Memorial  Hospital  ~  the  city's  largest  chronic  care  facility. 

The  NYUMC  complex  is  comprised  of  the  NYU  School  of  Medicine  and  Post-Graduate 
Medical  School,  Tisch  Hospital,  the  Rusk  Institute  of  Rehabilitation  Medicine,  and  the  Skirball 
Institute  of  Biomolecular  Medicine.  NYUMC  has  historically  been  recognized  for  its  leadership 
in  medical  research,  physician  education,  and  clinical  care  programs.  NYUMC  recently  made  an 
important  investment  to  expand  its  level  of  research  activity  and  to  become  a  biomedical  research 
institute  of  the  first  order  with  the  opening  of  the  Skirball  Institute  for  Biomolecular  Medicine. 
The  opening  of  the  Skirball  Institute  in  1993  signalled  a  new  era  of  purpose  and  institutional 
commitment  to  the  research-oriented  mission  for  NYUMC.  The  multidisciplinary  research 
programs  at  the  Skirball  Institute  will  support  basic  and  clinical  research  in  dreaded  diseases 
associated  with  inner-city  populations,  such  as  Acquired  Immunodeficiency  Syndrome  (AIDS), 
Tuberculosis  (TB),  and  breast  and  prostate  cancer. 

I  would  like  to  take  this  opportunity  to  highlight  a  few  of  the  exciting  technology 
initiatives  underway  and  under  development  at  NYUMC. 

I  am  proud  to  inform  members  of  this  Committee  that  largely  due  to  NYUMC's  efforts 
in  developing  the  Hippocrates  Project,  NYUMC  is  considered  to  be  one  of  the  nation's  leaders 
in  applying  computers  to  medical  education.  Established  in  1987,  the  Hippocrates  Project  is  a 
multi-disciplinary  effort  that  explores  the  ways  the  information  technology  can  augment  the 
learning  process.  The  twenty-first  century  education  and  work  environment  can  only  be  achieved 
through  the  integration  of  the  computer  and  modern  communications  technologies.  The 
Hippocrates  Project  is  NYUMC's  response  to  the  challenges  posed  to  medical  education  by  the 
increasingly  complex  database  of  medical  knowledge,  the  incorporation  of  sophisticated 
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technology  into  the  diagnosis  and  treatment  of  disease,  and  the  rapidly  changing  health  care 
climate. 

A  second  initiative  underway  is  the  Interactive  Health  Magazine.  This  project  enables 
individuals  with  access  to  the  World  Wide  Web  to  input  his/her  particular  symptoms  and  the 
magazine  responds  with  possible  diagnoses  and  a  list  of  available  treatment  options  and  resources. 

Another  exciting  technology  initiative  under  development  at  NYUMC  is  the 
Telecommunity  Initiative  which  will  attempt  to  create  an  integrated  primary  health  care  high- 
speed information  infrastructure  for  the  delivery  of  academic  and  clinical  information  at  the  point 
of  care.  The  project  will  combine  the  information,  clinical  and  human  resources  of  a  network 
of  primary  care  providers  encompassing  the  geographical  area  of  central  Manhattan,  and  north 
and  central  Brooklyn,  which  monitors  approximately  200,000  patient  visits  annually.  The 
Telecommunity  Initiative  partners  are  NYU,  including,  its  School  of  Education,  its  Medical 
Center,  the  Elmer  Holmes  Bobst  Library  and  the  Frederick  L.  Ehrman  Medical  Library,  as  well 
as  the  Brooklyn  Hospital  Center,  the  Williamsburg  Family  Health  Center,  the  Sunset  Park  Health 
Center,  the  Church  Avenue  Health  Center,  and  the  New  York  City  Public  School  307  school- 
based  clinic  of  Brooklyn.  NYU  has  the  resources  and  interests  to  expand  access  to  information 
necessary  for  practitioners,  teachers,  and  researchers  in  the  relatively  isolated,  clinically 
demanding,  graphically  and  culturally  diverse  primary  care  sites  which  are  participating  in  the 
Telecommunity  Initiative. 

The  Telecommunity  Initiative  partners  will  work  together  to  create  the  information 
infrastructure  necessary  to  support  a  public  health-focused  communication  link  to  inform 
clinicians,  identify  community  health  problems,  support  research,  enhance  continuity  of  care,  and 
promote  preventive  health  measures,  all  of  which  have  been  priorities  of  your  Subcommittee. 

NYUMC  faculty  are  also  developing  teleradiology  initiatives,  where  the  Internet  is  used 
to  transfer  radiology  images,  chest  x-rays,  and  ultrasounds  from  site  to  site.  Faculty  are  also 
working  to  transform  medical  education  and  create  the  medical  school  of  the  next  century  using 
the  latest  technological  advances,  such  as  the  use  of  virtual  reality  for  clinical  training  and  new 
educational  technologies  to  abbreviate  the  time  students  now  spend  in  the  classroom. 

NYUMC  supports  a  number  of  initiatives  for  advanced  computing  and  telecommunications 
contained  in  the  President's  Fiscal  Year  1997  budget.  Specifically,  NYUMC  shares  the 
President's  belief  that  we  must  ensure  that  in  our  efforts  to  develop  our  information  infrastructure 
and  technology  we  ensure  that  it  does  not  bypass  our  classrooms.  NYUMC  is  pleased  that  the 
President's  budget  recognizes  that  university-based  research  is  the  key  to  a  strong  future,  and 
accordingly,  proposes  $13  billion  for  university-based  research,  an  increase  of  $155  million  over 
1996.  Specifically,  NYUMC  supports  the  increase  in  educational  technology  programs  contained 
in  the  President's  budget. 

The  National  Library  of  Medicine  has  played  an  important  role  in  improving  health  care 
information  sharing  among  researchers,  clinicians  and  educators  through  implementation  of  the 
national  information  infrastructure  and  the  internet.  In  addition,  NLM  has  supported  projects  to 
evaluate  the  cost  effectiveness,  quality,  and  potential  to  increase  access,  of  telemedicine  networks. 
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NYUMC  supports  these  efforts,  and  is  pleased  that  the  President's  budget  recommends  an 
increase  for  NLM  over  FY96. 

The  Department  of  Education  funds  a  number  of  important  programs  that  seek  to  address 
problems  and  encourage  improvement  in  postsecondary  education  by  funding  innovative  projects. 
One  such  example  is  the  Fund  for  the  Improvement  of  Postsecondary  Education.  We  encourage 
Congress  to  continue  to  support  FIPSE  in  FY97.  The  Office  of  Educational  Research  and 
Improvement  also  funds  programs  that  seek  to  promote  excellence  in  teaching  through 
professional  development  programs,  as  well  as  to  develop  and  implement  educational  technology. 
Specifically,  NYUMC  urges  Congress  to  support  the  Technology  Literacy  Challenge  Fund,  the 
Star  Schools  Program,  the  Fund  for  the  Improvement  of  Education,  and  the  Eisenhower 
Professional  Development  program.  Each  of  these  programs  help  to  assist  our  students  in 
achieving  high  academic  standards. 

The  Office  of  Rural  Health  within  the  Health  Resources  and  Services  Administration 
(HRSA)  administers  a  number  of  grant  programs  that  attempt  to  improve  the  delivery  of  health 
services  to  populations  in  rural  and  underserved  areas  nationwide.  NYUMC  is  pleased  that  the 
President's  budget  recommends  $5.4  million  for  telemedicine  projects  administered  by  the  ORHP. 
NYUMC  also  supports  the  President's  budget  recommendation  which  proposes  FY97  funding  that 
would  enable  ORHP  to  provide  support  to  approximately  90  new  outreach  grant  awards  and  46 
continuations.  NYUMC  believes  that  this  program  has  been  successful  in  encouraging  the 
development  of  innovative  models  for  more  effective  integration  and  coordination  of  health 
services  in  rural  and  underserved  areas. 

All  of  the  initiatives  underway  and  under  development  at  NYUMC  described  above  offer 
the  promise  of  ensuring  that  we  continue  to  train  high  quality  physicians,  deliver  health  care 
services  more  efficiently,  and  increase  access  to  the  medically  underserved.  And  all  of  these 
initiatives  depend  upon  having  the  Federal  government  as  a  partner  to  achieve  their  ambitious 
goals.  NYUMC  looks  forward  to  continuing  to  work  with  members  of  this  Subcommittee  to 
ensure  that  we  work  together  to  deliver  the  benefits  that  these  initiatives  promise  to  millions  of 
individuals. 

NYUMC  has  presented  testimony  before  your  Subcommittee  in  the  past,  focusing  on  the 
importance  of  an  increased  Federal  investment  in  medical  research.  In  closing,  I  would  like  to 
repeat  that  important  message.  With  continued  strong  Federal  support  of  medical  research,  our 
researchers  will  be  able  to  capitalize  on  many  of  the  opportunities  that  exist  in  basic  and  clinical 
research  and  will  help  the  United  States  maintain  its  world-renowned  leadership  in  biomedical 
research.  NYUMC  urges  Congress  to  support  the  recommendation  of  the  Ad  Hoc  Group  for 
Biomedical  Research  which  advocates  a  6.5%,  or  $776  million  increase,  for  the  NIH  in  FY97. 

Thank  you,  Mr.  Chairman  and  members  of  the  Subcommittee,  for  allowing  me  the 
opportunity  to  submit  testimony  on  behalf  of  NYUMC. 
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Before  the 

HOUSE  SUBCOMMITTEE  ON  LABOR/HEALTH  AND  HUMAN  SERVICES/ 
EDUCATION  AND  RELATED  AGENCIES  APPROPRIATIONS 
FISCAL  YEAR  1997  APPROPRIATIONS 

TESTIMONY  OF 

Mary  Louise  Schweikert,  National  Association  of  Foster  Grandparent  Program  Directors 
Patricia  S.Renner,  National  Association  of  Retired  &  Senior  Volunteer  Program  Directors,  Inc. 
John  Pribyl,  National  Association  of  Senior  Companion  Project  Directors 
May  1996 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

We  represent  the  directors  and  local  sponsors  of  programs  which  provide  the  opportunity  for  nearly 
one  half  million  older  Americans  to  serve  their  neighbors  and  communities.  We're  talking  about  the 
programs  of  the  National  Senior  Service  Corps:  the  Foster  Grandparent  Program,  the  Senior 
Companion  Program,  and  the  Retired  and  Senior  Volunteer  Program,  which  are  authorized  by  the 
Domestic  Volunteer  Service  Act  and  administered  by  the  Corporation  for  National  and  Community 
Service. 

We  ask  that  the  subcommittee  approve  a  fiscal  year  1997  funding  level  of  $144,764  million  for  the 
three  programs  in  the  aggregate:  $72,812  million  for  the  Foster  Grandparent  Program  (FGP), 
$34,244  million  for  the  Senior  Companion  Program  (SCP),  and  $37,708  million  for  the  Retired 
and  Senior  Volunteer  Program  (RSVP).  These  funds,  representing  a  modest  increase  over  FY  1995 
funding  levels,  would  enable  these  programs  to  continue  to  provide  necessary  services  for  families  and 
communities  while  at  the  same  time  enriching  the  lives  of  the  country's  fastest  growing  natural 
resource:  its  seniors. 

While  we  enthusiastically  support  the  above  funding  levels  for  FGP,  SCP,  and  RSVP,  we  encourage 
the  subcommittee  to  consider  an  allocation  of  these  funds  in  fiscal  year  1997  which  differs  from  that 
proposed  by  the  Corporation  for  National  and  Community  Service  in  its  formal  Budget  Justification. 
Rather  than  funding  unspecified  special  initiatives,  as  the  Corporation  proposes,  we  believe  that  the 
1,250  National  Senior  Service  Corps  programs  nationwide  and  our  500,000  volunteers  would  be 
best  -served  by  allocating  the  funds  requested  in  the  manner  set  forth  below: 

♦  first,  in  accordance  with  the  Domestic  Volunteer  Service  Act  (DVSA),  one-third  of  the 
increase  over  1996  levels  would  be  used  to  fund  Programs  of  National  Significance  grants, 
which  allow  existing  Foster  Grandparent,  Senior  Companion,  and  RSVP  programs  to 
expand  the  number  of  volunteers  serving  in  areas  of  critical  need  as  identified  by  Congress  in 
the  DVSA. 

♦  second,  existing  Foster  Grandparent,  Senior  Companion,  and  RSVP  programs  would  be 
sustained  at  FY  1995  levels. 
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♦  third,  existing  FGP,  SCP,  and  RSVP  programs  would  receive  an  increase  of  at  least  2%  for 
support  costs  in  order  to  maintain  current  service  levels. 

♦  fourth,  any  remaining  funds  would  he  used  to  hegin  new  Foster  Grandparent,  Senior 
Companion,  or  RSVP  programs  in  geographic  areas  currently  unserved. 

We  helieve  this  four-point  funding  allocation  plan  maximizes  the  numher  of  additional  volunteers 
and  volunteer  service  hours  which  can  he  generated  for  each  federal  dollar  invested,  supports  existing 
programs  in  maintaining  their  volunteer  efforts,  and  allows  for  expansion  of  volunteer  efforts  in  areas 
of  highest  community  need  and  in  areas  currently  unserved  hy  FGP,  SCP,  and  RSVP.  We  ash  that 
language  he  included  in  the  committee  report  accompanying  the  FY  199?  funding  measure  which 
supports  and  specifies  the  above  allocation  priorities  for  funds  requested  for  FY  1997  and  directs 
the  Corporation  for  National  and  Community  Service  to  dishurse  funds  for  FY  199?  in  this 


With  federal  resources  under  increasing  pressure  as  Congress  moves  toward  a  halanced  hudget  over 
the  next  several  years,  it  is  critical  that  we  act  smart  with  tax  dollars  —  drawing  the  hest  return  on  our 
investments  in  Federal  programs.  FGP,  SCP,  and  RSVP  represent  the  hest  in  the  Federal 
partnership  with  local  communities,  with  federal  dollars  flowing  directly  to  local  sponsoring  agencies, 
which  in  turn  determine  how  the  funds  are  used.  Together,  these  three  programs  have  proven 
themselves  cost-effective  and  economical  in  leveraging  Federal  funds  to  secure  local  resources  toward 
underwriting  a  total  of  115  million  hours  of  service  annually  in  communities  across  the  country. 
The  evidence  supports  this  claim: 

♦  The  Foster  Grandparent  Program  FY  1995  hudget  of  $67.8  million  was  matched  with 
$31.2  million  in  cash  and  inhind  donations  from  states  and  local  communities  in  which 
Foster  Grandparents  volunteer.  This  represents  a  non-federal  match  of  46%  ~  well  over  the 
10%  local  match  required  hy  law. 

♦  The  Retired  and  Senior  Volunteer  Program  saw  its  FY  1995  Federal  hudget  of  $35.7 
million  matched  with  $38.8  million  in  contrihutions  hy  states  and  local  communities, 
demonstrating  hroad  support  for  RSVP  across  the  country.  This  represents  a  non-federal 
match  of  109%  --  well  over  the  30%  required  hy  law. 

♦  And,  the  Senior  Companion  Program,  with  a  Federal  appropriation  of  $31.2  million  in  FY 
1995,  was  supplemented  hy  $21.0  million  in  cash  and  inhind  contrihutions  from  states  and 
local  communities  in  which  Companions  volunteer.  This  represents  a  match  of  67%  —  far 
in  excess  of  the  10%  match  required  hy  law. 

Together,  FGP,  SCP,  and  RSVP  leverage  $91.1  million  in  community  support  —  an  impressive 
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$.68  for  every  federal  dollar  invested.  Obviously,  however,  llie  work  of  senior  volunteers  and  their 
sponsorship  through  the  programs  of  the  National  Senior  Service  Corps  means  much  more  than 
money.  The  programs  are  a  lifel  ine  to  communities  and  Americans  of  all  ages. 

In  1995,  23,100  Foster  Grandparent  volunteers  contributed  22  million  hours  of  service  through 
7,700  local  agencies,  working  with  children  and  teenagers  who  have  special  needs  as  well  as  their 
families.  At  $12.13  per  hour  ~  the  average  value  of  one  hour  of  volunteer  service  as  determined  by 
Independent  Sector  —  the  value  of  tliis  service  is  $267  million,  and  represents  a  4-fold  return  on  the 
federal  dollars  invested  in  FGP.  Every  year,  80,000  children,  teenagers,  and  their  families  are 
supported  by  the  services  of  Foster  Grandparents  through  300  programs  sponsored  and  managed  by 
local  non-profit  agencies  in  all  50  states,  the  District  of  Columbia,  Puerto  Rico,  and  the  Virgin 
Islands.  Over  14,000  Foster  Grandp  arents  serve  39,200  children  in  settings  connected  to  the 
health  care  system.  Foster  Grandparents  help  young  people  achieve  personal  independence  and  self- 
confidence  so  that  they  can  learn  to  overcome  their  problems  and  become  productive  members  of 
society.  They  also  help  fractured  families  to  heal  and  become  whole  again.  The  annual  federal  cost 
for  one  Foster  Grandparent  serving  20  hours  per  week  is  $3,600  —  less  than  $4.00  per  hour. 

In  1995,  RSVP  volunteers  provided  81  million  hours  of  service  in  a  variety  of  settings  throughout 
their  communities  across  the  country.  The  value  of  this  service  is  $982  million,  and  represents  a 
28-fold  return  on  the  federal  dollars  invested  in  RSVP.  The  total  cost  of  fielding  one  RSVP 
volunteer  is  less  than  $1.00  per  hour  of  service.  All  told,  455,000  RSVP  volunteers  serve  annually 
through  more  than  63,000  public  and  non-profit  community  agencies;  sixty-nine  percent  of  the 
volunteers  are  over  the  age  of  70.  Volunteers  serve  through  757  programs  sponsored  and  managed 
by  local  non-profit  agencies  in  all  50  slates,  the  District  of  Columbia,  Puerto  Rico,  and  the  Virgin 
Islands.  RSVP  volunteers  provide  services  that  utilize  their  own  talents  and  interests;  they  present 
their  communities  with  a  rich  array  of  options  for  addressing  the  full  spectrum  of  community  needs. 

In  1995,  Senior  Companion  volunteers  contributed  12  million  hours  of  service  to  their  frail  older 
clients  ~  giving  assistance  to  other  adults  with  physical,  menial,  or  emotional  impairments.  The 
value  of  this  service  is  over  $146  million,  and  represents  nearly  a  5-fold  return  on  the  federal  dollars 
invested  in  SCP.  In  one  year,  12,000  Senior  Companions  serve  more  than  37,000  clients, 
primarily  in  in-home  settings.  The  average  annual  cost  of  nursing  home  care  in  the  United  Stales 
exceeds  $30,000.  The  annual  federal  cost  for  one  Senior  Companion  serving  20  hours  per  week  is 
$3,800  -  less  than  $4.00  per  hour.  SCP  volunteers  serve  through  185  programs  sponsored  and 
managed  by  local  non-profit  agencies  in  all  50  states,  the  District  of  Columbia,  Puerto  Rico,  and  the 
Virgin  Islands.  Senior  Companions  help  frail  older  people  achieve  and  maintain  the  liighest  possible 
level  of  independent  living  and  avoid  institutionalization. 

We  would  be  remiss  were  we  not  to  touch  upon  the  significant  setbacks  which  have  resulted  from  the 
reduction  in  funding  levels  included  in  the  Fiscal  Year  1996  appropriations  process.  Even  a  cursory 
examination  of  the  attached  6-year  federal  funding  history  for  FGP,  SCP,  and  RSVP  reveals  a 
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history  of  minor  increases  when  compared  with  other  programs  under  the  subcommittee's  jurisdiction. 
In  contrihuting  to  deficit  reduction,  the  human  costs  incurred  hy  the  loss  of  senior  volunteer  services 
is  difficult  to  measure  in  dollars  and  cents  and  all-too-often  measured  in  human  misery  and  despair. 
Unfortunately,  we  cannot  do  justice  to  the  sethach  in  quantifying  the  losses  of  the  current  year  in  the 
following  manner: 

With  a  cut  of  over  8  percent  from  the  fiscal  year  1995  funding  level,  the  Foster  Grandparent 
Program  saw  the  elimination  of  nearly  2,000  Foster  Grandparent  positions  —  the  loss  of  nearly  1.5 
million  hours  of  service  to  communities  nationwide.  These  Foster  Grandparent  volunteers  would 
have  served  over  7,600  infants,  children,  and  youth  with  a  variety  of  disabilities  or  who  were  abused 
or  neglected,  in  trouble  with  the  law  or  otherwise  in  need  of  person  to  person  services  from  a  caring 
older  person.  This  1996  funding  level  reduced  support  for  FGP  to  pre- 1991  levels. 

With  a  cut  of  more  than  2  percent  from  the  fiscal  year  1995  funding  level,  the  Retired  and  Senior 
Volunteer  Program,  saw  the  elimination  of  the  equivalent  of  55  projects  serving  over  4,400  local 
agencies  and  organizations  in  over  100  counties  located  in  all  States.  This  amounts  to  the 
elimination  of  more  than  13,500  RSVP  positions,  and  the  loss  of  2.8  million  hours  of  volunteer 


The  modest  cut  in  the  Senior  Companion  Program  resulted  in  reductions  in  the  amount  of  technical 
assistance  and  outreach  necessary  to  call  other  older  Americans  to  service  in  support  of  their 
neighbors  and  communities. 

Enhanced  investment  in  senior  volunteerism  now  will  pay  off  in  the  short  and  long  term  —  savings 
realized  by  the  value  of  service  rendered  to  communities  across  America  by  senior  volunteers;  savings 
realized  as  additional  avenues  are  provided  for  older  Americans  to  be  involved  in  meaningful  service 
opportunities;  and  savings  realized  as  that  involvement  keeps  older  people  healthy  and  independent. 
Our  goal  is  to  strengthen  the  Foster  Grandparent  Program,  the  Senior  Companion  Program,  and 
the  Retired  and  Senior  Volunteer  Program  so  that  they  can  provide  the  opportunity  for  one  million 
Americans  to  serve  by  the  turn  of  the  century.  Please  help  us  to  tap  the  nation's  fastest  growing 
natural  resource  —  our  seniors  —  by  supporting  a  total  FY  1997  appropriation  of  $144,764  for  the 
programs  of  the  National  Senior  Service  Corps:  $72,812  million  for  the  Foster  Grandparent 
Program;  $34,244  million  for  the  Senior  Companion  Program;  and  $37,708  million  for  the 
Retired  and  Senior  Volunteer  Program. 


Thank 


you. 
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STATEMENT  FOR  THE  RECORD  BY  JUDY  BASSO,  (7353  LANDAU  DR, 
BLOOM  INGTON ,  MN  55438,  612-943-2769)  TO  THE  HOUSE 
APPROPRIATIONS  SUBCOMMITTEE,  LABOR,  HEALTH  &  HUMAN 
SERVICES,  EDUCATION  AND  RELATED  AGENCIES 


Subject:    Chronic  Fatigue  Syndrome  April  29.  1996 

Mr.  Chairman, 

I  am  writing  this  testimony  for  the  record  because  I  urge  an  increase  in  federal 
funding  for  research  about  Chronic  Fatigue  Syndrome,  or  CFS.  I  became  ill  in 
November,  1983.  I  was  diagnosed  almost  two  years  later  and  have  been  unable  to 
work  since  1984. 

My  story  is  typical  in  many  ways.  In  my  healthy  years,  I  taught  junior  high  math 
full  time.  I  was  active  in  professional,  community  and  social  organizations,  holding 
several  leadership  positions.  I  ran  40  miles  a  week,  played  power  volleyball, 
racquetball  and  golf.  I  was  an  avid  cross-country  skier  and  loved  to  bike.  Although 
I  enjoyed  teaching,  I  desired  new  challenges  and  had  been  working  toward  a  career 
change  by  preparing  to  take  the  CPA  exam. 

Life  as  I  knew  it  changed  overnight.  At  the  age  of  36, 1  contracted  acute  infectious 
mononucleosis.  After  a  month  of  resting,  I  felt  better.  With  the  encouragement  of 
my  family  physician,  I  returned  to  work.  I  found  out  quickly  that  I  was  not  well. 
Trying  to  stay  on  the  job,  i  depleted  ten  years  of  accumulated  sick  days.  Ultimately, 
my  health  forced  me  to  I  stop  working.  Without  a  documentable  illness,  I  faced 
being  terminated  from  my  job.  Finally,  a  doctor  knowledgeable  about  CFS 
diagnosed  my  condition  and  supported  a  medical  leave  of  absence.  Almost  13  years 
later,  I  am  still  not  well  enough  to  return  to  work,  even  on  a  part-time  basis. 

This  illness  has  impacted  every  aspect  of  my  life.  I  am  too  ill  to  do  many  common 
activities  of  daily  life  on  a  regular  basis.  Although  I  am  on  a  limited  income  from 
disability  benefits,  I  must  pay  the  commercial  rate  for  many  necessities,  such  as 
grocery  delivery,  housecleaning  service  and  routine  home  repair  jobs.  I  cannot  do 
these  tasks  myself.  To  minimize  the  high  cost,  I  often  wait  longer  than  I  should 
before  hiring  someone.  I  believed  being  well-educated  would  ensure  some  degree 
of  financial  security.  CFS  has  robbed  me  of  both  that  and  my  independence. 

My  active  social  life  has  stopped.  I  can  no  longer  participate  in  sports  and  other  fun- 
filled  events.  Many  relationships  important  to  me  have  dissolved  because  a  once- 
common  bond  no  longer  exists.  My  contact  with  others  most  commonly  occurs 
during  phone  conversations  from  my  bed  or  the  couch.  Seeing  a  movie  with  a 
friend  or  spending  an  evening  at  a  restaurant  will  exhaust  me.  Even  with  the  best  of 
planning,  I  cannot  predict  in  advance  if  I  will  be  able  to  attend  social  gatherings. 
Enjoying  outings  is  virtually  impossible  because  I  feel  so  sick  during  them. 
Additionally,  even  minimal  activity  generally  worsens  my  symptoms  for  the  next 
few  days  or  weeks. 

I  feel  fortunate  to  be  among  the  people  with  CFS  who  have  participated  in  research 
programs  at  the  National  Institutes  of  Health.  Knowing  that  NIH  has  a  world-wide 
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reputation  for  gold-standard  research,  I  persisted  in  applying  to  the  CFS  program 
here  until  they  were  enrolling  people  with  well-documented  acute  mono  at  the 
onset,  which  is  my  case  history.  I  have  taken  part  in  numerous  studies  and  feel 
there  have  been  many  rewards  for  my  participation. 

The  first  clear  benefit  I  experienced  was  validation  of  the  illness;  the  money  targeted 
to  CFS  research  meant  the  government  knew  it  was  a  serious  condition.  People  in 
my  life  who  questioned  the  reality  of  this  invisible,  poorly  understood  illness  started 
to  change  their  attitude.  In  addition,  connecting  with  knowledgeable  researchers 
provided  me  an  excellent  opportunity  for  personal  education.  The  interest  and 
dedication  of  the  scientists  instilled  hope  that  better  days  are  ahead.  Social  workers, 
occupational  or  physical  therapists  and  other  health  professionals  involved  in  the 
program  provided  me  valuable  guidance  concerning  quality  of  life.  Although  my 
participation  has  not  yet  benefitted  me  directly  with  improved  health,  I  feel  good 
about  doing  something  constructive  to  advance  science  and  help  others  with  CFS. 

I  am  also  the  president  of  the  Chronic  Fatigue  Syndrome  Association  of  Minnesota. 
Despite  the  severe  limitations  I  endure  due  to  my  illness,  I  am  determined  to  help 
other  patients  by  volunteering  my  precious  energy  to  this  important  cause.  Much  of 
my  volunteer  work  is  accomplished  by  phone  while  I  rest  on  the  couch.  It  is 
important  to  me  to  make  a  contribution  to  society  no  matter  how  great  the  sacrifice  in 
terms  of  my  health.  Volunteering  is  also  a  valuable  coping  strategy  to  deal  with  the 
losses  in  my  life  due  to  CFS. 

I  also  am  honored  to  be  the  sole  patient  consultant  to  the  Department  of  Health  and 
Human  Services  Interagency  Coordinating  Committee  for  CFS.  Participation  on 
this  committee  has  given  me  a  renewed  appreciation  for  the  dedicated  efforts  by 
federal  government  employees  to  combat  CFS. 

As  you  know,  a  great  deal  of  progress  has  been  made  by  the  efforts  at  NIH  and  the 
Centers  for  Disease  Control  and  Prevention.  In  1985,  publication  of  a  NIH  study 
by  Dr.  Stephen  Straus  helped  to  bring  this  illness  to  the  attention  of  physicians.  In 
1988,  the  first  official  case  definition  of  CFS  was  published  under  the  direction  of 
the  CDC  moving  scientists  forward  in  the  effort  to  better  identify  cases.  Solid 
scientific  studies  from  these  agencies  have  lessened  the  skepticism  of  some  in  the 
medical  community.  Patient  education  and  public  understanding  of  CFS  has  been 
enhanced  through  the  distribution  of  reliable  literature  by  federal  government 
agencies.  I  speak  for  many  others  when  I  say  that  we  are  extremely  grateful  for 
these  accomplishments. 

However,  tremendous  frustration  is  felt  by  patients  and  physicians  because  relatively 
little  is  understood  about  CFS.  Moreover,  misinformation  is  widely  disseminated. 
Recently  unfounded  claims  that  CFS  is  a  contagious  brain  disorder,  that  the 
government  believes  it  is  a  psychological  illness,  is  not  appropriately  responding  and 
is  covering  up  an  epidemic,  have  appeared  in  the  media.  This  has  caused  great 
distress  to  patients  and  their  families. 

Some  individuals  in  the  general  public  believe  this  outrageous  information.  They 
have  further  isolated  people  with  CFS  based  on  inappropriate  fear.  Until  causative 
agent  or  agents,  mode  of  transmission,  those  likely  to  be  at  risk,  genetic 
predisposition  and  other  factors  are  identified,  I  believe  this  situation  will  continue. 
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I  feel  compelled  to  testify  so  that  the  valuable  work  of  qualified  scientists  can 
continue  and  be  expanded. 

The  amount  of  research  funding  by  the  government  must  be  increased  so  basic 
questions  about  CFS  can  be  answered  and  a  diagnostic  test  or  marker,  effective 
treatments  and  a  cure  can  be  found  The  suffering,  serious  losses  to  society  and 
economic  drain  caused  by  this  disabling  condition  must  be  eradicated  as  soon  as 
possible.  On  behalf  of  the  people  with  CFS  in  Minnesota  and  across  the  nation,  I 
urge  a  heightened  response  to  these  needs  by  a  greater  allocation  of  federal  dollars. 

Please  extend  my  thank  you  to  each  member  of  the  Committee  for  an  ongoing 
commitment  to  improving  the  lives  of  people  affected  by  CFS. 
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Statement 
of  the 

AMERICAN  PUBLIC  POWER  ASSOCIATION 

Submitted  to 

COMMITTEE  ON  APPROPRIATIONS, 
SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN  SERVICES,  AND 

EDUCATION 
U.  S.  HOUSE  OF  REPRESENTATIVES 

May  2,  1996 

The  American  Public  Power  Association  (APPA)  is  the  service  organization 
representing  the  interests  of  the  more  than  2,000  municipal  and  other  state  and 
locally  owned  utilities  throughout  the  United  States.  Collectively,  public  power 
utilities  deliver  electric  energy  to  one  of  every  seven  U.S.  electric  consumers  (about 
35  million  people)  serving  some  of  the  nation's  largest  cities.  The  majority  of 
APPA's  member  systems  are  located  in  small  and  medium-sized  communities  in 
every  state  except  Hawaii. 

APPA  member  systems  appreciate  the  particularly  difficult  task  faced  by  this 
Subcommittee  as  it  moves  forward  on  FY  1997  appropriations.  We  recognize  that 
reduced  allocations  as  well  as  the  lengthy  negotiations  over  FY  1 996  appropriations 
have  complicated  your  work.  We  appreciate  the  opportunity  to  submit  this 
statement  concerning  appropriations  for  one  of  the  programs  under  this 
Subcommittee's  jurisdiction,  the  Low  Income  Home  Energy  Assistance  Program 
(LIHEAP). 

APPA  fully  supports  the  Administration's  FY  1997  budget  request  of  $1  billion  for 
LIHEAP.  We  also  support  the  request  for  $300,000  in  emergency  funds  in  FY 
1997,  and  $1  billion  in  advanced  funding  for  FY  1998.  Because  the  majority  of 
LIHEAP  monies  is  needed  during  a  short  period  of  time  in  the  winter  months, 
advanced  funding  for  LIHEAP  is  critical  in  enabling  states  to  effectively  plan  for 
and  administer  the  program.  We  believe  the  failure  to  include  FY  1997  advanced 
funding  in  the  FY  1996  omnibus  appropriations  bill  (H.R.  3019)  is  regrettable. 
Had  no  FY  1996  advanced  funding  been  provided,  the  recendy  concluded 
spending  debate  could  have  left  a  void  in  appropriations  for  this  important 
program  during  the  current  fiscal  year. 

An  estimated  5.6  million  households  participated  in  LIHEAP  in  FY  1993,  according 
to  the  most  recent  data  available  from  the  Department  of  Health  and  Human 
Services  (HHS).  The  mean  household  income  level  for  recipients  was  $8,257  with 
the  majority  being  senior  citizens  or  single  parents.  The  average  grant  per 
household  was  $201.  The  severity  of  this  past  winter  as  well  as  the  tragic  loss  of  lives 
experienced  during  the  heat  wave  of  last  summer  are  grim  reminders  that  LIHEAP 
is  still  an  important  lifeline  to  millions  of  low-income  families.  We  believe  failure  to 
adequately  fund  LIHEAP  would  not  only  undermine  a  social  program  but  also 
would  put  millions  of  disadvantaged  households  —  especially  those  with  small 
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children  ~  at  risk.  The  sad  fact  remains  that  many  low-income  households  are 
forced  to  choose  between  putting  food  on  the  table  or  heating  or  cooling  their 
homes. 

Many  reasons  are  given  each  year  in  an  effort  to  rationalize  cuts  in  LIHEAP 
funding.  One  used  repeatedly  is  the  argument  that  residential  energy  costs  have 
decreased,  therefore  LIHEAP  is  no  longer  the  critical  program  it  was  in  the  1970's 
and  early  1980's.  While  some  sources  of  energy  such  as  fuel  oil  may  have  declined 
modestly,  low-income  customers  continue  to  pay  a  larger  percentage  of  their 
household  incomes  for  energy.  Average  home  heating  expenditures  for  all 
households  were  about  $406  for  FY  1993,  up  seven  percent  from  $378  in  FY  1992. 
The  increase  largely  was  the  result  of  the  colder  winter  weather.  Average  home 
heating  expenditures  for  low  income  households  rose  from  $340  in  FY  1992  to 
$364  in  FY  1993,  a  seven  percent  increase.  LIHEAP  recipient  households  spent  an 
average  of  $412,  up  seven  percent  from  $386  in  FY  1992.  Heme  heating 
expenditures  represented  2.2  percent  more  for  low  income  households  (about  3.3 
percent)  than  for  ail  households  (about  1.1  percent). 

Some  also  have  the  mistaken  perception  that  LIHEAP  is  a  "corporate  welfare" 
program  designed  to  "subsidize"  utility  companies.  This  is  not  true.  The 
consumer,  not  the  utility,  is  the  actual  recipient  of  LIHEAP  benefits.  In  most 
instances,  this  assistance  is  critical  in  maintaining  a  safe  living  environment  for 
recipients.  When  there  are  cuts  in  funding,  low-income  households  and  entire 
communities  face  tragedies  such  as  the  one  in  Chicago  last  summer — increased  risk 
of  health  problems,  fires,  homelessness  and  even  death. 

Some  in  Congress  have  commenced  that  utilities  should  assume  the  burden  of 
energy  assistance  for  low-income  customers  as  a  cost  of  doing  business.  Public 
power  systems  across  the  country  already  support  a  variety  of  programs  providing 
help  to  their  low- income  and  fixed-income  customers.  A  recent  survey  conducted 
by  the  National  Fuel  Funds  Network  (NFFN)  shows  that  publicly-owned  utilities 
raised  14  to  26  cents  more  per  customer  than  other  utilities  in  their  efforts  to  assist 
low-income  and  needy  customers  in  paying  their  bills.  Many  public  power  systems 
provide  special  rates  for  low-income  households  and  some  have  begun  residential 
conservation  and  demand  side  management  programs  designed  to  reduce  energy 
consumption.  In  addition,  activity  has  begun  at  both  the  state  and  federal  levels 
concerning  electric  industry  restructuring.  There  are  risks  that  bills  for  residential 
customers,  and  especially  the  low-income,  will  increase  if  retail  markets  are  opened 
to  competition.  An  ever  larger  number  of  households  may  be  unable  to  obtain  any 
electricity  at  all.  The  need  for  full  funding  of  LIHEAP  remains  critical  in  ensuring 
that  all  those  in  need  of  energy  assistance  receive  help. 

APPA  believes  LIHE1AP  is  an  outstanding  example  of  a  successful  state-operated 
program.  The  requirements  imposed  by  the  federal  government  are  minimal  and 
most  important  decisions  are  left  to  the  grantees.  The  beneficiaries  of  the  program, 
however,  are  limited  by  federal  law  to  those  with  incomes  of  150  percent  of  the 
federal  poverty  guidelines  or  60  percent  of  the  state  median  income  with  benefits 
targeted  to  the  most  needy  in  society.  The  National  Governors'  Association  (NGA), 
at  its  recent  meeting,  unanimously  reiterated  its  support  for  LIHEAP  as  a  program 
that  has  proven  to  work  well  without  fraud  or  abuse. 
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APPA  urges  this  Subcommittee's  favorable  consideration  of  the  Administration's 
budget  request  for  LIHEAP.  Again,  thank  you  for  this  opportunity  to  present  our 
views. 
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Indian  and  Native  American 
Employment  and  Training  Coalition 


Statement  on  the  Fiscal  Year  1997  Budget  Request 
For  Indian  and  Native  American  JTPA  Programs 


Overview: 

The  Native  American  programs  authorized  under  the  Job  Training 
Partnership  Act  are  the  main  source  of  support  for  employment  and  training 
services  provided  to  the  most  seriously  disadvantaged  segment  of  the  American 
work  force  -  Indian,  Alaska  Native  and  Native  Hawaiian  workers. 

Native  American  workers  benefit  from  two  special  provisions  in  JTPA.  The 
Native  American  program  under  Section  401  of  Title  IV  provides  comprehensive 
employment  and  training  services  for  youth  and  adults  on  a  year-round  basis  in 
all  portions  of  the  country  -  on  and  off-reservation. 

A  special  portion  of  the  funds  for  the  JTPA  Summer  Youth  program  makes 
these  services  available  to  Native  youth  in  reservation  areas,  Oklahoma,  Alaska 
and  Hawaii. 

The  Indian  and  Native  American  Employment  and  Training  Coalition 
recommends  that  not  less  than  $65  million  be  provided  for  the  Title  IV, 
Section  401  JTPA  program  in  the  Fiscal  Year  1997  appropriation  bill  for  the 
Departments  of  Labor,  Health  and  Human  Services  and  Education.  The 
Coalition  also  recommends  that  the  full  amount  of  the  Administration 
request  be  provided  for  the  Title  II-B  Summer  Youth  program  in  the 
summer  of  1997.  This  level  would  make  $15.8  million  available  for  the 
tribal  portion  of  the  Summer  program. 

Indian  Programs  under  JTPA: 

Native  American  youth  and  adults  in  all  parts  of  the  country  are  currently 
served  under  the  special  program  authorized  in  Section  401  of  Title  IV  of  JTPA 
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The  program  reaches  over  24,000  unemployed,  underemployed  or 
economically  disadvantaged  Indian,  Alaska  Native  and  Native  Hawaiian  workers. 
The  service  provider  network  includes  189  Indian  tribal  governments,  inter-tribal 
consortia,  off-reservation  Indian,  Alaska  Native  and  Native  Hawaiian 
organizations. 

Grantees  provide  a  wide  range  of  services.  These  include  remedial 
education,  occupational  training,  work  experience  and  a  variety  of  training- 
related  services. 

Despite  persistently  high  levels  of  joblessness  -  80%  and  more  on  some 
reservations  -  over  50%  of  those  terminating  from  the  program  found  jobs  in 
JTPA  Program  Year  1994,  the  latest  for  which  data  is  available.  Over  82%  of 
those  terminating  from  the  program  either  found  jobs  or  successfully  upgraded 
their  education  and  work  skills.  This  "positive  termination"  measure  of  program 
success  is  the  more  meaningful  one  for  the  Indian  program;  increasing  skill 
levels  and  work  history  over  time  is  the  program's  most  important  goal. 

In  addition  to  the  Indian  Section  401  program,  Indian  grantees  serving 
reservation  areas,  Oklahoma,  Alaska  and  Hawaii  receive  a  portion  of  the  total 
amount  of  funds  appropriated  for  the  Summer  Youth  program  under  Title  n-B 
of  JTPA.  This  set-aside,  authorized  by  Section  252(a)  of  the  Act,  amounts  to 
slightly  over  1.8%  of  all  Title  II-B  funds  available. 

Although  small,  the  program  is  extremely  important  to  the  approximately 
11,000  economically  disadvantaged  youth  normally  served  in  reservation  and 
other  Native  communities.  It  is  frequently  the  first  experience  these  young 
people  have  in  getting  a  job  and  understanding  what  a  pay  check  is  all  about. 
The  program  provides  virtually  the  only  employment  opportunities  available  to 
Native  youth  in  these  areas. 


Funding  Trends  and  the  Administration's  Request: 

Funding  for  employment  and  training  services  for  Indian  youth  and  adults 
has  declined  precipitously  over  the  years.  The  Administration's  FY  97  request  of 
$50.0  million  for  the  Section  401  program  would  continue  this  decline. 

The  funding  trends  are  summarized  on  the  following  table. 
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Funding  Trends:  Indian  J  TP  A  Programs 


Program 

I  

FY  95 
Pre-Resc. 

FY  95 
Post-Resc. 

FY  96 
Actual 

FY  97 
Request 

(amounts  in  millions) 

1  Sec.  401  Native 
j  American  Program 

$  64.1 

$  59.8 

$  52.2 

$  50.0 

Program 

Summer  94 

Summer  95 

Summer  96 

Summer  97 

Request 

(amounts  in  millions) 

Tribal  Share, 

Summer  Youth 
Program 
1  (Title  n-B) 

$  15.9 

I  15.8 

$  11.4 

1  15.8 

The  table  shows  that  the  resources  available  for  the  Section  401  program 
have  already  shrunk  by  18%  between  the  level  originally  appropriated  for  FY  95 
and  the  amount  now  being  released  for  FY  96. 

To  make  matters  worse,  inflation  has  taken  a  massive  toll  on  Indian 
Section  401 JTPA  funding.  Between  the  end  of  CETA  in  FY  83  and  FY  96,  the 
total  amount  of  funds  available  for  this  program  has  dropped  by  half  in  constant 
dollar  terms. 

The  combination  of  these  circumstances  has  placed  Indian  JTPA  grantees 
in  a  cruel  vise.  Many  more  people  need  services,  frequently  much  more 
expensive  services,  while  at  the  same  time  the  resources  dwindle.  The  result  is 
that  fewer  people  get  served  despite  the  growing  need.  Participant  levels  in  the 
Section  401  program  have  declined  over  the  last  four  years,  with  much  steeper 
declines  expected  as  the  reduced  FY  95  and  96  levels  take  effect. 

Although  it  is  asking  for  hundreds  of  millions  for  new  job  training 
initiatives,  the  Administration  has  declined  to  seek  any  restoration  of  the  funding 
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for  the  basic  program  serving  Native  workers.  In  fact,  the  Administration's 
request  would  cut  $2.5  million  from  the  already  drastically  reduced  FY  96  level. 

Even  if  the  Administration  were  to  make  resources  available  to  tribes  and 
off-reservation  Native  American  grantees  from  the  money  it  is  requesting  for  new 
initiatives,  such  as  the  "Opportunity  Areas  for  Out-of-School  Youth"  program,  this 
does  not  compensate  for  the  cut  in  the  Section  401  account.  Any  funding  from 
discretionary  initiatives  would  be  available  on  a  competitive  basis;  most  Native 
youth  and  most  grantees  would  receive  no  benefit  from  it. 

This  is  not  to  argue  that  such  discretionary  funding  should  not  be 
available;  it  certainly  should.  Rather,  it  is  to  point  out  that  this  would  not  make 
up  for  the  serious  reduction  in  basic  job  training  funds  which  would  result  if  the 
Congress  were  to  approve  the  Administration's  request  for  FY  97. 

With  respect  to  the  tribal  Summer  Youth  Program,  the  total  appropriation 
level  has  provided  between  $15.4  and  $15.9  million  over  the  last  several  years. 
Even  at  that  level,  the  amount  is  seriously  inadequate  to  meet  the  need.  Many 
tribes  have  long  waiting  lists  of  youth  who  want  to  participate  but  can't  because 
of  inadequate  funding. 

The  agreement  on  HR  3019,  the  omnibus  appropriations  bill  covering 
DOL  and  other  programs  through  the  end  of  FY  96,  has  just  provided  $11.4 
million  for  tribal  Summer  Youth  activities.  This  represents  a  cut  of  28%  from  last 
summer's  level.  This  will  have  very  serious  consequences  in  reservation  areas 
where  there  are  almost  no  other  opportunities  for  youth  to  make  a  successful 
transition  into  the  work  force. 

Funding  for  Native  youth  in  reservation  areas  and  Alaska  and  Hawaiian 
Native  communities  must  continue  if  there  is  to  be  a  productive  work  force  in 
the  future. 


May  6,  1996 
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WRITTEN  TESTIMONY  SUBMITTED  TO  U.S.  HOUSE  OF 
REPRESENTATIVES  SUBCOMMITTEE  ON  LABOR,  HEALTH  AND  HUMAN 
SERVICES,  AND  EDUCATION  BY  THE  CHAIRMAN  OF  THE 
USPHS/INDIAN  HEALTH  SERVICE  HEALTH  ADVISORY  BOARD  AT 
LAWTON.  OKLAHOMA:  REQUEST  FOR  SPECIAL  APPROPRIATION 
EARMARKED  for  a  REPLACEMENT  FACILITY.  STAFFING.  EQUITABLE 
FUNDING 

This  written  testimony  is  submitted  to  the  U.S.  House  of 
Representatives  Subcommitte  on  Labor,  Health  and  Human  Services,  and 
Education  for  your  consideration  of  a  Special  Appropriation  to  be 
earmarked  for  a  replacement  facility  (REQUEST  #1)  at  an  Indian  Health 
Service  (IHS)  operated  Service  Unit  at  Lawton,  Oklahoma.  The  facility 
was  constructed  in  1967  and  was  considered  be  state  of  the  art. 
However,  externa!  and  internal  forces  have  impacted  the  Service  Unit 
facility  and  its  operation  to  the  extent  that  its  1996  operation  is  stifled  by 
an  inadequate  facility  whose  useful  life  is  now  in  question. 

REQUEST  #1:  The  Lawton  Service  Unit  as  mentioned  above 
was  a  state  of  the  art  facility  in  1967  which  provided  service  around  the 
Indian  Health  Service's  model  system  of  "Community  Health".  Throughout 
subsequent  years  of  operation,  an  ever  increasing  eligible  user 
population  and  inadequate  appropriations  have  placed  such  demands 
upon  the  system  that  serious  gaps  in  service  delivery  have  been  created. 
Although  system-wide  improvements  exist,  pockets  of  inadequacies 
prevail  even  within  the  eleven  [11]  IHS  Areas.  Such  inadequacies  exists  at 
the  Lawton  Service  Unit  due  to  an  integrated  need  for  a  suitable  facility  to 
enhance  the  service  delivery.  Compounding  the  existing  situation  is  the 
necessary  but  problematic  activity  of  referrals  and  deferrals  by  contract 
health  service  to  private  providers  due  to  unsuitable  facilities  for  surgery, 
recovery,  ob/gyn,  cardiac  care  unit,  and  an  intensive  care  unit.  Bear  in 
mind  that  referrals  to  non-IHS  providers  represent  a  loss  of  revenue  to  the 
Service  Unit  and  the  deferrals  document  a  gap  in  services  available  that 
seriously  impacts  the  health  status  of  our  people.  Example,  the  deferrals 
are  those  categorized  as  denied  for  "lack  of  funds";  however,  IHS  Medical 
Priorities  policy  direction  is  "If  the  care  required  is  not  within  medical 
priorities,  and  the  patient  is  otherwise  eligible  for  CHS,  the  denial  letter 
shall  explain  that  payment  for  care  is  denied  because  it  is  not  within 
medical  priorities".  Eligible  patients  receiving  CHS  are  within  Category  I 
priority  while  those  patients  within  Category  II,  III,  IV,  and  V  receive  a 
letter  of  denial.  From  the  Lawton  Service  Unit  is  a  CONTRACT  HEALTH 
SERVICE:  ACCRUED  DEFERRED  SERVICES  REPORT  -  FISCAL  YEAR 
1995.  May  9,  1996  that  reveals  by  category  the  deferred  services  that 
were  not  provided  due  to  lack  of  funds.  The  are:  PREVENTIVE  at  $1 1 ,400; 
ACUTE  AND  CHRONIC  PRIMARY  AND  SECONDARY  CARE  at  $312,350; 
CORONARY  BYPASS  &  VASCULAR  SURGERY  at  $280,000;  and  OTHER  AT 
$80,380  for  total  of  $684,1 30. 


2007 


Written  Testimony  to  U.S.  House  of  Representatives 
Page  Two  (2) 

Considering  the  Lawton  Service  Unit's  urgent  financial  needs 
mentioned  above,  existing  within  the  the  Service  Unit's  administrative 
operation  is  the  continuing  need  for  an  allocation(s)  sufficient  to  provide 
for  the  optimal  operational  level.  According  to  their  report,  IHS  Direct 
Program  Additional  Equipment  Requirements  for  patient  costs, 
housekeeping,  automated  data  processing,  and  office  cost  continue  as  an 
unmet  need.  We  respectfully  request  an  amount  equal  to  their  identified 
financial  need  of  $441,668.  Due  to  the  personnel  salary  and  wage 
requirement  of  a  mandatory  increase  for  a  cost  of  iiving  allowance 
(COLA),  we  also  respectfully  request  $810,000  which  is  9%  of  9  million 
salary  and  wages  for  Lawton  Service  Unit  employees. 

ISSUES:      (1)  Age  of  facility  is  nearing  thirty  [30]  years,  (2) 
Service  Unit  has  had  added  systems  and  systems  have  been  rebuilt,  (3) 
Late  1980's,  Lawton  was  in  top  five  [5]  on  IHS  Facilities  Priority  Ranking, 
but  mysteriously  disappeared  from  the  Ranking  for  construction  of  a 
replacement  facility,  (4)  One  examination  room  per  provider  while  similar 
facilities  have  three  [3]  examination  rooms  per  provider,  (5)  Providers  of 
pediatric  services  have  extremely  inadequate  space,  (6)  Hospital  needs 
an  Intensive  Care  Unit  [ICU]  and  Cardiac  Care  Unit  [CCU],  and  (7)  Need 
for  suitable  OB/GYN  &  surgical  services. 

TOTAL  FOR  REQUEST#  1 :  The  Health  Advisory  Board  respect- 
fully seeks  a  replacement  facility  that  is  a  1999  nomenclature  hospital  and 
a  2001  staffing  profile  which  are  imperative  to  fulfill  and  continue  the 
mission  of  the  IHS  which  is  "to  elevate  the  health  status  of  Indians  to  the 
highest  possible  level",  therefore  our  request  for  construction  is  an 
amount  of  $22.000.000.00  (+/-  3  mil)  and  $3.000.000.00  for  equipment. 
And  for  current  Lawton  Service  Unit  needs  we  respectfully  request 
$441 .668  for  additional  equipment  and  $810.000  for  employees 
mandatory  cost  of  living  allowance  (COLA). 

REQUEST  #2:  Seeking  a  comprehensive  heaith  care  center  is 
paramount  to  providing  a  health  care  delivery  system  which  "will  be  as 
good  as  or  better  than  other  system".  This  request  is  part  and  parcel  to 
the  Indian  Health  Service's  "Community  Health"  approach.  Having  a 
replacement  facility  (1999  nomenclature  hospital)  with  a  2001  staffing 
profile,  the  Health  Advisory  Board  is  mindful  of  the  moral  and  legal 
obligation  of  the  Federal  Government  "to  provide  health  care  to  American 
Indians  and  Alaska  Natives  based  upon  numerous  treaties  signed 
between  the  U.S.  and  tribes  which  specifically  provide  for  such  health 
care  services"  as  regulated  by  Congress  through  commerce  with  tribes 
as  stated  in  the  U.S.  Constitution. 

A  2001  staffing  profile  assures  quality  health  care  to  the  users  of 
our  Service  Unit  and  would  thrust  the  IHS  operated  service  unit  to  the 
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level  of  a  comprehensive  health  care  center  that  incorporates  "cultural 
sensitivity"  within  the  delivery  system. 

Requesting  a  new  staffing  profile  enhances  the  Service  Unit's 
health  care  delivery  system  by  providing  inpatient  care,  routine  and 
emergency  ambulatory  care,  and  support  services  including  laboratory, 
pharmacy,  nutrition,  and  health  education,  secondary  medical  care, 
specialized  medical  services,  rehabilitative  care,  and  continued  utilization 
of  providers  and  services  under  contract. 

The  need  for  a  new  staffing  profile  in  the  pharmacy  unit  at  the 
Service  Unit  is  an  example  of  one  of  the  major  problems  existing  in  the 
Oklahoma  City  Area.  Specifically,  the  Area  Office  has  access  and  does 
retrieve  essential  data  on  the  workload  for  each  IHS  facility.  Ideally,  data 
on  each  pharmacy's  workload  is  translated  into  full-time  equivalencies 
(FTE);  however,  the  ideal  situation  does  not  exist.  Oklahoma  City  Area 
Office  has  failed  to  recognize  or  chooses  not  to  recognize  that  our  full 
service  hospital  never  received  an  equitable  allocation  of  FTE's  and 
funding  in  the  pharmacy  unit  since  the  opening  of  our  hospital  in  1 967. 

Data  reflecting  site,  patient  population,  drug  budget,  staff,  scripts 
per  year,  and  translation  of  the  data  to  yearly  facts  follows: 
Lawton       patient  population  32,000 

drug  budget  $815,000.00 

pharmacy  staff  9 

scripts  per  year      1 21 ,584 

121.584/9  13.510  scripts  p/staff  p/vear 

$815.000/121.584   $6.70  per  script 

Tahlequah  patient  population  60,000 

drug  budget  $2.2  million 

pharmacy  staff  25 
scripts  per  year      1 86,479 

186.479  /  25  7.459  scripts  p/staff  p/vear 

$2.2  mil  / 1 86.479    $1 1 .80  per  script 

Claremore  patient  population  87,000 

drug  budget  $1 .5  million 

pharmacy  staff  14 
scripts  per  year      1 27,536 

127.536/14  9.110  scripts  p/staff  p/year 

$1 .5  mil  / 1 27.536    $1 1 .76  per  script 
These  revealing  facts  point  to  the  inequitable  allocation  of  FTE's 
and  budget  not  mention  the  need  for  an  increased  pharmacy  area. 
Relevant  to  this  request  are  the  following  ISSUES:   (1)  An  increase  in 
user*  population  of  21,148  [FY93]  to  32,000  [FY96];  (2)  HSPS  Report 
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[4/9/91]  clinical  workload  units  [SWU]  at  the  Lawton  Service  Unit  was 
160,691  which  was  111%  more  than  the  Ada  Service  Unit  [76,245]  and 
13.5%  more  than  the  Tahlequah  Service  Unit;  (3)  30.8%  of  the  employees 
are  full-time  temporaries  [FTT]  and  points  to  the  vulnerability  of  their 
longetivity  although  some  employees  have  been  on  temporarystatus  for  as 
long  as  ten  [10]  years;  (4)  full-time  temporary  employees  lack  job  security 
and  are  ineligible  for  employee  benefits;  (5)  An  inordinate  number  of 
temporaries  are  in  nursing  and  medical  records;  and  (6)  the  Lawton 
Service  Unit  has  one  hundred  ninety-one  [191]  employees  and  forty-five 
[30.8%]  are  temporaries. 

TOTAL  FOR  REQUEST  #2:  The  Health  Advisory  Board 
respectfully  requests  your  consideration  for  236  full-time  equivalencies 
with  191  FTE's  (current)  staffing  profile  to  be  part  of  the  recurring  base 
which  has  not  changed  since  1967  and  further  the  Board  requests  the 
forty-five  (45)  temporary  employees  be  converted  to  FTE's.  The  total 
request  is  for  a  Staffing  Profile  of  191  FTE's  and  the  conversion  of  forty- 
five  (45)  FTPs  at  $1.260.000.00  which  is  based  on  a  national  average  of 
$28,000.00  (FTE)  for  the  Lawton  Service  Unit. 

REQUEST  #3:  Equitable  funding  for  Oklahoma  is  a  matter  of 
dire  need  which  is  documented  in  the  Indian  Health  Service's  report  as 
requested  by  Senator  Don  Nickles,  Senator  David  Boren  and  Rep.  Glenn 
English  dated  February  28, 1991  entitled,  IHS  RESOURCE  ALLOC  A  TIONS 
for  INDIANS  in  OKLAHOMA.  Recent  data  reveals  Oklahoma's  Indian 
population  is  22.2%  of  the  nationwide  Indian  population  and  Oklahoma 
receives  only  12.6%  of  funding.  And,  Oklahoma's  per  capita  is  58.3%  of 
the  national  average  funding.  Example,  Oklahoma  Hospital  &  Clinic 
funding  is  $769.00  per  person,  Navajo  receives  $794.00,  Nashville 
receives  $1,767.00,  and  Alaska  receives  $2,463.00.  Equitable  funding 
should  exist  on  a  per  capita  basis  for  each  of  the  eleven  (11)  areas. 

With  the  existing  funding  scenario,  expectations  by  the  Lawton 
Health  Advisory  Board  is  to  receive  equitable  funding  from  the  Oklahoma 
City  Area  Office's  Resource  Allocation;  however  this  expectation  does  not 
exist.  Historical  funding  data  specific  to  Oklahoma  reveals  inequitable 
funding  to  the  Lawton  Service  Unit.  Following  are  ISSUES:  (1)  FY93 
Lawton  received  per  capita  funding  of  $873.00  compared  to  $1,542.00  for 
Tahlequah,  and  $1,779.00  for  Ada;  (2)  FY93  user  population  for  Lawton 
was  21 ,1 48  compared  to  Tahlequah  at  22,1 38  and  Ada  at  1 2,41 1 ;  (3)  FY93 
total  funding  for  Lawton  was  $18,472,592  compared  to  Tahlequah  at 
$32,610,466  and  Ada  at  $22,090,836;  (4)  the  TABLE  below  offers  a 
contrast  of  Estimated  Resources  for  Lawton,  Tahlequah,  and  Ada, 

Site  Resource  Need     Resources  Received      +  /  - 

Lawton         $25,842,023  $1 8,472,592  -  28.5  % 
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Tahlequah     $24,297,481  $32,610,446  +34.2% 

Ada  $14,916,525  $22,090836  +48.1  % 

Data  source:  The  Lawton  Oklahoma  IHS  Service  Unit.  Oklahoma  Citv 
Area  Indian  Health  Service:  Special  Appropriation  Justification  Document. 
Wahpepah,  Frank  H.,  1994. 

5.      and,  FY  95  recurring  funding  for: 
Lawton  $15,666,250 
Tahlequah  $23,804,491 
Ada  $23,963,574 
Data  source:      Oklahoma  Citv  Area  Indian  Health  Service.  Final  FY  1995 
Service  Unit  Budgets.  U.S.  Public  Health  Service,  Indian  Health  Service, 
April  2,1996. 

TOTAL  FOR  REQUEST  #3:  And  finally,  Lawton  Health  Advisory 
Board  respectfully  requests  equitable  funding  for  an  identified  resource 
deficiency  of  $10.788.00.00.  plus  inflation  and  to  incorporate  the  request 
as  a  part  of  Lawton *s  recurring  base.  The  amount  is  based  upon  the 
Special  Appropriation  Justification  Document  dated  April  26, 1994. 

REQUEST  TOTAL  (S): 


GRAND  TOTAL 


Replacement  Facility 

$22,000,000  (+/-; 

Equipment 

$ 

3,000,000 

Equipment  (current) 

$ 

441,668 

COLA  (mandatory) 

$ 

810,000 

45  FTE's 

$ 

1,260,000 

Equitable  Funding 

$ 

10,788,000 

$ 

38,731,668.00 

*  User  includes  population  outside  Lawton's  ten  (10)  county  area 


Testimony  submitted  by: 
on  May  16, 1996 


Gary  McAdams,  Chairman 

Lawton  Indian  Health  Advisory  Board 

and  President,  Wichita  Tribe  of  Oklahoma 
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